How Peaceful Are Different Ways of Dying?
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The goal of this survey: The unique process of dying is so poorly understood by the public that the news media can routinely report gross information. One example: Removing Terri Schiavo’s feeding tube is “cruel and barbaric” since it would lead to death by starvation (not true). Results from this survey may help answer these questions, “Do people have a consensus of opinion about the how peaceful different ways of dying are?” And, “Are the opinions of those who have professional and direct bedside experience with the dying different from those who have only education or common knowledge? 
 
Why this information is important: Results from this survey can provide information to terminally ill patients and their caregivers about what ways of dying are most peaceful, when a choice is available. It may also provide solace to surviving loved ones. Below are two examples, but first please read this note of caution to decide if you wish to participate:
If you are terminally ill, grieving someone’s dying, or felt emotional about how someone died in the past, then you might find it difficult to answer questions about dying as an abstract concept. You have no obligation to complete this survey for any reason. 
A) “If the last chapter of my life is marked by difficulty breathing and swallowing so that I have a risk of contracting Pneumonia by breathing in food or liquid, what other choices of ways to die do I have, and are other ways more peaceful than dying from Pneumonia?” 

B) “If I someday have a progressive irreversible dementia that is so advanced that I usually cannot recognize people, and I then contract Pneumonia… can I be confident that if I had previously put my medical wishes in writing, that my then-current caregivers will honor my request to let me die naturally by refusing treatment for the infection, instead of forcing me to survive so that, after further mental deterioration, I will die from a very painful cancer?” 

Defining terms: You will be asked to rate the average pain & suffering versus peacefulness for the acute conscious proximate phase of different ways of dying.

Different ways of dying: the proximate cause of death, not the narrow diagnostic disease entity or general vulnerability; for example, both Depression and Schizophrenia can lead to suicide, but we want to consider different methods of committing suicide, not the underlying diagnoses. We generalize, as one way of dying, all who die of End-Stage Dementia, rather than consider separately, Vascular Dementia, Lewy Body Dementia, and Alzheimer’s Dementia. All sources of infections that lead to death by Sepsis (overwhelming whole body infection) are considered one way of dying regardless of the initial site of infection. For infections in the lung, however, the symptoms of Pneumonia are quite different from those of Sepsis so we distinguish Pneumonia as a different way of dying. We do not distinguish among specific bacterial types or the greater vulnerability of AIDS patients to infection. Yet we also wish to avoid being overly general so that, instead of listing “war” as a way of dying, we could list “gunshot wounds” and “bombs.” 
Acute conscious proximate phase of dying: This is the last one to three days during which patients are aware of suffering, prior to the administration of aggressive Comfort Care that may provide Palliative (Terminal) Sedation. Example: 
For months a patient with severe emphysema had been fighting increasingly for every breath of air. When his “air hunger” reached the point where it was unbearable, he asked his doctor for relief even if the medications (narcotics plus sedatives) might cause him to lose consciousness. 
When the survey asks you to rate the suffering from a “way of dying” that involves air hunger, you should consider the one to three days before the patient became unconscious from sedative medications, which days will correspond to the patient’s worst suffering.
Acute conscious proximate phase of dying does not include prior existential, psychological, or chronic physical suffering. For example, pain from dying by a gunshot wound to the head would be rated the same whether… a) a prisoner had been dreading execution by a firing squad; b) a psychiatric patient had been anguishing over committing suicide; or c) a person who was both medically and psychiatrically healthy suddenly became a victim of an unexpected drive-by shooting from behind. Rate only the physical pain prior to loss of consciousness. 
 
Average pain & suffering versus peacefulness requires you to average two types of variations: 1) over the last one to three conscious days as some days are worse than others, and 2) over many individuals. For example, hanging very light people usually causes longer and perhaps more suffering than hanging very heavy people. 
Part 1: Think of as many different ways to die as you can. 
Start the survey by taking out a pad of Post-its. 
[Note: Most people need roughly two dozen post-its, which we can send you along with other materials to complete this survey. If you want to use your own post-its, the 1.5 by 2 inch-size may be large enough, although the 3 by 3-inch size is also fine. See also the note on the bottom of the next page.]
Write each “way of dying” on a separate Post-it. Use as many Post-its as you can think of “ways of dying.” No one is expected to recall all the ways people can die. Just try to think of as many “ways” as you can. 
You might find it helpful to consider these categories to help you think of specific ways of dying that might fall into these categories. (Note that we are not asking you for categories, nor are we asking you to categorize different ways of dying. We provide this list only to jog your memory.)

