
Lifeôs greatest irony is that the freedom to control when we die, canð 
 and often doesðlead to choosing to L and often doesðlead to choosing to L live longer. In contrast, the 

greatest end-of-life tragedy is to believe that our only choices are to die 
illegally, violently, or prematurelyðlest those in power force us to endure 
months or years of unbearable pain and suffering, or to merely exist as our 
indignity and dependency increase.

Our mission is to continue to enjoy whatever remains in our lives by 
promoting a culture of extended quality of life. Given our great end-of-life 
fears, we must be assured that others will honor our Last Wishes when we 
cannot speak for ourselves. The challenges are daunting and increasing: 
We might suffer more pain if new laws criminalize doctors for prescribing 
medications at doses that non-medical regulators ñjudgeò as intentional 
overdoses to hasten dying. Recalling private conversations around our 
kitchen tables will no longer be considered evidence of a patientôs wishes, if 
23 (or more) States pass laws to restrict family members from making the 
end-of-life decisions that they know their loved ones would want..

What can we do? Compose strategically effective Living Wills and Proxy 
Directives. The BEST WAY to Say GoodbyeBEST WAY to Say GoodbyeBEST WAY  can be your guide. Start by 
modifying your Stateôs form, a popular form like ñFive Wishes,ò or use a form 
in this book. Add new approaches for future success such as an attachment, 
ñEmpowering Statements for My Proxy,ò designate a ñLiving Will Advocate,ò 
or have your Proxy sign an ñAcceptance Agreement.ò While most of the cited 
legal cases are from United Statesô courts, the principles apply globally.

Beyond pragmatism, The BEST WAY to Say GoodbyeBEST WAY to Say GoodbyeBEST WAY  considers all 
aspects of a subject that will affect us allðý rst, with our loved ones, and 
then, for ourselves. The book covers the psychological, practical, clinical, 
religious, ethical, moral, legal, and political aspects of dying. Its clear, step-
by-step guides and poignant personal memoirs are spiced with humor and 
wit, to make the provocative subject matter also enjoyable to read.

Embracing and then transcending the personal-centered, high-proý le 
political controversy of autonomy (freedom to choose not to prolong your 
suffering or indignity) versus faith-based discipline (freedom to follow the 
teachings of your religious leader), the book views Advance Directives as 
moral documents and introduces this noble goal, 

To honor the sanctity of many lives.

Read the praise of others è

The mission: To promote a culture of extended quality of life



Praise for The BEST WAY to Say Goodbye:   
a Legal Peaceful Choice at the End of Life  

ñThis is an excellent book. Rich with valuable information and compassionate 
guidance.ò 

Lawrence J. Schneiderman, M.D. 
Professor of Family and Preventive Medicine School of Medicine 

University of California, San Diego;
Faculty Afý liate of The Ethics Center, San Diego  

ñA comprehensive, insightful, and surprisingly entertaining guide through the 
maze of end-of-life decisions. Its solid information and concrete recommendations 
calm our greatest fear: that complete strangers can intrude on our most intimate 
decisions, and worseðmake decisions that are wrong because they are decisions 
we would not make for ourselves. Dr. Terman offers a close to ironclad strategy to 
preserve control at the end of life, even for those individuals who may ultimately 
suffer from severe brain damage or dementia. There isnôt a pitfall that his book has 
not considered, and solved! It also offers guidance for those who must now avoid 
the chaos that results from inadequate preparation for end-of-life challenges. This 
book is so good that our organization keeps copies at every ofý ce. It is a mainstay 
of the recommendations we provide our clients. Knowledge is power; read this 
book!ò 

Barbara Coombs Lee, PA, FNP, JD; Family Nurse Practitioner and Attorney;  
President and Co-CEO, Compassion and Choices;  

Chief Petitioner for the Oregon Death with Dignity Act 

ñDr. Stanley Terman has provided a very insightful analysis of the Presidentôs 
Council on Bioethicsô report, ñTaking Care: Ethical Caregiving In Our Aging 
Society.ò His detailed suggestions for wording Advance Directives are very 
important. While it may be utopian to hope, as Dr. Terman proposes, that 
governmental agencies (such as motor vehicle departments) might require 
individuals to complete Advance Directives, it would be a major improvement over 
our present laissez-faire policy of ignoring this issue. I am very supportive of 
responsible strategies to encourage individuals to complete such documents. The 
bookôs ý nal story, ñShe revised her Advance Directives from 16 to 86,ò clearly 
illustrates how our views can change as we age and mature, and as our situation 
changes. Clearly, we need to update our Advance Directives on a regular basis.ò 

Janet D. Rowley, M.D., D.Sc.; Presidentôs Council on Bioethics member; 
Blum-Riese Distinguished Service Professor of Medicine; 

Departments of Hematogy and Oncology, University of Chicago; 
Albert Lasker Clinical Medicine Research Prize recipient 



ñDr. Termanôs eloquent and at times deeply personalized account of the challenges 
of life nearing death offers a unique and useful vocabulary for our emerging national 
dialogue on end-of-life choices. At last, a comprehensive look at the medical, legal, 
and spiritual aspects of the dying process that explores the full range of patient 
options, while highlighting the often-overlooked process of voluntary refusal of 
food and þ uid.  The BEST WAY to Say GoodbyeBEST WAY to Say GoodbyeBEST WAY  adds depth and sensibility to 
an area that is rampant with controversy because of its perceived lack of common 
ground. This book is that common ground, making it a must-read for all whose 
diverse views make up the colorful ñright to dieò spectrum.ò 

Judith F. Daar, J.D., Professor of Law, Whittier Law School;
Clinical Professor of Medicine;

University of California Irvine, College of Medicine 

ñPeople now think that if they do not die instantaneously in a car accident or from 
a heart attack, they are going to be caught between two undesirable optionsðeither 
to be attached to machines for a very long time, often in a state of unconsciousness 
with no reasonable hope for recovery, or, at the other extreme, to commit suicide 
or get someone to murder you so that you can end it all more quickly.  In a wise, 
medically well-grounded, and even witty book, Dr. Terman demonstrates that 
there is a middle course of refusing tube feeding and hydration, which provides a 
way to die that is relatively painless, effective, legal, and in keeping with many 
religious traditions. As such, this book is critically important for individuals, 
families, health care professionals, and public policy experts, for it really does point 
the way to The BEST WAY to Say GoodbyeBEST WAY to Say GoodbyeBEST WAY .ò 

Elliot N. Dorff, Rabbi, Ph.D., Rector and Distinguished Professor of 
Philosophy, University of Judaism; author of Matters of Life and Death:  

A Jewish Approach to Modern Medical Ethics

ñDr. Terman has accurately and respectfully presented the Catholic position(s) 
and his chapter on religion has much clarity and insight. His book will serve as a 
valuable resource for those who are seeking greater understanding of end-of-life 
issues. I particularly appreciate the values that he holds most dear: óTo do everything 
possible to learn directly from the patient what she or he wants; and to appreciate 
that one of lifeôs greatest joysðto be heard and respectedðis especially true for 
needy and vulnerable patients in the last chapter of their lives when their most 
fundamental values are at stake.ô I could not agree more.ò  

John Gillman, Ph.D., ACPE Supervisor of Clinical Pastoral Education; 
VITAS Innovative Hospice Care, San Diego, California 



ñThe goal of peaceful dying includes acceptance of death as part of life, to which it 
gives enhanced meaning. Dr. Termanôs approach is in harmony with the goals of 
Buddhist spirituality, as well as those of Hinduism and Jainism. His book is more 
than a balanced presentation of practical facts about the strategic, ethical, moral, 
religious, and humane aspects of one option to close oneôs lifeðthe voluntary 
refusal of food and þ uid. By relating many stories, the inspirational potential of his 
message is enhanced, as each reader seeks his or her personal meaning. His use of 
relevant humor is welcome not only because we all love to laugh, but also because 
it widens the emotional impact of the book so it will have great impact on readers 
of diverse orientations.ò 

The Venerable Mettanando Bhikkhu, M.D., Ph.D., Buddhist monk and 
physician; trainer of doctors and nurses in Thailand in medical ethics, hospice 
care, palliative care, and healing meditation; Bangkokôs Special Advisor to the 

World Congress of Religion & Peace, which advises the United Nations

ñThis book clearly covers the pros and cons of Voluntary Refusal of Food and 
Fluid and it compares this method to Physician-Hastened Dying. Dr. Terman 
shows how having information on both methods can allow a dying person to be 
prepared so that their dying is as comfortable, as digniý ed, and as humane as 
possible. If people were better educated about Voluntary Refusal of Food & Fluid, 
this method to hasten dying would be more widely accepted, and it would take the 
ý ght out of the ñpro-lifeò position since patients can do this on their ownðwithout 
getting into quasi-legal methods and without the need for new laws to take effect. 
Many of the ñpro-lifeò arguments would then be irrelevant such as, ñDoctors 
shouldnôt kill,ò and ñDo no harm.ò Dr. Termanôs book is important for terminally ill 
patients, their loved ones, and the professionals who wish to help them.ò 

C. Ronald Koons, MD, FACP; Clinical Professor, Radiation Oncology and 
Medicine; Chair, Ethics Committee;  

University of California Irvine Medical Center

ñThis book probes deeply into many questions that people have concerning their 
Advance Directives and decisions they must make in the terminal stage of life. 
Because of the clarity of its message and illustrations by memoirs, I highly 
recommend it for non-professionals as well.ò 

Jerome S. Tobis, M.D., Emeritus Chair, Ethics Committee,  
University of California Irvine Medical Center



ñI have worked as an emergency department physician for over 30 years and seen 
a great many people die... some directly under my care, others after  periods of care 
by my colleagues. What emerges from all this clinical experience? Two truths: First, 
we all must die. Second, some ways of dying are more painful to the patient and 
cause more suffering to the family than others. That is why Dr. Stanley Termanôs 
contribution is so important. My own father decided to leave this world by 
Voluntarily Refusing Food and Fluid. For him and for his family, it was a peaceful 
way to say goodbye, and consistent with our Christian values. This book covers 
every aspect of the subject. The medical aspects are sound, including how to make 
the process as comfortable as possible, and what to do if you change your mind. Dr. 
Terman also discusses in depth, the spiritual, religious, moral, ethical, economic, 
and political aspects. Yet the book is not just informative. It includes deeply moving 
memoirs and entertaining humorous tales. Always provocative, Dr. Termanôs book 
will stimulate people to think and to discuss how they might die in the future, so 
that they can make their lives more meaningful right now.ò  

Richard F. Prince, M.D., former Chairman, Department of Emergency Services 
and Vice Chief of Staff, Scripps Memorial Hospital, Chula Vista, CA; 

Fellow and charter member, American College of Emergency Physicians 

ñYou choose to make quality decisions for life, so in parallel you choose to make 
quality decisions for death...  if you are free to choose, of course.  After four centuries 
of understandable distrust, African Americans are wary of ñhealersò who make life 
and death decisions regarding them. Many remember the Tuskegee experiment as 
a classic example of the historical and hysterical pain of misplaced trust.  Yet Dr. 
Stanley A. Terman, a Diplomate in Psychiatry, must be commended for examining 
this specý c area in the context of other options of life and death. Also, the section 
of his book on religion is just awesome. It held me spellbound with its depth of 
understanding of our differences and our commonalities as we debate the issue of 
life and death. If any work should be required reading, this would qualify beyond 
doubt. I expect the demand for such a work of excellence will only escalate within 
this decade and beyond. I have personally used its insights in working with families 
and seen how they can bring great relief in the struggle to make ótheir bestô end-of-
life decisions.ò 

Cecil L. ñChipò Murray, Rel. D., Tanzy Chair of Christian Ethics,  
School of Religion, University of Southern CA; Pastor Emeritus,  

First African Methodist Episcopal Church, Los Angeles, CA



ñI am a healthy Christian, working full time at 68 and think that The BEST WAY
to Say Goodbye is a godsend.  It is like holy water in a parched desert and I feel 
like a preacher getting out the word of salvation.  My parents, who looked like Clark 
Gable and Grace Kelly, were both Phi Beta Kappas. But my motherôs life ended in 
her 50s after 10 years with Alzheimerôs disease. My fatherôs life ended in his 70s 
after 17 years with Alzheimerôs disease.  Now, my husband has had Parkinsonôs for 
4 years. I know, deý nitively, what it looks like to wait too long so you can no longer 
access your once excellent mind to make choices about your end-of-life treatment. 
Dr. Termanôs book provides the background and strategies for successful advance 
planning.ò 

Eugenia Rush Gerrard, M.A., California State U. Sonoma; 
B.A. University of Texas at Austin;

Marriage and Family Therapist, Encinitas, CA

ñOur family was confused and divided over what to do after Grandpa had a massive 
stroke that left him unable to speak. Some argued that he would want ñto joinò his 
wife of 74 years, who had recently died. Why would he want to live if he could no 
longer enjoy his previous active life or even the company of his grandchildren and 
great grandchildren? Yet some statements in his Living Will led other family 
members to believe he still might want to live. We all agreed to use the series of 
questions from the story, ñA Time To Be Sure.ò On three occasions, by merely 
indicating ñYesò or ñNoò Grandpa was able to assure us that he wanted to 
continue tube feeding. I was more surprised than anyone, but we all felt relief. 
Now we knew what he really wanted.ò  

   C.C., Seattle, Washington 

Regarding the declaration Dr. Terman submitted as an afý davit to Judge Greer, 
who presided over the fate of Terri Schiavo:

ñMr. Gibbs and I certainly appreciate medical personnel like you who were willing 
to stand by Terri [Schiavo]. The pro-death culture is becoming overwhelming in 
America. I pray that doctors like you will be able to stem the tide in the future. 
Thank you again for your willingness to help Terri.ò 

Barbara Weller, Esq., attorney for Terri Schiavoôs parents, the Schindlers; 
Gibbs Law Firm, Seminole, Florida 
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 Foreword    

 By  Jay Wolfson, DrPH, JD 
 Guardian Ad Litem to Theresa Schiavo    

The imminent death of Theresa Schiavo, following the removal of her feeding 
tube, ý rst captured the worldôs attention in October 2003. Extraordinary media 
and political resources then focused on end-of-life issues. Pope John Paul II took 
a personal interest in Ms. Schiavo. In March 2004, the Pope issued an Allocution 
about patients in the persistent vegetative state using harsh words: removing 
artiý cial hydration and nutrition is ñeuthanasia by omission.ò Despite the 
American Civil Liberties Union briefs in support of Ms. Schiavoôs right to self-
determination, the Governor of Florida and both houses of that Stateôs legislature 
actively intervened to pass what (later) became known as the ý rst ñTerriôs Law.ò 
Although ultimately declared to be unconstitutional, this unique Act authorized 
Governor Jeb Bush to order the reinsertion of Ms.. Schiavoôs feeding tube. Six 
days after the tube had been removed, it was thus reinserted. The Act also 
authorized additional inquiries into Ms. Schiavoôs abilities such as swallowing. 
Finally, the Act mandated the appointment of a Special Guardian Ad Litem for 
Ms. Schiavo, who would report to the court and to the Governor.    

