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At the Speech Communication Association in Atlanta in 1991, the present authors were on a panel that considered control issues at the deathbed scene.  Much has happened since that time in terms of theory development as well as careful thinking among relevant practitioners.  
Social construction theory has become much more visible as an alternative to self autonomy.  Critical and feminist theories have given us a standpoint from which to understand power relations and contest the status quo.  When we were presenting in 1991 scholars described the stakeholders as being the physician, the dying person and possibly the dying person’s family.  Our review of recent literature has produced at least 17 additional stakeholder groups as well as new frames for the original three.  Since the allotted presentation time will not allow for a consideration of all of these stakeholder groups, we want to at least list them to acknowledge these stakeholders’ potential presence at the deathbed scene.  They include: government and politicians, drug companies, health insurance companies, nursing homes, the social construction of those involved (culture/race, class and gender), therapists, hospital administration, religions, hospital staff and nurses, Hospice, palliative care advocates, technology companies, persons with marginalized terminal illnesses, educational organizations and democracy advocates.  In this paper we will to use the tension between autonomy and social construction as an organizing frame.  We will consider various stakeholders from the standpoints of economics, ethics and the person who is dying.
Economical Politics of Dying


Deetz (1995) has suggested that our social and political relations have become economic; that our democracy has become capitalism; and that independent citizens have become consumers.  These notions provide the launching point for our first theme, which is that the economic bottom line is playing the most dominant role in the deathbed scene.  The state has a large stake in the deathbed scene because of the costs that are very often funded by government (Werth, et al. 2002).  We are running very large deficits because of two wars and the expense of homeland security. Government leadership, who will not raise taxes, is being forced to find budget cuts elsewhere.  Decreasing health care costs is an obvious place to look for budget savings.  Kapp (2001) suggests that we are in a position of choosing to not pay for high quality end-of-life costs in Medicare, Medicaid and other government healthcare programs. Further, the amount of health care rationing by age that takes place is often based upon government restrictions and limitations in funding.  Finally, limiting eligibility for end-of-life care programs trivializes the poor and uninsured in the pursuit of solvency.

A second economic stakeholder group consists of drug companies and their support systems.  Clearly there is a lot of money to be made in prescription drug sales.  These organizations also have an interest in keeping people alive so that they will consume more product designed to cure terminal disease and/or relieve pain.  For example, Furhman (2004) reports that a new AIDS drug which costs $20,000 per year will mean that some with the disease will go without.  Also, Pear (2004) in an interview with William D. Novelli, chief executive of AARP, reports that AARP will begin an “all out” effort to fight the high cost of prescriptions.  In addition Carrier (2004) reports that pharmacists perceive that the new Medicaid co-payments will put prescription drug costs out of reach for some.
Health insurance companies and programs tend to be in opposition to drug company greed.  The dollars to be made in this sector are accumulated by charging premiums and cutting healthcare costs (Davis, 2004).  Consumers lucky enough to have health care insurance worry about increasing end-of-life care costs, decreasing coverage and bureaucratic limiting of treatment strategies.  For example many companies are now requiring retirees to pay the full cost of health coverage (Freudenheim, 2004).  Health Maintenance organizations and other hospital administrators are often employed by insurance companies to enact and enforce this bottom-line strategy.  Heldt Powell (2004) notes that HMOs are providing alternative lower-cost health insurance to employers by dramatically raising the deductible that employees have to pay.
Physicians have complex and conflicting motivations, one of which is to make a comfortable living (Yeasted, 2003).  This often unconsidered motivation can influence decisions about continuing curative treatment that is often more lucrative instead of recommending cheaper alternatives such as palliative care or assisted suicide.  Nuland (1994) notes that the average American spends one-half of lifetime medical expenditures in the last 30 days of life.  Shute (2002) points to a University of Michigan study which compared chemotherapy treatment to chemotherapy combined with palliative care.  The combined therapies actually decreased end-of-life care costs from $19,790 to $12,682.  However, Medicaid rules which favor the physician would have to be changed to make this combined care available to most.  In addition Colias (2001) also reports on the cost-cutting benefits of Hospice as opposed to curative care and notes Medicare/Medicaid restrictions concerning Hospice.
For many divergent reasons families also want to keep costs down.  Again conflicts of interest can lead to end-of-life decision making based upon greed.  Familial inheritance arguments may also impact family decision making.  Fisher (2003) notes that palliative care advocates have constructed the family as functional, articulate and cohesive.  This notion of family as unproblematic needs to be contested.  Fisher suggests that the issue of abusive family relationships need to be considered by holistic health care professionals.
Finally here, technology companies have an economic interest in the death industry.  Gorman (2002) reviews a video recording that considers end-of-life issues.  Bricker, et al. (2003) describes the usefulness of an electronic advance directive in terms of facilitating access to a patient’s treatment wishes.  Ogle, et al. (2003) reports on a multimedia CD-ROM for end-of-life education for patients and family.  Whitten, et al. (2003) write about the use of telehospice.  Plainly software and hardware developers and retailers of technology all stand to profit by the introduction of technologically mediated dying.
Ethical Politics of Dying