The “Disease” category includes all terminal medical illnesses; 
The “Suicide” category includes the various ways medically healthy people irrationally cause their own death due to their suffering from any psychiatric illness; 

The “Voluntarily Hastened” category includes intentional, rational attempts to hasten the process of dying to reduce the time spent in a state of unbearable pain and suffering; 

The “Acts of Nature” category includes the variety of ways of dying caused by extreme weather and the environment; and,
The “Acts of Man” category includes the variety of ways of dying by which humans commit murder and execute prisoners; engage in war; and experience travel and sports accidents.
After you have written down as many “ways of dying” as you can recall, proceed to Part 2.

Part 2:  Rank order all the “ways to die” you have just recalled. 
We now ask you to sequence these ways of dying… from “Totally Peaceful and Comfortable” ways to ways that “Cause Extreme Pain or Suffering.” Think in terms of the average pain & suffering/peacefulness for the acute conscious proximate phase for each way of dying.
You might clear some room on your desk so you can put the way to die you associate with the most pain & suffering on the left ….            and the one you associate with the most comfortable & peaceful on the right. Add other Post-its in order, in between. 
You can move your Post-its around as you add others if you change your mind about the position. And if other ways to die occur to you, add them as well to the rank order. 
If two or more ways to die are very close as you arrange them in sequence, put them near one another, the same distance from the extreme left and extreme right.

When you have finished putting all the Post-its in order, write your name or code number on the first and last Post-it. Then letter all the Post-its, from “A” (most painful) on the left… to the letter in the alphabet that corresponds to the last Post-it on the right (most peaceful). 
Note: If you considered two or more ways to die as very close in terms of pain & suffering, write the same letter on those two or more Post-its; for example, you might write a “D” on three Post-its.
Note: If you have Post-its for more than 26 ways of dying (which is unusual), start the alphabet again by using an “A” before each letter: AA, AB, AC, AD, and so on.

Now clip all the post-its together and put them in the envelope. (When you finish Part 4, you will send them back to us.)
Please proceed to Part 3.

Note: If you have downloaded this file and used your own post-its, then you must ask us to send you two items so you can continue: 

1. A stack of white slips of paper. Each slip of paper has a pre-printed “way of dying;” and, 
2. The Rating Scale for Peacefulness of Dying. This scale consists of three 8.5 by 11 inch pieces of paper, taped together.
[We could send you the files to download the slips and the scale, but then you would have to cut some pieces of paper into slips, and tape (or arrange) three other sheets of paper together. We would be happy to send you the entire package, including a self-addressed stamped envelope to make it convenient for you to send everything back to us.]

Part 3:  What is your source of knowledge about these ways of dying?
Unclip the white slips of paper with pre-printed ways of dying that represent all the main causes of death culled from our previously completed surveys, the most common causes as listed the Center for Disease Control and the World Health Organization, that conforms to our definition that attempts to be neither too specific nor too general.

First, select the phrase that reflects your source of knowledge about each way of dying and write the corresponding letter on each slip of white paper. If you have more than one source of knowledge, write the initial for the source that appears first in this list:
“P” = Professional experience with this way of dying; that is, you have had a professional relationship with one or more persons who died this way; 
“D” = Direct (personal) experience with this way of dying; for example, a personal friendship or genetic relationship with one or more persons who died this way;

“E” = Education about this way of dying during a medical/nursing/EMT/hospice/ counseling or other training program, but no direct bedside experience; 
“C” = Common (non-professional) indirect knowledge about this way of dying from movies, books, TV, newspapers, other people’s stories, and similar sources; 
“I” =  Insufficient (or conflicting) knowledge about this way of dying; and, 
“U” = Unfamiliar = No (or almost no) knowledge about this way of dying.   
A “musical example” that also illustrates how to rate each musical selection on a scale where the most painful is “0-1” and the most peaceful is “9-10.”
1. When I sang Brahms’ Lullaby to my baby years ago, it put her to sleep. I thus rate this musical selection as most peaceful (“9-10”) based on Direct experience, and I write D on the white slip of paper that has the words, “Brahms’ Lullaby.” However if I also had performed this lullaby as a professional singer in public, I would write both P and D. (Note: Since P almost always includes E (Education), you don’t have to write both.);

2. I never exposed myself to Acid Rock but I have read newspaper accounts that it is not only irritating but when extremely loud can permanently damage one’s hearing. Common knowledge = C. Rating = “1 to 2”. (I did not rate this “0-1” since I wanted to allow for even worse music.)