As Theresa Schiavoôs Guardian Ad Litem, I recognized my goal was to represent 
exclusively her interests. I thus attempted to maintain balance as I tried to acquire 
the trust and active input of all parties. In the process, I came to believe that the 
Schindlers (Theresaôs parents), and her husband Michael Schiavo were all 
honestly motivated by what they perceived as being right and in Theresaôs 
interests. I also learned that Theresa was a very shy and sweet woman who loved 
her husband and parents. For her, the family breach and public circus would have 
been an anathema. Her husband resolved not to allow the woman he loved to be 
subjected to medical treatment that he believed she would have abhorred. In 
court, her parents made statements that hardened Mr. Schiavoôs position. They 
stated that if it became medically necessary to save her life, they would grant 
medical consent to amputate all her limbs. Furthermore, they admitted that even 
if Theresa had executed a formal, written Living Will, they would have fought to 
have it voided because they did not believe it was consistent with their, or her, 
beliefs. Finally, they admitted that just having their daughter alive produced joy 
for them.    
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As Guardian Ad Litem, I reviewed thirty thousand pages of legal and medical 
records from Theresa Schiavoôs then nearly fourteen years of treatment. I met 
with her parents, siblings, and husband. I talked to hospice staff, attorneys, and 
Governor Bush. I visited with Theresa on 20 different days, sometimes for as long 
as 4 hours. Many of these hours led to personal frustration that was consistent 
with the ý ndings of the medical experts appointed by both the husband and the 
court: Theresa Schiavo lacked any ability to respond to her environment. This 
symptom is the hallmark of the Permanent Vegetative State. Diagnosis was 
critical since the Florida law that permits the withdrawal of life-sustaining 
treatment requires the patient be in a PVS. While Florida law requires clear and 
convincing evidence that the patient would have wanted life-sustaining treatment 
withdrawn, this evidence need not be in written form. After Judge Greer heard 
oral testimony in Ms. Schiavoôs trial, he ruled that the evidence was clear and 
convincing.   

On December 1, 2003, I submitted my 38-page report to Governor Jeb Bush. I 
used the term ñstand in her shoesò to refer to the ethical standard known as 
ñSubstituted Judgment,ò where decision-makers have sufý cient knowledge about 
a patientôs values and preferences to make the same end-of-life medical decisions 
that she would have made. I also intended this phrase to emphasize that the 
outcome of the Schiavo matter affects all of us in many waysðmorally, ethically, 
spiritually, intellectually, and politically. The outcome of her personal saga would 
reþ ect the current complex and conþ icting social attitudes toward dying in 
America. It should also provoke all of us to consider how our decisions affect our 
loved ones and ourselves, as we decide how we want to die.    

In March of 2005, Ms. Schiavoôs feeding tube was removed for the third and 
ý nal timeðý fteen years after Ms. Schiavo collapsed and lost consciousness. Yet 
the ten years of expensive litigation did not end. The U.S. Congress convened in not end. The U.S. Congress convened in not
special sessions a week before Easter, passed the second ñTerriôs Law,ò and 
President George W. Bush þ ew to the Capital to sign the bill into law.    

The Federal judicial system again upheld the removal of Ms. Schiavoôs feeding 
tube. Thirteen days after the tube was removed, she died of dehydration (not of 
starvation). The conservative and liberal polemics were nearly deafening. The 
Rev. Jesse Jackson joined Governor Jeb Bush, and Randall Terry (the conservative 
activist leader of Operation Rescue), to advocate for Ms. Schiavoôs parents. In 
June 2005 however, the results of the autopsy that was conducted by a 
conservative and meticulous medical examiner, showed that little remained of the 
part of her brain that is considered essential to respond meaningfully to her 
environment. This anatomic ý nding was consistent with the behavioral diagnosis 
of PVS determined by several neurologists, including Dr. Ronald Cranford.   

The Schiavo litigation worried those Americans who wanted to make their end-
of-life decisions privately, with their doctors and family. It made them want more 
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certainty that their personal decisions about dying will be honored in the face of 
powerful political and religious challenges. It illustrated the need for diligently 
writing Advance Directives that include clear and convincing explanations for 
why they chose certain end-of-life options. Underlying the individual saga were 
profound implications for how our society must grapple with the use of scarce 
health care resources. These considerations were highlighted by the Presidentôs 
Council on Bioethicsô report, ñTaking Care: Ethical Caregiving In Our Aging 
Society.ò Published just days before the U.S. Supreme Court ruled on Gonzales v. 
Oregon in 2005, the report documented that increasingly huge numbers of 
patients and their families with dementia will present one of the greatest 
challenges our society has ever had to face. Meanwhile, the Courtôs ruling, that 
States can determine the ñlegitimate use of medications,ò allowed Oregonôs Death 
With Dignity Act to continue, at least until State or Federal legislation changes. 

Economist Robert H. Frank asked, ñDo the poor deserve life-support?ò His 
2006 article referred to a Texas law permitting discontinuing futile life-sustaining 
treatment that then Governor George W. Bush signed in 1999. Dr. Frank 
considered the larger moral question: if we fail to seriously consider advance care 
planning and make public policy on a societal scale, then in the future, we may be 
forced to make end-of-life decisions dictated by the reality of limited resources.    

The BEST WAY to Say GoodbyeBEST WAY to Say GoodbyeBEST WAY  deals directly and comprehensively with 
all the above challenges. While it emphasizes the individual approach, it keeps 
societal consequences (including those affecting the medically indigent) in 
perspective. Dr. Terman explains why we must diligently create carefully worded 
documents that accurately reþ ect our well-considered end-of-life wishes. He also 
provides directives and options about the best way to select, to authorize, and to 
empower appropriate individuals to advocate our end-of-life decisions. Dr. 
Termanôs deý nition of success in this endeavor is when others faithfully honor our 
last wishes.   

Dr. Termanôs book also provides an explicit description of a legal and peaceful 
alternative to physician-assisted suicide for those who are suffering unbearably. 
He presents a comprehensive strategy to help individuals avoid the prolonged 
indignity and burden of total dependence from dementias such as Alzheimerôs 
disease, since for many of these patients, there is no life-sustaining medical 
technology to withdraw. Dr. Terman considers this ñbest way to say goodbyeò 
from numerous pragmatic perspectives. He includes memoirs of those who chose 
to discontinue nutrition and hydration, provides over 250 medical references and 
legal citations, and describes his personal experience of a total food and þ uid fast. 

Dr. Termanôs considerations of clinical, legal, ethical, religious, sociological, 
and philosophical implications of advance end-of-life decision-making are 
comprehensive. He has broken this complex issue into manageable and readable 
components. First, he poses relevant questions. Then he provides excellent 
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answers that include speciý c guidelines that can be adopted for practical use. Lay 
people will ý nd the material entertaining as well as approachable. End-of-life 
professionals will appreciate the presentations in related ý elds. I can imagine 
many recommending speciý c portions to their clients. Dr. Termanôs success in 
balancing delicate political and religious perspectives makes the book a valuable 
and usable resource for people worried about themselves or their parents, even 
when their beliefs are in conþ ict. It should also be useful for students and 
practitioners of medical ethics.   

An experienced and published psychiatrist, Dr. Terman joined with two 
collaborators in medical ethics and law to write this important and timely book 
about navigating the process of dying with strategic planning. The gentle but ý rm 
approach to end-of-life decisions can help terminally ill patients and their families 
achieve peaceful transitions without the need to change present laws. While some 
may view this ñbest wayò narrowly, as a means to hasten the process of dying, in 
fact, Dr. Terman convincingly explains the psychological reasons for the 
surprising result of the ñOregon experiment.ò When people are given the choice to 
have some degree of control over how they die, they not only endure less anxiety 
and worry; they also frequently decide to live longer. Thus, following the 
guidelines of this book may lead many people to add quantity as well as quality to 
the weeks, months, or even years of life that remain. This important conceptual 
contribution is brought to practical realization by the robust strategic advice in 
the book. No one expects the controversies surrounding the Schiavo saga to 
disappear. But this book provides a path to transcend them.  

   

                  Jay Wolfson, DrPH, JD   
           Distinguished Professor of Public Health and Medicine   
          Associate Vice President, Health Law, Policy and Safety   
         University of South Florida, Tampa   
           April, 2006 
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 Preface 
   

TO REACH A ñTIPPING POINTò BEFORE A SINKING POINT

ñI know how to stop smoking. Iôve done it a thousand times.ò           ðMark Twain   

Over the past two years, I increasingly identiý ed with Mark Twainôs quip. I 
know how to ý nish this book; Iôve done it dozens of times.    

The text was almost complete when the last wave of controversy over the fate of 
Terri Schiavo began in early 2005. For months, the topics in this book seemed like 
moving targets on a landscape which changed daily. I became involved in the 
conþ ict, when one of the litigating attorneys asked me to submit a declaration.    

The publicized legacy of Terri Schiavo changed the motivating direction of this 
bookðfrom WHY it is so important to write your Advance Directives, to HOW to 
create strategic Advance Directives that will be effective even if challenged by 
powerful religious or political forces. Still, the deý nition of ñsuccessò never 
changed: So that others will honor your end-of-life decisions.    

This book focuses on how to maximize the power of your Proxies so they can 
overcome future challenges to your end-of-life preferences. The book also 
addresses this increasingly common challenge: how to transcend the darkness of 
devastating brain damage, including Alzheimerôs and other dementias.    

After I again ñý nishedò the book, the Presidentôs Council on Bioethics 
published Taking Care: Ethical Caregiving in Our Aging Society, which blatantly 
advised its readers not to engage in advance care planning and not to engage in advance care planning and not not to honor the not to honor the not
patientôs wishes no matter how clearly they were previously expressed. Why? 
Because such Advance Directives discriminate against a future disabled, 
demented self. Their alternative: proxies, caregivers, and health care providers 
should be faithful to the moral values of providing ñbest careò for the individual. 
In addition to violating the prior wishes of the patient, I had to write how 
accepting The Councilôs policy would impose additional economic and manpower 
burdens to what is already one of the greatest future threats to the survival of our 
society: the long-term care of increasing numbers of totally dependent patients. 
Four out of ten patients will die slowly, after years of dependency. Seven out of 
eight couples with living parents will have one or more of them die this way. So 
most of us will be affected.   

As I ý nished writing my response to the report of The Presidentôs Council, I 
had to take into account the January 2006 U.S. Supreme Court ruling, that the 
Controlled Substances Act of 1970 did not permit the U.S. Attorney General to 
punish physicians in Oregon who complied with that Stateôs ñDeath With Dignity 
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Act,ò a law that voters had twice approved. Then I had to note that the stage was 
being set for subsequent political battles. Liberals who champion autonomy were 
disappointed in their ý ght to legalize Physician Aid in Dying in California. One 
vote on a judiciary committed thwarted their efforts in June, 2006.

Meanwhile, conservatives were drafting new or adopting model laws that 
presume all patients would want tube feeding indeý nitely, unless their written 
Advance Directives clearly and convincingly speciý ed otherwise. As of March 
2006, there were 23 States that were considering such legislation. Thus political 
polarities were continuing to escalate. 

Where will individuals and professionals decide to wage their battles? They 
could try to create new laws to make it possible for terminally ill patients to ask 
their physicians for aid in dying, but Oregonôs experience shows that very few 
people actually take advantage of such laws. They could ý ght the pending new 
laws that would make end-of-life options more restrictive, but such ý ghts, 
whether in the legislatures or courts, always take a long time. Or they can learn 
what is required to create advance care documents that others, even those 
opposed to their political or religious views, must honor. 

This book considers the political and religious conþ icts in the context of our 
Constitutional rights, to appreciate the challenges that must be overcome. To 
achieve the goal of having others honor your Last Wishes, it shows you how to 
write effective documents. Instead of taking up the merit-worthy cause of 
furthering civil rights, this book strives to work effectively within the present 
system to successfully avoid the prolongation of suffering and indignity at the end 
of life. Rather than be distracted by high proý le battles, this book offers 
individuals a way to quietly design effective strategies to permit a peaceful end-
of-life option that is already legal. Instead of joining the ý ght, this book attempts 
to gracefully transcend the conþ ict.    