As a counterpoint to the economic bottom line are stakeholders with various ethical standpoints.  Churches are waking up to their responsibility for providing attention to spiritual needs of dying people and their families (Kaut, 2002).  Braun, et al. (2001) also note that churches are reasonable locations for discussing death and dying issues.  However, few places of worship are engaged in extensive efforts in this direction.  Kaut advocates pastoral education to include understanding end-of-life issues and development of end-of-life programs in their faith communities.
Cultural factors have also been extensively researched in recent years.  There is a growing understanding that dying occurs in a cultural context.  Through awareness of differing perspectives people can gain alternatives for constructing the dying process and death.  In addition caregivers can provide more workable support.   Klass, et al. (2003) report on cultural views concerning dying in China.  Heide et al. (2003) note differences in perceptions about euthanasia among six European countries.  Masuda et al. (2003) talk about perceptions of living wills in Japan.  Mazanec et al. (2003) write about how ethnicity impacts decisions when death is impending.   Werth et al. (2002) Kagawa-Singer et al. (2001) and Schmidt (2001) present guidelines for making end-of-life care more culturally sensitive.  Leichtentrit & Rettig (2002) report that Israeli families tend to use six belief themes and three communication strategies when discussing end-of-life decisions.
Social class, gender and race are ethical issues.  Care options are minimized for the poor and even the middle class at times.  Who receives advanced treatment or palliative care?  Clearly the poor are less likely to receive these treatments.  Additionally the poor have less access to high quality places to live and the needed support during the dying process and seem to lack an effective voice for their concerns.  The following authors attest to these inequalities.  Kearl (1998) reported that those making less than $10,000 per year had a death rate 3.22 times higher than those making over $30,000 per year.  The Center for Disease Control (2001) reported that black women were four times more likely to die from pregnancy complications and had higher heart failure rates than whites. The CDC also reported that blacks are 40% more likely to die of stroke and heart failure.  Pappas (1993) reports that blacks have a higher mortality rate at every income level than whites and that poor people have higher death rates than others. 
For years now the notion of a “good death” has been advocated by gerontological specialists.  A “good death” is defined from the patient’s perspective and minimally involves physical comfort, social support, acceptance, appropriate medical care and minimization of psychological stress (Cronqvist, et al. 2004, Carr, 2003).  Recently, however, there is a growing perception that dying people should be de-centered in the contested site of the deathbed scene and that a “good” death is afforded to very few.  Having a spouse die a protracted, painful death is associated with increased anxiety, yearning for the lost other and intrusive thoughts such as physician negligence and/or guilt (Carr, 2003).  Hardwig (2000) notes that the average American now knows at least three years ahead of time from what she/he will die. Further, the dying person knows what those last years will like.  Hardwig writes that the average American female is debilitated for her last eight years.  The average American male is debilitated for five years prior to death.  In support of this position Nuland (1994) reports that the average American spends 50% of lifetime health care expenses during the last 30 days of life.  Noting this, Hardwig advocates a position of a “responsible” death as opposed to a “good” death.  With the patient de-centered other stakeholders become visible, among which include those who shoulder the care giving burden, the families that may become bankrupt, the insurance companies that want to curtail support during chronic illness in the interest of profit and politicians who desire to save tax money for other government needs.  Hardwig (p. 33) provides the following illustration.
“Consider the case of Ann, a single 55-year-old career professional who cared for her 87-year-old mother during the mother’s three year struggle with terminal congestive heart failure.  Besides three years of complete exhaustion the care of her mother cost Ann her job, her career, her home, and all of her savings.  

A career change at age 55 is difficult at best.  Ann is unlikely to find another job nearly as remunerative or interesting.  Even if she manages to start a new career, she no longer has enough working years left to recoup her savings.  The end of her mother’s life will profoundly alter the rest of her own life. Even her health care may well be affected, since affordable health insurance these days often comes only with a good job.  Her friends and family knew that her mother’s congestive heart failure was terminal and that it was only a matter of time.  And so it was.”