3. My college music appreciation course discussed Handel’s Water Music. I remember that some pieces are mellow while others feature horns and drums. Education = E. Rating: While it is hard to decide if the average peacefulness is “4 to 5” or “5 to 6,” for purposes of this survey, either choice is acceptable. (Another survey responder, who heard this composition recently, refused to rate it because of the conflicting peacefulness of different sections and indicated Insufficient/Conflicting = I, with no numerical rating.) 
4. I know that J. S. Bach had many sons, but I never heard any music composed by a Wilhelm Friedemann Bach so I cannot rate his music. Unfamiliar = U; (No rating.)
Please proceed to Part 4.
Part 4: How Peaceful Are These Ways of Dying?
Now use the Rating Scale for Peacefulness of Dying to indicate your estimates for the peacefulness of each way of dying (unless you indicated either Insufficient/Conflicting knowledge or Unfamiliar knowledge). 
Arrange the three pieces of 8.5 by 11-inch paper so that “0-1” is on the left, and “9-10” is on the right. As in Part 2, ways that cause the most pain and suffering will be at the left while the ways that are most peaceful will be at the right.
Now place each slip of paper on the appropriate position on this scale. 
Please rate the average pain & suffering versus peacefulness of the “acute conscious proximate phase of dying” (over the last one to three days of conscious dying.)
After you have placed all the white slips of paper on the rating scale, write down the number on each that indicates where on the scale you placed this slip of paper. For example, if you placed a slip of paper placed on “9-10,” you would write “9.5” on it, and if you placed a slip of paper on “0-1,” you would write “0.5,” and so on. 
Try to keep the slips of paper in order as you stack them together.  
Write your name or code number on both the top and the bottom slips of paper.

Clip all the slips of paper together and place them in the envelope.

Finally, proceed to Part 5.

Part 5. Some information about you:

1. The year you were born: [select year]

2. Your vocation or profession: [write in/select]

3. Do you have a particular specialty within that vocation or profession?

4. About how many times have you been at the bedside within three days of someone who died, as a friend or relative? [None; 1 - 5; 6 - 10; > 10 ]

5. About how many times have you been at the bedside within three days of someone who died, as a professional providing some care? [None; 1 - 5; 6 - 10; > 10 ]

6. Have you had specific training or education about caring for the dying?

7. Total number of years of education? 

8. Have you ever taken a course in moral philosophy?

9. Have you ever taken a course in bioethics?

10. If you are a member of any organization, secular or religious, that has a position on the any of the questions of this survey, please the name of this organization and summarize its positions: [write in]

11. How strongly does religion influence your decisions about life and death? 

a. (Choose one: Absolutely, Strongly, Some, Mildly, Not at all.)

12. How strongly do you agree with this statement: "I try hard to carry my religious beliefs over into all my other dealings in life"?

a. (Choose one: Absolutely, Strongly, Some, Mildly, Not at all.)

13. Personal information (optional, will not be revealed):

14. Your name (or alias):

15. Your email address:

16. Your street address:

17. City and State:

18. Zip or Postal Code: 
19. Country: 
20. Phone:
21. Other significant information about you or your experience that may be relevant to the way you responded to this survey: [TEXT BOX]
22. I agree for you to contact me by e-mail and/or phone to answer a few additional questions about this survey (about ten minutes of your time):  
I agree |__|;  I do not agree |__|.

23. I want to know the results of this survey by your sending it to me by e-mail: 
I agree |__|;  I do not agree |__|.
Please send your lettered stack of Post-its, your numbered stack of slips of paper, and your answers to as many of the last 24 questions as you are comfortable with to:
Stanley A. Terman, Ph.D., M.D.

Caring Advocates

2730 Argonauta Street

Carlsbad, CA 92009 

USA

Feel free to call us at 800 647 3223 to discuss at greater length, any aspect of this survey. 

Please indicate if you wish to be notified by e-mail or otherwise, about the results of this survey. Yes / No by providing your e-mail or phone or street address, if you wish.

Thank you for your participation. 
Please note that there are two other relevant surveys on the web site, www.CaringAdvocates.org; click “Survey” on the left navigation bar. 

� Initial reactions to this survey met with disparate reactions: Social scientists who routinely conduct surveys could hardly believe that similar surveys had not already been performed, while clinicians and medical scientists expressed serious doubts this survey would be possible or yield meaningful results, given the challenges of defining terms and inherent variation of human experience. Many thanks to Psychologist Dr. Stephen Jamison: he suggested inquiring about various sources of knowledge.


� Two close relatives in my own family faced this exact choice in the Spring of 2007.


� The President’s Council on Bioethics report on Taking Care: Ethical Caregiving in an Aging Society [2005, page 187] seriously considers this exact choice in considerable depth. Their point of view is discussed in Chapter 12 of The BEST WAY to Say Goodbye: A Legal Peaceful Choice at the End of Life [Terman, 2007].


�  The expected length of chronic suffering is still be a relevant factor, however, as it might influence patients’ or decision-makers’ choice about refusing medical treatment. 
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