This book simply presents what extremely ill but mentally competent people 
need to know, if their lives have become unbearable due to pain or intolerable due 
to suffering. This book also provides the details on how to create diligently crafted 
Advance Directive documents so that your designated Proxy can, in the future, 
overcome a variety of challenges to attaining your end-of-life goals. Since even 
written Living Wills often fail, and since Proxies may not be successful despite 
their best efforts, much of this book is a guide to overcome known and potential 
obstacles to the honoring of your Last Wishes.    

Strategic advance care planning can be directed towards different goals. One is 
to avoid prolonged and unnecessary suffering, or the indignity of becoming totally 
dependent after losing what you consider personhood. The other is to request the 
continued use of all available medical technology to maintain your existence until 
your God decides to take you. This book strives for balance by insisting that we 
make reasonable efforts to learn what the patient wants, and then, make 
reasonable efforts to follow these wishes. The words ñBEST WAY efforts to follow these wishes. The words ñBEST WAY efforts to follow these wishes. The words ñ ò in the title BEST WAYò in the title BEST WAY
reþ ect my deep respect for each person to decide what is BEST for him or her.    BEST for him or her.    BEST
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Compared to the high publicity given to patients who suffer permanent 
devastating brain damage, little media attention is given to patients who suffer 
from end-stage dementia. Yet this question looms: How long should we 
aggressively treat patients with advanced dementia? The answer reþ ects our 
individual and our societal approach to one of the most threatening challenges to 
our economic survival. Initially, my research on Alzheimerôs disease was 
depressing, but I regained hope after I learned that the diagnosis can sometimes 
be made decades before symptoms appear. Why is this so important? Because the 
earlier treatment of impending dementia is begun, the more effective it can be to 
delay the onset of symptoms and to slow down their progression. 

My clinical experience in assessing decision-making capacity of people in early 
dementia convinced me that many retain the ability to make medical decisions so 
they can engage in end-of-life planning. Yet for many individuals suffering from 
advanced dementia, there will be no ñhigh technologyò to withdraw; hence, 
Refusal of Food and Fluid by Proxy will be their only method to avoid prolonged 
and progressive indignity and dependency. The challenge for individuals to set the 
stage so that their Proxies can successfully exercise this option in the future is a 
more formidable challenge than advance planning for any other end-of-life option. 
If effective, however, it can have the greatest and longest impact on family 
members and beyond: Making such a decision, when multiplied by many 
individuals who authorize their Proxies to choose Refusal of Food & Fluid if 
appropriate, could have far reaching social and economic impact on our society.   

The contrast between politiciansô expenditures of energy to prolong the life of 
Terri Schiavo, who had not been able to exert any control over her environment 
for 15 years, and politiciansô inaction prior to and after the devastation of 
Hurricane Katrina heralds the need to change the attitudes of both individuals 
and society as a whole. I can imagine a powerful consumer-driven call-to-action 
based on applying the strategies in this book. Implementation them has the 
potential to reduce the suffering and preserve the dignity of individuals as they 
redirect our societyôs limited ý nancial and medical resources to where they can 
do the most good. This book seeks both to educate people on their individual 
choices, and to consider the global implications of their choices.   

To arouse people to action, however, we must relate to their feelings of identity 
and to their core values. Thatôs why this volume contains about ý fty stories. Once 
we connect to their emotions, people will be more motivated to follow the speciý c, 
step-by-step guidelines offered by this book. I hope that our world will reach a 
ñTipping Pointò in a change of attitudes before we fall into an economic sinking 
point, when such decisions must be made simply because, by then, we will have 
no other choice.      

      Stanley A. Terman, Ph.D., M.D.   
      Diplomate in Psychiatry    

   July, 2006
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Explaining the ñbook within a bookò and other conventions  

The end-of-life ý eld profoundly affects several disciplines. Striving for depth in 
each ý eld led to a book with much information. What might sufý ce for specialists 
in one discipline might be ñTMIò (too much information) for others. But those 
who concentrate in one ý eld might wish to learn more about another. Attorneys, 
for example, may want to learn more about religious aspects, while clinicians may 
desire more knowledge about politics, and so on. Or, vice versa. Similarly, readers  
who are not in any of these ý elds may still have good reasons to delve into detail 
about any particular subject, even seek the original references and citations, or 
ask their advisors to do so. So we as authors decided not to offer an abridged book 
for ñnon-professionals,ò a term that really applies to all of us. Since we cannot 
presume what depth of information an individual might desire to read, we use 
FLAGS to indicate which sections (about two dozen totaling 100 pages) are more 
specialized and may be skipped, if desired, as illustrated below. The chapter titles 
and subheadings, text that introduces material, and the Index [page 470] also 
can help direct your focus reading. The Glossary begins on page 451.Glossary begins on page 451.Glossary

   

To facilitate selective reading, FLAGS like this signal when you may skip:    

hSKIP hSKIP h     

You may begin reading again when you see:   

hCONTINUE   CONTINUE   CONTINUE

Other formats: The web site, www.BestGoodbye.com, offers a unique option: 
Create your own e-book based on your speciý c interests. Abridged versions in e-book based on your speciý c interests. Abridged versions in e-book
audio are also available. Visit the web site to download free examples.

Conventions: A ñstateò is a medical condition; a ñStateò is a political entity. I 
capitalize liberally; for example: Federal, Constitutional, Guidelines, Liberty, 
Pope, Last Wishes, To Delay, and To Deny. I use the symbol ñ&ò between Food & 
Fluid. To refer to other authorsô works: [Page #]. To refer to this work: [page #].

Guidelines and Warnings are indented and use a different font.  

Humorous stories are indented and use a different font. 

Memoirs, clinical stories, and legal cases begin with a drop letter, use a 

different font, and end with this symbol:hg



 Prologue 
    

FROM MURDER/SUICIDE TO PEACEFUL TRANSITIONS   

DEL MAR, CALIFORNIA (35 M ILES NORTH OF SAN DIEGO);   
OCTOB ER 1999:     

The exact cause of Hazel Mayôs death will never be known, but there was never 
any doubt that Tom, her loving husband of 48 years, had actively ended her life. 
Hazel had lost the ability to speak due to the progression of Lou Gehrigôs disease 
(ALS), which ultimately causes total paralysis. But she did not succumb to the 
ravages of this devastating neurological disorder. She died either from the 
overdose of medications that Tom pushed through her feeding tube, or from 
breathing the carbon monoxide that accumulated in their closed garage while 
their automobile was running.    

The police arrested Tom, but they did not detain him long in the county jail. 
Unfortunately, they did not keep him long enough. As investigators tried to 
decipher Hazelôs cryptic note that made Tom believe she wanted to die, and as the 
district attorney was considering what charges to bring against Mr. May, including 
the possibility of murder, Tom checked himself into a small motel north of Santa 
Barbara where he committed suicide .   

I wrote in the OP/ED section of the San Diego Union-Tribune, ñHazel could 
have died a third wayðone that Tom, like many people, probably did not know 
aboutða way that would have been far more serene for Hazel.ò I asked, ñWhy do 
lay people hear so little about terminal sedation with dehydration?ò [This is the 
clinical term for what this book calls Voluntary Refusal of Food & Fluid.]   

After all the news covering the conþ ict over the fate of Terri Schiavo, I asked 
my writing colleagues if they would join me in answering two additional 
questions: How can the nonprofessional person sort out the abundance of 
passionate but conþ icting opinions about removing feeding tubes from people 
with devastating brain damage? And, where can nonprofessional people turn for 
clear guidance to plan effectively for what is among the most important decisions 
in their livesðwhether or not to stop life-sustaining treatment if their suffering is 
intolerable and they are terminally ill?
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Soon Maha Vajiralonkorn, Thailand (50 kilometers north of Bangkok);   
January 2001: 

   

I met Mettanando Bhikkhu, M.D., Ph.D., a physician and Buddhist monk, in 
1999, when he was visiting the San Diego Hospice as the Advisor to a foundation 
of Thailandôs Crown Prince. His mission was to study hospice management in the 
United States.     

In January 2001, the Venerable Mettanando invited me to lecture at Thailandôs 
National Cancer Institute. It was hot outside, but inside the lecture hall it was 
uncomfortably cool because the air conditioning was too intense. I moved around 
a lot as I addressed their hospice staff on Peaceful TransitionsÈðour organization 
of diverse professionals in San Diego who provide support for terminally ill 
patients and their families both before and after they are eligible for hospice. We 
were providing emotional, relational, legal, musical, spiritual, and pastoral 
support to make the ý nal transitions of life more peaceful for both patients and 
their families. Following my lecture, the Director of the institution, Dr. Thanadet 
Sinthusek, took me on a tour of their new hospice facility.     

We entered a large room that looked like one of the hospital wards for wounded 
World War II soldiers that I had seen only in black and white movies. No curtains 
separated the straight rows of beds. But it was not the lack of privacy that led to 
my oppressive feelings. It was the heat. At both 95 degrees and 95% humidity, I 
felt very uncomfortable.    

ñDonôt these patients need air conditioning?ò I asked.     

The Director replied, ñTerminal cancer patients are not like us. They donôt 
mind heat.ò    

To this day, I still wonder if the Director ever asked those ñcharity casesò about 
their comfort in such a way that they could feel free to answer frankly. (Many 
months later, Dr. Sinthusek did improve the privacy and comfort for patients on 
this ward.)    

For reasons I will now explain, this hospice scene intruded in my mind after I 
sent out an early draft of this book in May 2005. I had expected to relax as I 
waited for my coauthors to provide input. Instead, I recalled these two old saws:    

   

Å Write about what you know, and    

Å Information is provided on a ñneed-to-knowò basis.    
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What was bothering me? It took some reþ ection to appreciate its source. The 
book presented Voluntary Refusal of Food & Fluid as a legal and peaceful choice. 
It discussed why it might be the BEST WAY for some people at the end of their BEST WAY for some people at the end of their BEST WAY
lives, especially for those who had no other way to reduce their suffering that was 
both legal and peaceful, or if there was no chance that their conscious awareness 
would ever return. (No problem for unconscious patients). I had ý rst learned from 
Dr. Charles von Gunten at the San Diego Hospice that conscious terminal patients 
found the process comfortable. Subsequently, I collected personal anecdotes and 
memoirs, and researched the medical literature. One anecdote that seemed to 
disagree was published in the New York Times (discussed later). Arguably, the 
cause of discomfort was the inexperience of non-hospice staff in controlling pain. 
So it was this vicarious process that led me to believe that patients who choose to 
forgo Food & Fluid did not ý nd the process uncomfortable.    

ðAt least some patients. That point still bothered me. Certainly, cancer 
patients who were alert often reported a loss of appetite and their thirst was 
minimized by good mouth care. Food even made them nauseated, bloated, and 
less comfortable. Patients in congestive heart failure often reported it was much 
easier to breathe once they stopped getting þ uids. Observing family members had 
sent me numerous anecdotes, some of which I included in the book or posted on 
the web siteôs Discussion Blog on CaringAdvocates.org. All were consistent: 
voluntary refusal of Food & Fluid did not cause observable uncomfortable hunger 
or thirst in their loved ones as they died.   

But scientists are trained to suspect negative results. Maybe the families of 
patients who did suffer when they refused Food & Fluid just did not send in 
stories of their experiences. Cancers produce toxins; perhaps terminal patients 
who had other diagnoses would ý nd Refusing Food & Fluid uncomfortable. I 
could not stop wondering if I had made a classic logical mistake of extrapolation. 
Was I analogously concluding that, if all queens are women, then all women are 
queens?   

The words of Thailandôs director, ñThese patients are not like us,ò recurred to 
haunt me. I was never convinced that terminal cancer patients do not want air 
conditioning. So why should I assume that terminal patients with all diagnoses 
would not experience hunger and thirst? My sense of responsibility was aroused: 
I could not justify recommending voluntary refusal of Food & Fluid to othersð
especially to those who cannot communicate if they have discomfortðlike 
patients with advanced dementiaðif I had not experienced it myself. Was that 
reasonable? Although physicians most often treat patients with medications that 
they have never taken themselves, there is also a history of scientiý c innovators 
who took the personal risk by being the ý rst to volunteer for their experimental 
methods. Of course, Refusing Food & Fluid at the end of life is far from new. Prior 
to the modern era of medicine, many people died that way. Although I was 
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coný dent that my personal risk was low, I did not reveal my plan to my two 
writing colleagues until the experiment was almost completed. When I did, they 
informed my wife, only half in jest, that they had no intention of ý nishing the 
book ñposthumously.ò    

So I spent four days voluntarily refusing all Food & Fluid so I could experience 
ý rst-hand, whether or not it was uncomfortable.    

Now I have something to confess: upon changing my role from a researcher/ 
writer to a person committed to Refusing Food & Fluid, I recognized a sudden 
increased ñneed to know.ò I did not want to suffer, but what about the oral 
medications that my orthopedic doctors had prescribed for pain from my 
moderate spinal stenosis? This question led me to embark on an intense review of 
an area of the medical literature that I had previously neglected and which my 
readers could ý nd usefulðnon-narcotic medication for moderate pain that could 
be administered via the rectum. In addition, I learned far more about Comfort 
Care to the mouth by than I had previously read about.    

I thus discovered the difference between relying on meager accounts reported 
in the literature and experimenting on myself to ý nd out what works. By the time 
my personal experiment ended, I was amazed at how much more information I 
could share with readers of this book.    

Most patients who Refuse Food & Fluid are offered a few ice chips. Instead, I 
allowed myself one ounce per day of water for medications that permitted me to 
swallow two pills that were only available in oral form.    

What did I discover?      

First, medications per rectum were adequate to control my moderate pain. 
Second, with adequate attention to the mouth, Refusing Food & Fluid is really 
peaceful. I believe that was partially due to some mild dulling of my mental 
functioning after a couple of days. Third, as the literature promised, I was hardly 
hungry at all. Here is more detail:   

Consider a ñzeroò to ñ10ò scale where ñzeroò means no hunger at all, and ñ10ò 
means feeling the most hungry I could imagine. On that scale, I have often felt a 
ñ5ò in the past; for instance after I intentionally missed breakfast in anticipation 
of a special afternoon buffet. Throughout these four days, however, my hunger 
never exceeded a ñ2.ò Most of the time, I did not think about being hungry nor 
was I aware that I had not eatenða zero. Only when I asked myself how hungry I 
felt and thought about it deliberately, did I score higher, and even then it was only 
a ñ1ò or a ñ2.ò     

Thirst was more of a problem. I was frequently thirstyðsometimes as much as 
a ñ5,ò which I considered quite uncomfortable. But as I learned which dry-mouth 
aids worked best to eliminate the feeling of thirst, they eventually worked 
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completely. On pages 102-105, I provide details and offer speciý c suggestions on 
how to reduce thirst, pain, agitation, and insomnia without taking oral 
medications.    

Sherbrooke, Quebec Province (100 miles east of Montreal);   
July 2005:    

Andre Bergeron, 46, was charged with attempted murder after his wife, 
Marielle Houle, was sent to the hospital in a coma. After she died, he faced 
possible charges of murder that could send him to prison for 14 years. People who 
knew Mr. Bergeron described him as a very good and patient man. Until twelve 
years ago, he had worked as an orderly at a community health center. He quit his 
job so he could devote his life to take care of his wife full time.   

Ms. Houleôs 19 year-old son, her sister, another relative, and her neighbor all 
stated that she wanted to die because she was in extreme pain and felt she was a 
prisoner in her own body. Wheelchair-bound and blind, she complained she had 
no quality of life.     

  
Carlsbad, California (35 miles north of San Diego);   
July 2006:   

My heart goes out to poor Tom and Hazel May, to Andre Bergeron who faces 
charges of murder and to his wife who suffered so long, and to all their families. 
Hospice and palliative medicine can eliminate almost all pain in the vast majority 
of terminal patients. But for those few whose suffering and indignity cannot be 
reduced, and for the many thousands who will someday face challenges similar to 
those faced by Tom and Hazel, and by Andre and Marielle, as well as those who 
suffer from progressive dementias such as Alzheimerôs disease, this book explains 
how to end such suffering in a legal and peaceful way instead of one that is tragic.    

Practicing psychiatry for over twenty-ý ve years has convinced me that the 
greatest joy in life is to be heard and respected. This is especially true for needy 
and vulnerable patients in the last chapter of their lives, when their most 
fundamental values are at stake. This time is also the last opportunity for us to 
give kindness and understanding to our loved ones. That is why this book includes 
more than a legal, peaceful method for terminal patients like Hazel and Marielle. 
The goal of the stories and guidelines in this book is to ý nd ways to do everything 
possible to learn directly from patients, what they wantðwhether their wish is to 
maintain life-support for as long as possible, or to not waste limited medical and 
economic resources and to avoid unnecessary prolonged suffering and indignity.    
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It is always sad to lose a loved one. No one can predict with certainty how she 
will face the various challenges of her own last chapter. But dying need not be 
tragic. With knowledge and advance planning, our ý nal transitions have the 
potential to be both meaningful and peaceful.

hg    
  

   

  

   

   



 Chapter 1 
   

A STRATEGY TO ATTAIN YOUR END-OF-LIFE GOALS: 
WHETHER YOU WANT TECHNOLOGY TO MAINTAIN YOUR 

LIFE, OR YOU WISH TO AVOID UNNECESSARY, PROLONGED 
SUFFERING, AND DEPENDENCY AND INDIGNITY  

Planning for Dying...  the Modern Way   

Advances in modern medicine have made it possible for more than 
seven out of ten of us to slowly die of a chronic illness over months 
or years. Four out of ten of us will depend on others for our care.   

During this process, our mental ability may decline to the point where 
we can no longer speak for ourselves. Once we are incompetent, we 
can do nothing further to bring about the honoring of our Last Wishes.    

Our fate will then depend upon the diligence of our advance care 
planning, on how clearly and convincingly we have expressed our 
wishes, and on how well we have chosen and how effectively we  
have empowered the right individuals to advocate those wishes.   

No plan, or an inadequate plan, can result in months to years of 
personal suffering while litigation may tear our family apart.    

This book explains how to maximize the chance that your Last Wishes, and 
those of your loved ones, will be honored in a legal and peaceful way.    

Whether you believe that it is only in the province of God to determine when 
your biological existence will end, or it is your wish to actively avoid unnecessary 
and prolonged end-of-life suffering and/or dependency on others if you lose your 
personal dignity, this book provides the clinical and legal background and then 
makes speciý c recommendations so that you can decide if you want to follow its 
suggested strategies to maximize the potential for your success.    
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In a word, this book is all about choiceðYOUR choiceðwhat you decide is 
BEST for you. Brieþ y, that is what the authors of this book mean by ñbest.ò    BEST for you. Brieþ y, that is what the authors of this book mean by ñbest.ò    BEST

How can a single book present strategies for people with divergent goals? One 
reason: The basic strategy to get others to honor your Last Wishes is the same 
regardless of what you speciý cally want. Another reason: The book strives to 
present both sides of the major controversies in a balanced way. Still, I frankly 
express my professional opinions as I offer speciý c advice based on my experience 
in psychiatry and end-of-life ethics. The presentation is signiý cantly broadened 
by Ronald Baker Miller, M.D., a medical ethicist, and by Michael S. Evans, J.D., 
M.S.W., an attorney who is also a social worker. Yet the book attempts to present 
more than a consensus of personal and professional beliefs; instead, it strives to 
achieve the goal of serving as a useful guide for readers of widely diverse beliefs 
and goals, as they try to meet the challenges of the last chapter of their lives.   

  Why We Must Learn from Others    

Dying is a unique process that each of us experiences only once.     

Unlike other experiences in life, there is no way for us to learn from our 
own mistakes because there is no next time.     

So if we want to learn how to plan effectively, we must learn from 
others.    

This book presents over ý fty clinical stories and legal cases to help you 
decide what is BEST for you.   BEST for you.   BEST   

Few people are eager to deal with end-of-life issues. For reasons my parents 
might be able to explain were they alive, I am one exception. My mind seems 
intrigued with solving a puzzle to extend the ability to control my destiny: What 
strategies can ensure that others will honor my present wishes after I can no 
longer express myself? Yet wouldnôt many people want to know how to transcend 
a possible future state of incompetence so that they and their families could avoid 
years of suffering? If you are one who would like the answer, here it isðin three 
words: diligent, strategic planning.    

Since 1999, I have written three books and established Peaceful TransitionsÈð
an organization of diverse professionals whose goal is to make the process of 
dying more peaceful for families and patients, starting before they are hospice 
eligible. In 2004, I founded Caring Advocates, whose staff helps people create and 
implement Living Wills and Durable Powers of Attorney for Medical Decisions. 
The last few pages of this book reveal my experience as well as my personal and 
professional beliefs about the last chapter of life.   
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I see much hope for the future. In the past, surveys revealed that only about 
one in ý ve adults completed their Advance Directives. Yet Americans are 
becoming increasingly aware of the dire consequences of not making end-of-life 
plans. A recent survey by the National Academy of Elder Law Attorneys 
(announced by their web site before the surge of publicity from the case of Terri 
Schiavo) revealed that about a third of Americans between the ages of 35 to 49, 
and 43 percent between ages 50 and 64, have some form of an Advance Directive. 
To increase the willingness of young people to engage in advance planning, this 
book recommends NO Living Will for people who are medically well. It thus 
eliminates the morbid experience of having to learn about six to eight end-stage 
diseases in order to predict what medical treatment they would or would not want 
in the futureðan awesome challenge. Healthy people need only to create a 
document that appoints another person to make medical decisions for them. But 
even this task must be done diligently. I suggest that the time for you to focus on 
what medical treatments you DO want, or do NOT want, is when your physician 
gives you a serious diagnosis. 

Another area of hope is that Alzheimerôs disease can be diagnosed years before 
symptoms emerge, which permits not only effective advance planning, but 
treatment with medications that may delay the onset as well as slow the 
progression of symptoms.    

With so many compelling reasons to start planning now, the question to 
answer is, how can we overcome our resistance to starting?    

 How Can You Transcend the Tendency
to Avoid End-of-Life Planning?    

If you are tentative about reading this book, or if you are not sure how you can 
dialogue with loved ones about their Last Wishes, consider the typical 
psychological reasons why we all resist dealing with these issues.    

It is difý cult to face mortality. It is also hard to accept the idea that someday 
you may no longer be capable of expressing yourself. Yet there is another way to 
look at the task of advance planning. Some years ago, I bought some life 
insurance. Every three months, as I write the check to pay the premium, I 
consciously enjoy writing the check and hope it will be a ñwasteò of money. 
Similarly, not everyone loses the ability to make medical decisions as their lives 
come to an end, but it is a comfort to have created an effective plan so that your 
life can end peacefully, just in case that plan is needed.    

To overcome your mental obstacle to end-of-life planning, try to view the 
exercise in the abstract, as a problem that once solved will provide you with a bit 
of cognitive immortality. Effective planning allows you to transcend a possible 
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future period of mental incompetence as you exert enduring control over your 
destiny, based on your life-long values and preferences.    

Some people resist dealing with these issues because they are reluctant to 
discuss their end-of-life wishes with their close family members and friends. Yet 
such conversations often stimulate the airing of some fundamental values that are 
themselves worthy of discussion. Iôve facilitated family therapy sessions for 
almost three decades, and found that the conversations surrounding end-of-life 
issues often provide peak potential for healing and for strengthening 
relationships. Many families can discuss these issues without professional help. 
Few regret bringing the subject up. If your reason for not having these 
conversations is because you are unsure of what exactly to say, you are not alone. 
Several Guidelines in this book provide a series of suggested questions that cover 
the critical areas for discussion, step by step.    

People from some cultures feel that if you think about death, you will bring it 
about. Actually, the proposed exercises require you to think about dying as a 
process, not death itself. In some ways it is like planning a long distance hiking 
trip. For success, you need a good map and the right equipment. Planning for the 
ñlast tripò of your life may not seem as enticing due to the uncertainty about its 
ultimate spiritual destination, yet the goal of planning is noble: to make the 
transition as peaceful as possibleðboth for yourself and for others who care about 
or love you.    

When should you start planning? ðAs soon as you are old enough to drive a 
car. How often should you revise your documents? ðEvery time there is a major 
change in your life.     

Although you cannot legally sign papers until you reach the age of majority 
(usually 18), you can still write down your wishes. Putting your wishes in writing 
now, is more important than ever. It has always been hard to win arguments 
based on oral testimony, but now there is a movement to change State laws so that 
oral statements will have no effect if they relate to discontinuation of life-support. 
No one wants to put their family through the agony of public court battles which 
can last for years, as happened to Nancy Cruzan, Robert Wendland, Terri Schiavo, 
and dozens of other, less celebrated cases.    

Anthony DeWitt suggested two possible ñlegislative ý xesò: require Advance 
Directives when renewing driversô licenses and before issuing high school 
diplomas [reported by Buckley and others, 2004]. In July 2005, a law was sent to 
the Governor of Delaware so that driversô licenses will have information about 
peopleôs preferences for life support. In September 2005, a similar bill was 
introduced to the State Assembly of Wisconsin, where 100 comatose people whose 
wishes are unknown, are being kept alive at a cost of $6 million per year to the 
State (in addition to the Federal contribution to Medicaid) [previously linked to 
the Janesville, WI Gazette, 9-26-05]. Other States are considering new laws to 
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inform all who apply for marriage licenses or divorces about Advance Directives 
[Asbury Park Press, 2005].    

This book includes a ý ctional story [page 384], the basis for which I hope is 
realistic: ñShe revised her Advance Directives from age 16 to 86.ò A woman I call 
ñJoyceò lived in a State that hypothetically made the above changes in laws; Joyce 
responded by following the strategies that this book presents.    

 Disclaimers    

General Legal Disclaimer

This publication is designed to provide information with the understanding 
that the author and the publisher are not engaged in rendering medical, legal, or 
other professional services by the sale of this book. If professional advice or 
assistance is required, readers should consult local experts in their respective 
ý elds. This product is not a substitute for medical or legal advice.

Other Disclaimers

First, regarding the use of the titleôs words BEST WAY, we distinguish BEST WAY, we distinguish BEST WAY
between what and how. We readily admit that we do NOT know how. We readily admit that we do NOT know how what is best for best for best
you. Instead, we hope that reading this book will help you decide what is best for best for best
you, and then show you howðthe best way to achieve your goals. Success is 
deý ned as when others honor your Last Wishes.    

Second, the authors and publisher of this book explicitly state that it is the 
responsibility of each reader to consult with qualiý ed professionals for medical 
advice that meets the standard of care in his or her community, and for legal 
advice that complies with the laws of his or her State of residence, and which 
takes into account, his or her speciý c situations and goals, before the reader 
makes any medical or legal decision, or signs any document.    

None of the information in this book is designed for minors, or for people with 
serious emotional disorders, or for use for illegal purposes.    

Some suggestions in this book are designed for consideration by people who 
wish to avoid prolonging their dying process, but these suggestions are only 
directed to patients who are terminally ill or who suffer from an incurable 
progressive condition that will eventually lead to death, and none of these 
suggestions should be followed without ý rst discussing them with the readerôs 
personal physician.    

Third, I have quoted facts, statements, and othersô opinions to the best of my 
ability; but I suggest that you and your advisors refer to the original legal 
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citations and medical references to form your own opinions before you take 
action. They are listed in alphabetical order near the end of the book. If you are 
listening to an audio version of this book, please request the printed list of 
relevant legal citations and medical articles, which will be sent to you by U.S. mail 
at the publisherôs cost. You can also download and print this list for free, from the 
web site, www.BestGoodbye.com, under the LINK, Legal Citations & Medical 
References.   

Fourth, most of the clinical stories are actually composites of more than one 
patient. There are two reasons: to illustrate several points with a single story, and 
to protect the coný dentiality of patients and their families (in addition to altering 
possible identifying facts). Any remaining resemblance of characters to actual 
persons is purely coincidental.    

Fifth, several stories in this book were written by others, and a few were 
contributed anonymously. Although we had no way to verify the accuracy of the 
events depicted, we included these stories for their instructive value. We humbly 
agree with the philosophy of Elie Wiesel, winner of the Nobel Peace Prize, who 
said, ñSome stories are true, even if they never happened.ò   

Sixth, since dying is by nature a difý cult subject, we have included several 
humorous stories. One cartoon is funny; another is poignant, and two are 
political. If you might be among those people who ý nd jokes inappropriate or 
offensive, you can easily skip them as they have a distinctive border and type font.   

Seventh, I, Dr. Stan Terman, assume complete and sole responsibility for the 
content and the opinions expressed in this book. When the book uses the pronoun 
ñwe,ò it may refer to Dr. Terman and one or both of his coauthors; however it may 
also refer to all those who suffer from ñthe human condition.ò To distinguish 
between these different uses of the word, when it is important to be clear, the 
book will acknowledge where Michael S. Evans, J.D., M.S.W., and/or Ronald 
Baker Miller, M.D., provided signiý cant input of content or of opinion.     

Eighth, this book is not intended for children or their parents, who may face 
challenging end-of-life decisions. Many States have laws that require additional 
interventions on behalf of children because they are actually so vulnerable. Older, 
articulate children who can evaluate burdens versus beneý ts for themselves, and 
whose parents may or may not agree, can create complex ethical situations 
beyond the scope of this book. Speciý cally, readers should NOT generalize from 
these two stories: A) newspaper account of Sun Hudson, which makes no attempt 
to include all signiý cant legal facts, and B) the semi-ý ctional account of ñYvette,ò 
which was based on personal communication from a parent, but intentionally 
omitted or changed identifying information and did not discuss any efforts to 
obtain advice from attorneys, ethics committees, or social agencies to further the 
childôs best interests.     
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Ninth, the ý eld of end-of-life ethics is characterized by controversy in a 
constantly changing landscape. We consider ñethicsò as the ý eld of intellectual 
inquiry that can help people deal with challenges to decide which social, moral, 
medical, legal, religious, or other right is ñmost rightò in a given situation. Such 
rights are based on principles on which most people agree in general, yet when it 
comes to a speciý c case, polarities emerge as opponents present compelling 
arguments for why one ñrightò is more ñrightò than another ñright.ò We believe it 
is essential to provide the ethical principles upon which this bookôs advice is 
based, and not merely provide a speciý c ñbottom lineò that may be currently 
applicable (depending on the State in which you reside). Speciý cs may change in 
unanticipated ways. Clinicians may develop new techniques and revise diagnostic 
criteria; legislators change laws; public morals change; judges change the 
interpretations of existing laws; religious leaders modify their edicts; and 
ñexpertsò in the ý eld of medical ethics change their minds. Quotation marks 
around the word ñexpertsò humbly indicate that there are no ñexperts.ò Hence, we 
do not believe there is one ultimate human authority. Not only do professionals in 
the ý eld of ethics typically disagree among themselves (including the three who 
contributed to the content of this book), they also change their minds. We 
personally know eminent professionals who reversed their opinions on legalizing 
physician-assisted suicideðin both directions.    

Being with a loved one who suffered or who was at peace as his or her life came 
to a close can be an enlightening as well as emotional experience. Often, it leads 
to new insights. But there are few opportunities for us to experience such events 
directly. That is why this book offers a variety of stories. We hope you will be to 
learn and to identify with some of them.   

Finally, although no one can guarantee success, if you follow the strategies in 
this book, the probability that your Last Wishes will be honored will increaseð
compared to using quick and easy standard forms for Advance Directives, or to 
relying on only oral statements, or to hoping that those who already know you will 
be successful in advocating your wishes if you never discussed your preferences 
with them or discussed them only in a casual way.   

 A Bonus   

As you plan the last chapter of your life, you may be surprised to discover that 
it can be a creative process that offers much satisfaction. You may feel empowered 
from gaining control over your future. You might expand your view of the process 
by inviting serious inquiry into signiý cant areas.    

As you begin grappling with the legal and clinical details, you may discover 
that you are drawn into examining the emotional aspects of your relationships, 
the spiritual meaning of your life, and the ethical, moral, religious, cultural, and 
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social implications of your decisions. You may ý nd the exercise is a provocative 
opportunity to ponder philosophical and practical questions. For example, what is 
the essence of being human? Can we deý ne minimum criteria that make life 
worth living? Should we accept all human life as sacred, or not so judge?    

Does our concept of an after-life affect our choices for Last Wishes? Can faith 
in returning to our Maker lead us to yield more gracefully instead of ý ghting the 
inevitability of death by using modern medical technology? Should we take 
economic factors into consideration? How do we respond if relatives or patients 
demand expensive medical procedures or indeý nitely prolonged treatment when 
the potential for recovering normal functioning is extremely low?    

Many end-of-life decisions are appropriately shared; sometimes between the 
patient and his or her nuclear family; often between the patient and his or her 
physician. To understand and navigate through this complicated process, it is 
helpful to understand the roles and obligations of all parties. But for the most 
personal and private last event in your life, who should decide what is the BEST 
WAY for you to die? ðYour doctors, your relatives, your religious leader, your WAY for you to die? ðYour doctors, your relatives, your religious leader, your WAY
insurance company, your attorney, someone elseôs attorney, an institutionôs ethics 
committee, a judge, a political leader... or you?      

 Who Will Find This Book Useful    

Å Any adult who wishes to plan effectively for the last chapter of life    

Å Patients challenged by a chronic or terminal illness    

Å Adult children concerned or worried about their parents   

Å Any designated Proxy who must make life-determining decisions for another 

human being   

Å Attorneys, especially those involved in estate planning and elder-care law    

Å Physicians    

Å Psychologists and counselors   

Å Spiritual and religious leaders    

Å Social workers    

Å Nurses    

Å Hospice and palliative care personnel    

Å All who worry about the prolonged indignity of Alzheimerôs disease   

Å Politicians and health policy makers   
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Å Administrators of hospitals and long-term care facilities   

Å Those concerned with medical, life, or long-term care insurance   

Å Students intrigued by the subject of end-of-life bioethics   

 Planning for the Last Chapter of Life   

Beyond reading this book, you are invited to both read and contribute to the 
online discussion board on www.CaringAdvocates.org. By exchanging stories 
about our experiences, we can all learn more successful paths to meet end-of-life 
challenges. Letôs view the goal of making dying a peaceful process as a 
collaborative social experiment. First, we will all learn from the currently 
available information. Then we will formulate the BEST plan we can for our own BEST plan we can for our own BEST
futures and those of our loved ones. Those of us who survive will be in a position 
to learn how well our planning worked so that we can then share the results with 
others, who will in turn then be able to more effectively direct their course.     

So... let the process of our community dialogue begin.     

   

   

  





 Chapter 2 
     

YOUR LIVING WILL MAY FAIL,
YOUR PROXY MIGHT LET YOU DOWN, AND

THOSE WITH POWER MAY SABOTAGE YOUR LAST WISHES      

Reject Any ñ15-Minute Solutionò   

The ý nal chapter of your life is too important... the issues are too 
complicated... and the challenges are too awesome... especially in 
the current political and judicial climate... to rely on boilerplate forms 
whose virtues are quick, inexpensive, and ñuser friendlyòðto 
achieve your important goals of having others honor your Last 
Wishes without challenges and litigation.    

The highly politicized death of Terri Schiavo probably did more to increase the 
publicôs awareness of the importance of completing Living Wills and/or 
designating a Proxy than all previous educational efforts combined.     

Yet when it comes to honoring your Last Wishes...    

Å The Living Will you ý lled out to indicate your 
health care preferences could fail;   

Å The person you designated to serve as your Proxy 
might let you down despite his or her best effort;   

Å A large cast of characters may wield their power 
to impose their own moral, personal, and religious 
values on you or your loved ones, thereby 
sabotaging the honoring of your Last Wishes.   
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 Avoid Quick and Simple Forms to Prevent  Years of 
Possible Suffering and Litigation    

Completing such forms may let you feel now as if you have provided a written 
record of your Last Wishes, but remember: success will be determined in the 
future, when critical decisions must be made, and when you can no longer speak 
for yourself. That is when it will be critically important that the form you 
completed is unambiguous so it does not become a focus of controversy, that it 
empowers instead of limits your Proxyôs authority to make the decisions you 
would have wanted. 

Success is not hard to deý neðothers will honor your Last Wishesðbut 
sometimes, it is not easy to attain. The reality is that there is large cast of 
characters, including your relatives, doctors, religious leaders, politicians, 
administrators, and judgesðany of whom may wield their power to prevent the 
honoring of your Last Wishes. (This book will illustrate some of their typical 
motivations and fears.) So, while some of these ñquick and easyò forms are 
excellent ways to begin thinking about this challenging subject, be forewarned: 
they may fail miserably when you need them most, just when you can no longer 
express yourself. Some of the stories in this book document such disappointments. 
Even some ñofý cial formsò provided by the States are inadequate, depending on 
your speciý c goals. Before you place coný dence in any form, learn its þ aws and 
ask why it has not succeeded in the past. Then you will know why it is necessary 
to be more diligent. 

You can modify and amend standard forms, which is prudent if your State 
requires using their exact form. Other forms, such as ñFive Wishes,ò have been 
widely distributed and offer a way to express wishes other than medical 
treatment. Later in this book, I provide a detailed illustration on how you might 
modify ñFive Wishesò so that it will be more likely that certain speciý c Last 
Wishes will be honored.

The tragedy of Terri Schiavo sent a clear warning about the dangers of 
inadequate planning. It can tear a family apart and force a patient to linger, to 
suffer, and to endure years of indignity. Headlines repeatedly stated that if only 
Terri Schiavo had taken a few minutes to sign some forms to indicate her 
treatment wishes and to designate her husband as her Proxy, then seven years of 
litigation over her fate would have been prevented. Is that really so? 
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 Would Signing a Living Will and Designating a Proxy 
Have Prevented Litigation Over the Fate of Terri Schiavo?    

ðNot necessarily. Such a quick and simple solution may not have sufý ced to 
quiet the powerful political forces that rallied to try to override her spouseôs 
interpretation of her end-of-life wishes that transformed the controversy into a 
national debate. To explain...     

First, consider what actually happened, as Terri had neither a written Living 
Will nor a formal Proxy designation:     

On February 11, 2000, Judge George Greer ordered Terriôs feeding tube 
removed after he determined at trial, that the evidence was clear and convincing
that she would not want to live in her current state. The process of dying was 
expected to take between 7 and 14 days. As almost every knows, she died on 
March 31, 2005. That was 1877 days later.    

Now consider this hypothetical: SUPPOSE that in 1989, when she was still 
competent, Terri had signed an Advance Directive that designated her husband as 
her Proxy, and that she had stated speciý cally that she would not want to prolong 
her existence on machines if she were in a Permanent Vegetative State.    

THEN attorneys for Terriôs parents could still have argued:     

1. Yes, Terri (hypothetically) signed a document stating she would not want to 
be attached to machines if she were in a Permanent Vegetative State 
(PVS). But we have an expert in neurology who believes she is in the Minimally 
Conscious State (MCS), about which so little is known that no expert can 
rule-out the possibility that further treatment might bring about an improvement 
in her ability to function and communicate. She deserves to be given a trial of 
specialized treatment for MCS patients to see if she can improve. Florida law 
does not permit the withdrawal of life-sustaining treatment unless the patient 
is in a terminal state or in a PVS. As attorneys representing the parents of Terri 
Schiavo, we argue that Terri is neither terminal nor PVS.   

2. Yes, Terri (hypothetically) signed a document that named her husband 
Michael as her designated legal Proxy. In his role as her ý duciary, however, 
Michael Schiavo is bound to uphold Terriôs Constitutional right to life by 
approving routine medical measures to keep her alive until it is clear that all 
possible life-sustaining measures have been attempted and have failed to 
provide her a beneý t since they  opposed his wish to withdraw the feeding tube.   

3. Yes, Terri (hypothetically) signed a document that she would not want her 
life to be prolonged indeý nitely under certain conditions. We have argued that 
the conditions stated in her document have not been met (See Point #1, above).  
Even if the court were to ý nd that the conditions of her Advance Directive were 
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fulý lled, the court should consider that Terri would change her mind now if she 
were conscious since in March 2004, the late Pope John Paul II issued an 
Allocution that the removal of a feeding tube from patients in the vegetative 
state is ñeuthanasia by omissionò and therefore a mortal sin. Terri was brought 
up Catholic, and she practiced her religion, so the Popeôs statement would have 
inþ uenced her to remain alive by having her feeding tube maintained.   

4. Michael Schiavo, who as ý duciary must put Terriôs interests above his own, is 
now living with another woman with whom he has fathered two children.  
Although he denies it, he stands to inherit the balance remaining from $700,000 
awarded in her malpractice case settlement. Even if it were proved that he has 
no monetary incentive, his own interests would naturally favor relieving himself 
of the burden of overseeing her care. He therefore has a conþ ict of interest, and 
the court must realize that he has the awesome power to make a life or death 
decision. The State has an obligation to protect the weak and vulnerable. 
Therefore Michaelôs actions should be reviewed (again) by an independent 
court-appointed Guardian Ad Litem and if it is determined that Michaelôs 
decision is not in Terriôs best interests, then he should be removed as her legal 
spokesman.   

5. Florida law grants a spouse the highest priority for selection as the court-
appointed Proxy to make decisions for an incompetent patient. But this is based 
on the spouseôs presumed interest in the marital partner. And the spouse is not 
the only person with an interest in a helpless patient; a spouseôs interest is not 
exclusive. The parents of Terri also have an interest that deserves recognition 
under the U.S. and Florida Constitutions. To eliminate the parents from 
participation in this decision violates due process protected by both Federal 
and State Constitutions. Therefore the court must provide a means for the 
parentsðnotice and opportunity to present opposing evidenceðfor 
the parents to prevent Michael from making an irreversible decision that would 
end all possibility of Terriôs further recovery.    

Would these arguments have prevailed in the courts? Perhaps not. Several 
State and Federal courts ruled against Terriôs parents when they begged to be 
given permission to be responsible for her care. Many religious people felt that 
the judges were more concerned about the letter of the law than the ñsanctity of 
life,ò by which term they meant whatever the condition of the person, respect for 
human ñlifeò is absolute as long as medical technology can sustain basic bodily 
functions.    

 ñThe problem with our legal system.ò    

Six days before Terri Schiavo died, the Wall Street Journal Review and 
Outlook Section printed, ñThe problem here is a legal system that Outlook Section printed, ñThe problem here is a legal system that Outlook
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makes it extremely difý cult for any appeals court to overturn a trial 
judgeôs ý nding of fact unless there has been an egregious procedural 
or legal error. Once Judge Greer ruled that Terriôs husband Michael 
showed clear and convincing evidence that his wife did not want to be clear and convincing evidence that his wife did not want to be clear and convincing
kept alive artiý cially, her fate was probably sealed... .    

ñBut the biggest failing of our legal system is that it could not 
accommodate the most humane outcomeðto return Terri to the care of 
her parents and siblings, who [were] willing to provide for her... .    

ñHow can it be morally responsible to let a woman die when there 
[were] family members pleading to take on the burden of caring for 
her?ò    

Deputy Editor of The Wall Street Journal, Daniel Henninger, wrote,  
ñThe most morally reprehensible act in this whole drama has been 
[Judge George Greerôs] refusal to simply turn Terri over to her poor 
mother, whose connection to her child-like daughter is more authentic 
and earned than anything that existed between Terri and Michael 
Schiavo.ò    

The National Right to Life Committee provides forms and advice on Will-to-
Live Directives. All the offered treatment choices will preserve any sign of life, 
except that a person can choose whether or not to take enough medication to 
decrease pain, even if doing so might hasten dying. The alternative is to suffer 
more and longer, hoping the process will increase the probability of salvation.   

In the past, people with such goals could merely avoid signing a Living Will 
since its original purpose was solely to limit treatment, and they could assume 
that doctors would always preserve life. But there is an increasing trend for ethics 
committees to support doctorsô orders when their opinion is that it is futile to 
continue treatmentðeven when the family wants to continue treatment. The 
ethical argument need not be based on comparing the patientôs suffering versus
his or her potential for meaningful recovery. The decision to withdraw life-
sustaining treatment may be based on the burden to societyôs limited resources. 
To continue life-sustaining treatment, the only recourses are to transfer the 
patient to another facility, or to obtain a restraining order from the court, both of 
which can fail, as in the following examples.   

In April 2005, critically ill 5 month-old Sun Hudson was taken off life-support 
and allowed to die over the objections of his mother. This action was legal in Texas 
because of a law that then Governor George W. Bush had signed. The 1999 ñTexas 
Futile Care Lawò [Health and Safety Code sec. 166.046] permits hospitals to 
withdraw life support within 10 days, if there is no hope of survival, regardless of 
the familyôs wishes. [Please see Disclaimer 8, in Chapter 1.]    
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This is not an isolated Texas case. In December, 2005, Ms. Tirhas Habtegiris, a 
27 year-old woman suffering from incurable cancer was removed from life-
support, although she wanted to live long enough for a last visit with her mother, 
who was in East Africa. Still, after 10 days notice, her ventilator was turned off 
since the clinical consensus was that further treatment was ñinappropriate.ò    

In the darkness of this case, economists Steven Landsburg and Robert Frank 
debated the meanings of ñcompassion.ò Dr. Landsburg argued that the poor 
should be permitted to choose what they want, which would be milk and eggs 
rather than ventilator insurance (estimated at $75 per year) [2006]. Dr. Frank 
countered, ñIn the wealthiest nation on earth, a genuine cost-beneý t test would 
never dictate unplugging a fully conscious, responsive patient from life support 
against her objectionsò [2006].   

There are signiý cant differences between Ms. Schiavo and Ms. Habtegiris. Ms. 
Schiavo had Medicaid health insurance, was a white American, and was raised 
Catholic. She could live indeý nitely with tube feeding so activist organizations 
considered it worthwhile ñinvestingò in her case; for example, fees from the 
Christian Law Association to the attorneys who represented the parents were $1.9 
million in 2003, alone [ñSchedule A, Form 990ò appears on Page 235 in 
Eisenberg, 2005]. Litigation transformed her case into a cause c®l¯bre. In 
contrast, Ms. Habtegiris was a terminally ill, uninsured, black legal immigrant. 
Yet compassionate clinical care would have granted Ms. Habtegirisô last 
request to sustain her life until she could die in her motherôs arms, even if 
continued aggressive treatment was deemed ñfutile.ò A ý nal visit could be 
meaningful for family members even if the patient were unconscious, according 
to Dr. Larry Schneiderman [1995], a bioethicist who supports the denial of ñfutile 
treatmentò but still emphasizes that compassionate care should never cease.   

 Was there any way that Terri Schiavoôs parents could have prevailed to sustain 
her life? Yes! If back in 1989, newly wed Terri had appointed her parents as her 
Proxies in a written document. Empowering her parents to make current 
decisions for her would have allowed them to take into account the Popeôs 
Allocution of 2004 (not providing tube feeding is ñeuthanasia by omissionò). To 
successfully meet challenges from her husband or others, Terri should have also 
clearly and convincingly explained the reasons for her end-of-life wishes in 
writing. For example, she could have written that she wanted to be an observant 
Catholic by preserving ñthe sanctity of her lifeò and deý ned what that meant to 
her: to wait until her God decided to take her home to Heaven after receiving all 
available modern technology. Had Terri designated her parents and written such 
statements, she might still be alive today, and her parents might be taking care of 
her in peaceful privacy. ðThat is, as long as her Medicaid insurance and the 
treating facility did not consider her treatment futile.    
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So... if you want to make sure that your Last Wish to maintain your life will be 
honored, learn what the potential challenges are, designate Proxies you can trust 
to vehemently advocate your wishes, and empower them by creating an Advance 
Directive document with statements that clearly and convincingly state, and then 
explain, what you want and why you want it.    

 The Other Side: ñTo Delayò is ñTo Denyò    

Michael Schiavo and those who supported him repeatedly complained, as in 
this statement made by his attorney, Mr. George Felos: ñTo permit endless stays 
for endless appeals is simply a miscarriage of justice.ò In other words, To Delay
is To Deny the honoring of Terriôs Last Wishes.   To Deny the honoring of Terriôs Last Wishes.   To Deny

The saga of Terri Schiavo included legislators of Florida and then of Congress 
who hurriedly passed laws that many thought were obviously unconstitutional 
when ý rst proposed. The courts agreed. Many thought that submitting numerous 
legal appeals with virtually no chance of success were simply delay tactics. If Terri 
really did not want to be maintained in her present state, then the title of Al 
Neuharthôs editorial of October 8, 2004 in USA Today was appropriate: ñTorture 
of Terri is cruel and inhumane.ò   

The original judge heard three witnesses relate seven conversations about what 
Terri wanted and then ruled the evidence met the high legal standard called clear 
and convincing. Yet it took ý ve more years of litigation, and withdrawing her 
feeding tube three times to honor her Last Wish. Meanwhile, outspoken 
opponents called her husband/guardian an abuser, an adulterer, and a murderer. 
Threats were made on his life. He received little credit for refusing two separate 
million-dollar bribes to let her parents keep her alive. Others, including Governor 
Jeb Bush, repeatedly brought up the possibility of spousal abuse, which had no 
merit. Many refused to believe there was no money left after medical care and 
legal fees, and doubted Michaelôs sincere feeling of obligation to keep his promise 
to his wife whom he still loved.    

Our democratic society should value highly, the ethical principle of 
autonomyðthat each person has the right to determine what happens to his or 
her body, and that their wishes should be durable. Yet some people on the 
religious right feel they can judge whether the choices of others are ñgood.ò    

ñTake back that bad promiseñTake back that bad promiseñT !ò    

On his television show the day that Terri Schiavoôs feeding tube was 
removed for the third and last time, Larry King asked Pastor John 
MacArthur of Grace Community Church to assume for a moment that 
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Terri did in fact ask her husband to promise not to let her live in this 
state. Then Mr. King posed, ñWhat do you morally owe someone after 
youôve made that promise?ò    

Without any hesitation, Pastor MacArthur responded, ñItôs a bad 
promise. Youôve got to take that one back. The Bible says you canôt 
take a life. God says, óI give life and I take life. I am the Lord.ôò    

When Mr. King asked, ñTherefore youôre against capital punishment?ò 
Pastor MacArthur replied, ñOh no. God speciý cally delegated that to 
society in the scriptures very clearly. Everything else beyond that 
constitutes murder.ò   

Threats came from several sources. Randall Terry, founder of the organization, 
Operation Rescue, shouted outside of Terri Schiavoôs hospice, ñThere will be hell 
to pay if Terri Schiavo dies.ò After she died, Congressman Thomas DeLay said, 
ñWe will look at an arrogant, out of control, unaccountable judiciary that thumbed 
their noses at the Congress and the President when given jurisdiction to hear this 
case anew and look at all the facts ... The time will come for the men responsible 
for this to answer for their behavior.ò    

Democrats, including Senator Edward Kennedy, criticized Thomas DeLayôs 
remarks and warned that his words could incite violence against judges. DeLay 
apologized, but only for the way he said it: ñI said something in an inartful [sic] 
way. I am sorry I said it that way.ò   

Public sympathy for Terri increased through TV clips. One shown repeatedly 
had Terri looking lovingly at her mother. Almost no TV anchorperson warned 
viewers that these video clips represented a few edited minutes selected from 
many hours of videotaping Terriôs behavior, and hence were not representative of not representative of not
her overall behavior or her neurological examinations. While it appeared that 
Terri looked at and then smiled at her mother, the autopsy results released weeks 
later indicated that Terri was blind based on the degeneration of those areas of 
the brain related to the function of vision. So smiles at her mother were merely 
random reþ exes.   

Polls taken just before Terriôs feeding tube was removed for the last time 
showed that 87% of those responding would not want to exist in a state similar to 
hers. The relevance of such polls is that one way to decide what is in a personôs 
ñBEST INTERESTò is to consider what most people would want in that situation. 
But the wishes of those people who WOULD want to exist in that condition should 
also be respected.    

hSKIP    hSKIP    h (Explained on (Explained on ( page 4.)
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In 2002, Dr. Fried and coworkers surveyed 226 persons who were 60 years or 
older and whose life expectancy was limited due to cancer, congestive heart 
failure, or chronic obstructive pulmonary disease. Survey questions presented 
different combinations of beneý ts and burdens. People chose treatment if they 
could expect the beneý t of restoration of function, even if the burdens of 
treatment were high (89%); however the same percentage would not choose not choose not
treatment and would accept deathðif they would be left with severe impairment 
in their ability to think.    

In August 2005, the Florida State Guardianship Association bestowed its 
Guardian of the Year Award on Michael Schiavo for carrying out his wifeôs wishes 
not to be kept alive artiý cially. ñHis unwavering commitment to honoring his 
wifeôs wishes in the face of public scrutiny and enmity embodied the 
professionalism and compassion with which court-appointed guardians quietly 
carry out their duties every day.ò University of Miami bioethicist Kenneth 
Goodman said, ñWhat he said his wife wanted is what most reasonable people 
want. Itôs primitive to believe that human consciousness is not important. What 
most of us value about life is cognition and communication and interaction. We 
donôt value simply not being dead.ò [Bell, 2005.]   

If there had been no sworn testimony about what Terri wanted, even if there 
were no evidence to the contrary, courts in the U.S. cannot assume that her 
wishes were similar to the overwhelming majority of competent people: that she 
would not want to exist in a state of complete unawareness. Judges are reluctant 
to make the ultimate decision, even when the patient seems to be suffering. In the 
case of Ms. Schiavo, there was a question regarding her religious observance. 
Some witnesses testiý ed that Terri did not go to confession or take communion in 
her last year of conscious life.   

To avoid prolonging her existence against her wishes for ý fteen years, without 
knowing in advance what future challenges might thwart her Proxy, Terri would 
need to designate people as her Proxies whom she could trust to vehemently 
advocate her wishes with medical decision-makers and others. In addition to 
informing these Proxies of her wishes, she would need to empower them by 
supplementing her Proxy Directive with a statement that clearly and convincingly 
explained what treatment she wanted and why.    

hCONTINUE    

Regardless of your beliefs and goals then, the strategy is the exactly the same: 
Learn enough about the law and about the motivations of those who may 
challenge your wishes; then create an effective document to empower the Proxies 
you trust so that your Last Wishes will be honored. This book presents the details 
of how to accomplish this.
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Fear is the most motivating of all emotions. For example, one component of the Fear is the most motivating of all emotions. For example, one component of the Fear
unpleasant experience we call pain, is the fear of more intense pain and the fear 
that the pain will not end. So let me again acknowledge what I learned at an early 
age from my mother: ñDeath is not something anyone need be afraid of. It is 
peaceful. What I fear is suffering a long time before I die.ò  

For over two-thirds of us, we have reason to fear two kinds of dying. Usually, it 
will be one or the other, but some people unfortunately make the transition from 
one to the other, as illustrated in the following story. But ý rst, the fears:

 Our ñTwo Greatest Fearsò are How We Die    

Å If our brains have been so devastated by dementia or trauma that we 
are not aware of our environment and cannot respond to others, we 
fear being forced to exist in a prolonged state of total dependence and 
indignity; and,   

Å If our brains are intact, but there is no hope our bodies will ever 
function normally, then we fear being forced to endure unnecessary 
unbearable and prolonged pain and suffering. 

Dementia is the global loss of intellect, memory, and personality without loss 
of consciousness [Clare, 1990]. Other deý nitions are in the Glossary [page 451].   

 The Pain Transition 

Mr. Carole was a sophisticated, successful, and well-educated man of  74 
when he received the diagnosis of  cancer and the prognosis of  dying in 

severe pain. He clearly expressed his resolve: òI want no heroics. When the pain no heroics. When the pain no
gets unbearable and there is no hope that I will improve, please donõt do 
anything to extend my existence beyond that point.ó  

His widow told me what happened, two years later. òTowards the end, 
as his pain kept getting worse, he agreed to any procedure that would reduce 
the pain, such as radiation. And he never stopped asking for more medication. 
Amazing, isnõt it? How strong his will to live was?ó  

Out of  kindness, I did not share my thoughts with Mrs. Carole, but I 
did consider another, sad, interpretation for her husbandõs behavior. The very 
medications used to reduce unbearable pain can also devastate our brains. Poor 
Mr. Carole probably made the transition from one great fear, that of  unbearable 
pain, to the other great fear, that of  not being able to express his wishes. In 
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about þ ve to þ fteen percent of  patients, the only way to reduce all pain is total 
sedation. 

By the time Mr. Caroleõs pain became so intense that the usual treatment 
no longer worked, his mental abilities had been reduced to a single request. At 
that point, he no longer had sufþ cient decision-making ability to make another 
request, one that he had not speciþ cally asked for previously: to hasten his dying.  

Perhaps neither Mr. Carole nor his wife knew there was a legal, peaceful
way to hasten dying. Even if  they had known, they might have had to overcome way to hasten dying. Even if  they had known, they might have had to overcome way
the challenges of  others with power who could have denied or delayed the 
honoring of  this end-of-life decision.   

ef
Given the outcome of several court cases and much clinical experience, these 

additional fears must be added:    

Å Our Living Wills may fail. Our written health care treatment directives may be 
too speciý c to apply to our terminal condition, or so vague that they delay by 
opening prolonged argument. Or, our document may be impossible to ý nd just 
when our doctors must make a critical decision. Or, our future new doctors 
may deliberately choose to ignore what we wrote if they believe that other 
factors are more important.    

Å Our designated Proxies may let us down despite their best efforts. They may not 
be available due to their own illness or death. Or, they may love us too much to 
make tough decisions. Or, they may not be well enough informed about medical 
or legal issues, or strong enough to meet the awesome challenges to achieve 
success as they argue with others to try to advocate our wishes.    

Å Our Living Wills and our designated Proxies may be deliberately sabotaged by 
relatives, religious leaders, and politicians who may not know us personally, 
who may not care about honoring our Last Wishes, but who are instead 
motivated by their own emotional, religious, or ambitious agendas. Some 
physicians may consciously or unconsciously impose their own personal, moral, 
or religious values on us. Other doctors may deny our wishes instead of taking 
a perceived risk to their licenses. Whatever their motivation or fears, this large 
cast of characters has the power to prioritize their interests instead of honoring 
our Last Wishes.   

So... .   

If Living Wills can fail...    

If our designated surrogates and physicians can let us down... and    

If others can wield their power...       
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What steps can we take to make sure that our Last Wishes will be honored?    

To begin, letôs consider the various meanings of the word BEST:   BEST:   BEST

 How to Deý ne ñHoping for Your BESTò BESTò BEST
When You Face Challenging End-of-Life Decisions    

What does it mean to hope for the BEST at the end of life? And how reasonable BEST at the end of life? And how reasonable BEST
is it to expect your hope will be fulý lled? If you become incompetent, the answer 
will depend on how well you expressed your wishes while you still had the 
capacity to make decisions. The less clearly you expressed yourself when you did 
your advance care planning, the less likely your wishes will be honored in the 
future. Consider the clearest expression ý rst; then compare statements that are 
progressively less clear:   

A. If you can still express your preferences regarding what you feel is BEST as you BEST as you BEST
near the end of your life, you simply hope that others will have the patience to 
listen and then honor the wishes you express. Even if you have written a Living 
Will and designated a Proxy, as long as you retain decision-making capacity 
you can still change your mind about what treatments you want or do not want 
and which individuals you want to designate to speak for you, if you no longer 
can in the future.    

 Many couples are in the habit of letting one speak for the other. That tendency 
can become more pronounced if the less assertive one has a chronic illness that 
makes it harder or slower to speak, even if the patient can still think well. 
(Examples include strokes and Parkinsonôs disease.) When a decision can make 
the ultimate difference between life and death, it is essential to have as much 
patience as required to ý nd out from the patient, not the spouse, what treatment 
that person wants or does not want.     

B. What is BEST if you have lost the mental ability to make medical decisions? BEST if you have lost the mental ability to make medical decisions? BEST
Designate an individual as your Proxy in your Proxy Directive (also called a 
Durable Power of Attorney for Health Care) and discuss your speciý c 
wishes and general values with them so you can have the realistic hope that 
they will succeed in the process of decision-making called SUBSTITUTED 
JUDGMENT, deý ned as knowing you well enough so that they will make the 
decisions you would have made. This process requires that your Proxies 
distinguish their values from yours, if there is a difference. Family members 
often make decisions for more treatment than you would want, sometimes 
because they do not want to lose you. A family member may have a moral or 
religious problem refusing treatment that you would want to refuse. Choose 
your Proxies carefully, and if your physician has given you a serious diagnosis, 
involve them in discussions.    
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Note: A Living Will, which this book calls a Directive to Physician, was, 
in the past, touted to accomplish this goal, but there are many reasons why they 
have not been effective, and why this book will recommend instead, a strategic 
document called Empowering Statements for My Proxy for people who Empowering Statements for My Proxy for people who Empowering Statements for My Proxy
are healthyðall of which is detailed later.    

C. If you wrote your treatment preferences for various mental and medical 
conditions ONLY in your Living Will (Directive to Physician), you hope 
that your future physicians will interpret what you wrote correctly so they make 
decisions you would feel are BEST. Your physician must read this document, 
determine if it applies to your future condition, and then decide if the treatment 
you previously requested or refused is, in his or her opinion, appropriate. The 
Living Will (Directive to Physician) is NOT a self-enforcing document; it 
often needs a person who cares about you to make sure the document reaches 
the physician and to ensure that your physician will read and respect what you 
have written. (See the cartoon on page 251).    

D. If you indicated your end-of-life wishes but only orally, you hope that the people 
to whom you spoke will accurately recall what you said, and that all concernedð
including your Proxy, your loved ones, your doctors, your institutionôs 
administrators, politicians, legislators, your religious leader, and if necessaryð
courts of lawðwill agree on a decision that you would feel is BEST.    BEST.    BEST

 If you have orally stated your wishes to your physician, you hope that he or she 
has recorded them in your medical chart so that they will be legally binding and 
honored by all. In some States, that process is legally binding, yet not all 
physicians are aware of that, and you might need to ask your physician to make 
that important note. In case your physician neglects to make this important 
noteðaccurately, or at allðif there are no witnesses, it will be your word against 
his or hers. Actually, I have never heard of a patient ask the physician to read 
back what he has writtenðyet I consider this an essential part of process, 
comparable to ý nding two qualiý ed witnesses or a notary public. Once read 
back, the patient should make this reasonable request: Make copies for those 
who care about me. (Note: The process of giving oral directions to your physician 
can also be used to revoke or change a previously written Advance Directive.)   

E. If you indicate your wishes to non-professionals only orally, and there are 
disagreements among others regarding what you really wanted, you hope that 
a court of law will consider their testimony and promptly decide what is BEST 
for you rather than have litigation drag on for months to years.    

F. If you have never spoken to anyone about your end-of-life wishes, let alone put 
anything in writing so that your relevant wishes are not known, you hope that 
others will decide what is BEST for you based on their knowledge of what ñmost BEST for you based on their knowledge of what ñmost BEST
reasonable peopleò would decide in similar situations that take into account 
your physicianôs opinion about your condition. Called the BEST INTEREST 
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standard of decision-making, this is not as simple as referring to a recent survey. 
Frequently there is some tension between the Stateôs interest to preserve life 
and your Liberty interest to refuse unwanted treatment, which cannot be 
resolved without reference to other speciý c factors that relate to your age, 
medical condition, quality of life, burdens and possible beneý ts of treatment, 
and your religion and other demographics. (But the more such factors are 
considered, the more the decison-making process sounds like Substituted 
Judgment. )   

Two studies indicate that some patients prefer family members and physicians 
make decisions for them, than follow their own individual preferences about 
resuscitation [reviewed by Puchalski and others, 2000]. If this is your preference, 
make sure your family members will be available (which requires that they 
outlive you), able (mentally capable of making medical decisions), and willing
(since the moral burden can be high). Also indicate if you prefer your decision-
maker to be one person, the majority of those concerned, or their choice be 
unanimous. (Note: both majority and unanimous requirements can be quite 
problematic, so I recommend neither).    

hSKIP     hSKIP     h

Sometimes the decisions are dependent on the group of ñmost reasonable 
peopleò referred to, based on typical religious or political views:   

 Examples of Divergent ñBest Interestsò    

Consider two hypothetical patients. Both are dependent on feeding 
tubes for nutrition and hydration, and both have a certain diagnosis of 
permanent Minimally Conscious State with no apparent discomfort. 
Neither left any indication, oral or written, about their personal end-of-
life preferences. ñMr. Cò is an observant Catholic who has always 
followed the teachings of the Pope. ñMr. Lò has never been religious. 
He is a liberal who was formerly interested in such issues as feeding 
the hungry in Africa. With only this information, how would one guess 
what decision is in their respective BEST INTERESTS?   

For Mr. C, one might assume that he would wish to follow Pope John 
Paul IIôs Allocution to maintain life.    

For Mr. L, one might assume he would want to decrease how long he 
would be totally dependent and suffer continuing indignity.    

Therefore, Mr. Côs feeding tube would be indeý nitely maintained, while 
the Mr. Lôs feeding tube would be promptly removed.   
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In some U.S. States, when there is no designated Proxy, there is an established 
hierarchy for sequencing the people who would make decisions for you. Often 
your spouse is ý rst, then your parents or your adult children, then siblings, and 
then others. If you are not married to your domestic partner, in most States it will 
be crucial to have a written document that designates this person as your legally 
appointed Proxy, if that is your wish. In some European countries, the practice of 
medicine could be considered somewhat paternalistic by giving doctors the power 
to decide what is best for you (ñdoctor knows bestò).    

hCONTINUE    

The point is, unless you make the effort to specify exactly whom you want to 
speak for you, a great number of factors (some of which are unpredictable) will 
determine who will make your medical decisions, and what factors they will 
consider. In addition, some State laws impose restrictions on making certain 
kinds of end-of-life decisions; for example, in New York State, even a designated 
Proxy cannot make decisions about withdrawing tube feeding unless the 
supporting document grants this speciý c power.   

 ñOn what side should we err?ò    

Answer # 1: Base it on the patientôs BEST INTEREST:   

Arthur Caplan, Ph.D., Director of the Center for Bioethics at the 
University of Pennsylvania, emphasizes that the principles of bioethics 
require decision-makers to ñerr on the side of BEST INTERESTò; that 
is, what seems to be BEST for the patient, as guided by what most 
reasonable people would want under similar circumstances when there 
are no other guidelines to indicate what the patient would want.     

Answer # 2: Always err on the side of (prolonging) LIFE:      

President George W. Bush, when he referred to the ñcomplex caseò of 
Terri Schiavo, espoused the American ñculture of lifeò and stated we 
should ñalways err on the side of life.ò    

Whatôs the right answer?    

More importantly, how will others decide for you? And that depends on 
politics and religion, both of which may change between now, and when 
ñthat time comes.ò Many Catholics feel that Pope John Paul II reversed 
a 500-year tradition of weighing burdens and beneý ts based on 
considering the patient and his or her family. Some people feel the true 
political goal was designed to distract the public from the main event 
(the Iraq War) by inciting fear about threats from the ñculture of death.ò  
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Perhaps science will advance so that some patients who previously 
seemed neurologically hopeless will improve, even though that may 
take years or decades. Then the question will be, can society afford to 
maintain 10,000 or 100,000 such patients so that 1 can return to some 
degree of partial functioning?    

Whatôs for sure?    

Two things: Debate will continue, and To Delay is To Deny. So, if you 
want others to honor your end-of-life preferences promptly, it is more 
important now than ever for you to do your advance care planningð
diligently and strategically.    

Remember the old saw, ñBe careful what you wish forò? We live in an era when 
we cannot joke about certain things in airports. Similarly, this is not a time for idle 
remarks about what you will want in terms of your end-of-life wishes. These issues 
require deep thought after careful consideration of the relevant information and 
focused discussions about your options with others, including your physician and 
other professionals.    

Consider the remarks that Larry King made on his national TV show.       

 Larry Kingôs Off-Handed ñLiving Willò     

In discussing end-of-life issues after Terri Schiavoôs tube was removed 
for the last time, Larry King voiced his ñLiving Willò on national TV: ñAs 
long as I am not in pain, I want to be kept alive.ò    

I wonder if Mr. King considered a rare clinical state, one that is not 
painful, but which for him, might be even worse than death. The end 
stage of Lou Gehrigôs disease, also called ALS, is the ñlocked-inò state, 
which leaves the mind fully functional, but due to complete paralysis, 
there is no way to communicate. Totally locked-in patients cannot even 
move their eyelids to blink once or twice, to indicate ñYesò or ñNo.ò    

For a TV celebrity who admits how much he enjoys his ñgreat gigò of 
interviewing people, would Mr. King really want to endure a decade or 
more of living, connected to a feeding tube and a ventilatorðif he could 
no longer communicate? Even without pain, he might experience great 
suffering.   

Mr. King, as he is now, might also dread a future of irreversible 
progressive dementia from Alzheimerôs disease, even though its end-
stage may also have no pain.    
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Further comments: Mr. Kingôs expressed Living Will incorporated the ethical 
principles of autonomy and the wish of no harm. But he may have failed to 
consider the principle of beneý tðwhat good comes from his painless existenceðbeneý tðwhat good comes from his painless existenceðbeneý t
and if his continued existence would be fair to society, in accordance with the 
principle of social justice as he uses its resources.   

Those who wish to respect ñthe sanctity of lifeòðby insisting on prolonging 
the existence of terminal patients as long as possibleðmay ý nd the next point 
ironic: When people know they can exercise control over ending their lives 
without being forced to endure prolonged pain, suffering, indignity, or becoming 
a huge burden to othersðthey suffer less anxiety and worryðand they often enjoy 
more fully their ý nal days to months. Having control to end their lives earlier
empowers them to decide that what is BEST is to live BEST is to live BEST longer.    

In Oregon, where it is legal for competent people to end their lives with a 
prescription from their physician, patients often decide to live longer. Knowing 
this option is available lessens patientsô anxiety so they can feel, ñLife is a 
wonderful thing as long as Iôve got that string.ò   

Important: Despite the last point, this book does NOT recommend the 
end-of-life option where physicians prescribe a lethal dose of medication 
as BEST, although a small number of people may prefer it. While the BEST, although a small number of people may prefer it. While the BEST
reasons are discussed later, this book favors the option of Voluntary 
Refusal of Food & Fluid, which has two main advantages: 1) many 
more people can use it, including patients with severe physical 
limitations and those who suffer from dementia, who could not qualify 
to receive a prescription under Oregonôs Death With Dignity Act. 2) 
Voluntarily Refusing Food & Fluid is reversible; that is, patients who 
initially refuse sustenance can change their minds and resume intake 
to continue living. 

This book has a comprehensive strategic plan that allows patients to control 
when their lives will end, if that is their choice. The plan can work for those 
afþ icted with Alzheimerôs disease and other dementias. The certainty of knowing 
that they can avoid years of institutionalization in a state of indignity, that they 
can trust they will die when they want to rather than while they still can, 
may ironically permit many patients to decide to live longer. This knowledge can 
prevent the tragedy of premature dying.    

Four examples in this book are: Janet Adkins, at 54, might have chosen to live 
longer instead of becoming Kevorkianôs ý rst ñpatient,ò just three days after she 
played tennis with her son. Her story is called, ñHow much longer might she have 
enjoyed life?ò Judge Robert Hammerman, at 76, might have enjoyed a few more 
years of life instead of shooting himself. His story is: ñMany care about meðbut 
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none will take care of me.ò Bob Stern, the ñSelf-Made Man,ò shot himself because 
he could not trust any family member to terminate his existence if his surgery 
went poorly. Myrna Lebov allowed her husband to poison her, yet she had just 
enjoyed an evening at the Cirque du Soleil. (Her story is in the Epilogue.) The 
point is that each of these people, and many thousands like them, could have lived 
and enjoyed much more of life, had they been assured that they would not have to 
live with suffering or indignity.   

A method to reduce the duration of demented patientsô suffering may have 
enormous social beneý t. Only about three-dozen people used pills to hasten their 
deaths in Oregon in 2004, although several times that number may have beneý ted 
just from knowing the option was available. This number is still small compared 
to those who suffer from the permanent vegetative stateðbetween 16,000 and 
25,000 in America (although some estimates are higher), which is, in turn, small 
compared to the number who suffer from dementiaðnow almost ý ve million. 
Worse, this number is expected to increase about three-fold by 2050, unless a 
cure for Alzheimerôs is found.    

Without changes in the policy and practice of forced-feeding and tube feeding 
patients in end-stage dementia, Medicare will most likely be bankrupt years 
before Social Security, and the needs of an increasing number of such patients 
will exceed the emotional and energy resources of fewer available workers and 
caregivers. Someday, society may not be able to sustain this huge burden of 
unprecedented proportions. How huge? The present annual cost of dementia is 
about twenty times that of maintaining people in the vegetative state [practical 
bioethics.org, 2004]. If this increases three times, as predicted, societyôs resources 
may not allow us to maintain the lives of the many millions of people in end-stage 
dementia who have no hope of ever knowing who they are and who have no hope 
of ever recognizing their loved ones. Unlike the extremely rare patient who comes 
out of a post-traumatic coma after ten or twenty years, that never happens with 
irreversible, progressive dementias, as long as the initial diagnosis was correct.   

Important: While this book does NOT recommend that patients with 
impending dementia should terminate their existence if or when their 
dementia becomes severe, it does describe in detail, why people might 
consider that choice, and it sets forth the known and potential hurdles 
to accomplishing this goal and strategic ways to accomplish it. Later, 
this book presents a markedly different position, that of The Presidentôs 
Council on Bioethicsô report, ñTaking Care: Ethical Caregiving in Our 
Aging Society.ò  

hSKIP  hSKIP  h
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Given the several meanings to the word BEST in the discourse above, some BEST in the discourse above, some BEST
readers may be surprised to see the singular phrase in the subtitle: A Legal 
Peaceful Choice. The reason is that this book focuses on Voluntary Refusal 
of Food & Fluid, which is legal everywhere. Prior to the Terri Schiavo tragedy, 
this method of dying was not frequently discussed. Yet people often died this way 
before the current era of modern medicine. Today, technology can sustain 
biological life almost indeý nitely. But many lay and professional people under-
appreciate and misunderstand, and some opponents further their own agendas by 
intentionally misrepresenting it.   

There are other ways to avoid prolonging unnecessary suffering, but they are 
either not peaceful or not peaceful or not peaceful not legal. It was legal for Robert Hammerman to shoot 
himself in the chest, but it was not peaceful. For more than 50 years, it has not 
been illegal for a person in America to attempt suicide or to succeed in that 
attempt. But assisting a suicide is a different matter.    

Providing an overdose of sleeping pills may lead to a peaceful death, but it is 
illegal to prescribe it except in Oregon and in three European countries (and then, 
only if the patient meets strict criteria and the data follows speciý c protocol). This 
book compares physician-assisted suicide and other methods to hasten dying to 
Voluntary Refusal of Food & Fluid. It also considers the worry that people 
with disabilities and others have over the slippery slope (a fear that the weak and 
vulnerable in our society could be encouraged or even forced to end their lives 
before they want to). The U.S. Supreme Court ruled in favor of Oregon in January, 
2006. While the U.S. Attorney General cannot punish physicians in Oregon who 
comply with that Stateôs Death With Dignity Act, polarization continues. One side 
is introducing bills to restrict end-of-life options as the other is introducing bills 
similar Oregonôs, in other States. The debate, and the challenges, continue.    

hCONTINUE   

The option of Voluntary Refusal of Food & Fluid is a kingpin in making 
end-of-life decisions. If you are competent and you can make the decision to 
Refuse Food & Fluid, it will be easier for you to make choices about other, less 
symbolic life-sustaining treatments. These include such treatments as ventilator 
support, cardio-pulmonary resuscitation, antibiotic treatment, blood transfusions, 
radiation surgery, and dialysis for kidney failure. If you have planned for your 
Proxy to make this decision for you by discussing what end point you would 
choose if you became incompetent, and your Proxy knows how to argue 
persuasively for Voluntary Refusal of Food & Fluid, it should be relatively 
easy to achieve success in honoring your other preferences for end-of-life 
treatment.    
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 Challenging Topics This Book Covers    

1. Although some popular and ofý cial State-approved Living 
Wills may give you peace of mind now, they may ultimately fail to 
achieve the goal of having others honor your Last Wishes. 
2. Your designated Proxy (Durable Power of Attorney for 
Health care) mayðdespite the best of effortsðfail to overcome 
outside challenges to honoring your Last Wishes.
3. A large cast of characters, including some who mean well, 
can raise serious obstacles your Last Wishes. 
4. To Delay is To Deny your Last Wishes, but you can take 
steps now so that you and your family can avoid legal battles in 
court. (Note: Even if family members are united, intense battles can 
occur between a family and the government.)
5. A simple addition to your Living Will can greatly increase the 
chance that your physician will recognize its written directives. A 
simple for your Proxy can sign can greatly increase his or her 
standing to speak for you and advocate your Last Wishes.
6. Written examples and reasons explaining your Last Wishes 
will empower your Proxies to make it more likely that others will 
honor the medical decisions they make on your behalf.
7. Lifeôs greatest irony is: ñWhen people can feel assured that 
they can die earlier, they often choose to live earlier, they often choose to live earlier longerò; and is worth longerò; and is worth longer
understanding in psychological depth.
8. You need not use illegal means, pass new laws, or commit 
acts of violence to avoid prolonged unbearable pain and suffering.
9. You can die when you want to rather than when you can. 
You need not die prematurely if your prognosis is a dramatic decline 
in mental ability from Alzheimerôs disease or related dementias.
10. Voluntary Refusal of Food & Fluid can be seen as a way of 
letting Nature take its course. 
11. There are steps you can take to prevent others from 
sabotaging your Last Wish after you fall unconscious.
12. There are steps you can take to prevent Emergency Medical 
Technicians from attempting unwanted resuscitations.
13. Patients recently diagnosed with possible Alzheimerôs 
disease may still be mentally capable of creating Advance 
Directives; however, a professional must assess their mental 
abilities at that time, which may be urgent.
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14. A series of Yes/No questions can indicate whether severely 
brain damaged patients are aware of their environment, and if they 
want to continue life-sustaining treatment.
15. Conþ icts can arise between what your Proxy decides 
currently for your end-of-life medical treatment, and your written 
Living Will (as others interpret it). Depending on your situation and 
whom you trust, you may decide which to prioritize ahead of time.
16. Doctors can make family members and Proxies feel more 
guilty, or less guilty as they ask them to make end-of-life decisions. 
17. The ideal qualities of a Proxy: someone you trust will be 
objective, assertive, articulate, and knows or can learn about the 
legal and health care systems to effectively advocate your Last 
Wishes.
18. There are places where you can turn, if you cannot identify 
an individual and alternates to be your Proxies.
19. Voluntary Refusal of Food & Fluid is consistent with the 
morals of many people and their religious beliefs.
20. Voluntary Refusal of Food & Fluid is generally comfortable.
21. For certain types of patients, Refusal of Food & Fluid is not 
recommended.
22. You can change your mind after you begin to Voluntarily 
Refuse Food & Fluid, which is a great advantage of this option.
23. Explained: the differences between Voluntary Refusal of 
Food & Fluid... and Terminal Sedation, Physician-Assisted Suicide, 
Self-Deliverance, and Euthanasia.
24. Documented: Voluntary Refusal of Food & Fluid can be 
peaceful and healing for families who are losing their loved ones.
25. Exempliý ed: Revise Advance Directives as you age and 
mature, as your situation changes, or as laws or policies change.
26. Case in point: Change your Advance Directives based on 
the publication of the Presidentôs Council on Bioethics report, 
ñTaking Care: Ethical Caregiving in an Aging Society.ò
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