Harwig asks some difficult questions that he thinks dying people need to consider. 

· “How much can I ask my family to do to support me during the final years of my life?”

· “How many years can I ask them to sacrifice because I would like to avoid institutional care or to live a little longer?”

· “Can I seriously compromise their futures and even their children’s futures just because I want to live a little while longer or in the style I enjoy?”

· What will be my responsibilities to my loved ones as I near the end of my life?
Former Colorado Governor Richard Lamb once stated that “At an autumnal age it is a moral responsibility to make room for the young. As leaves fall from the trees in the fall, so old people have a duty to die.” (Hentoff, 1997, p. A19).  There is much evidence that Europeans have become much more accepting of assisted suicide than Americans (Sprung et al. 2003, Saunders et al.2003, Mak et al. 2003,  Heide, et al. (2003). We all know that the state of Oregon has initiated a program of physician assisted suicide.  Yet when asked only one-quarter of persons surveyed in Oregon knew that physician assisted suicide was a legal option (Kuritzky, 2001).  When asked, patients cited numerous reasons for suicide.  These include relief from pain and suffering, functional deterioration, dependency, being a burden, becoming socially isolated and depressed,  feeling hopeless and losing autonomy (Emanuel, et al. 1996, Scale, et al. 1994, Breitbart, et al. 1996, Sullivan et al. 1997, Back, et a. (1996) and Chochinov 1996).  In addition Mak et al. (2003) found disease progression, an anticipation of a future worse than death, desire for good health care and dying in a caring, connected situation as also being reasons for seeking assisted suicide. However, while assisted suicide has supporters who view it as a sometimes reasonable alternative, there will need to be significant value change in this country to permit end-of-life care that encourages death. 
Another voice in this context is those who have terminal diseases that are not as visible as AIDS, cancer and Alzheimer’s.  Hospice has a viable approach, but mostly for the above mentioned diseases.  People suffering from congestive heart failure, stroke and liver disease are less likely to access Hospice care (Neuberger, 2003).
 Finally in this section nurses and hospital staff perceive that they have an ethical obligation to provide for the physical comfort of dying people.  Kuritsky (2001) presents a survey that found that one-third of Americans still were not familiar with the terms “Hospice” or “palliative care.”  The current literature has large sections devoted to palliative care, end-of-life decision-making and educational programs for physicians (Ferris, et al. 2003), health care personnel (Pitorak, 2003), therapists (Haley et al. 2003; Bern-Klug et al. 2001), patients (Ogle, et al. 2003) and families (Ratner, 2002) to inform people about the end-of-life process.
Personal Politics of Dying

The final section of this review is dedicated to noting changes in the construction of the death bed scene from the dying person’s point of view.  While probably all of the following desires expressed by dying people were in the literature in 1991, the amount written about what dying people want has greatly increased.  Wachter (2003) reports that dying people want to have the “intolerable uncertainty” of death relieved through an explanation of the dying process.  Further Wachter notes wishes for time to talk with family and forgive/be forgiven; to be taken care of; to be free of pain as they die; and, to have their spiritual needs met.  Crossley (2003) suggests the use of narrative will help the dying person make sense of their illness. Carr (2003) found that most dying people want appropriate medical care, while Kapp (2001) found that the dying do not want to be under/over treated.  Kurzitsky (2001) reports that the dying fear undergoing heroic curative treatments when there is no hope of recovery.  As a result there is an increasing desire to complete “Do Not Resuscitate” documents, “Advanced Directives” about wishes at the death bed scene and beyond as well as “Living Wills” to express personal direction for the end-of-life performance.

Wright (2003) after a series of interviews with dying people concluded that people reframe death in a number of different ways when death is imminent.  These include: perceiving that one is imprisoned by death; trying to seize the day and live fully; embracing death by attending to its progress; transforming death into a journey to some better place; being silenced by dying . . . unable to talk about it; and, waiting for death . . . being resigned to approaching death.  As noted in the previous section a significant minority of dying seek euthanasia for a number of reasons.  Further, the dying often state that they want to die at home (Shute, 2002) with a high quality of life (Leichtentritt & Rettig, 2002), even though only about a quarter of Americans do.  The dying many times express a fear of being isolated at the end (Mishara, 1999).  Additionally as suggested in the previous section in another context, the dying do not want to be a physical or economic burden on their families (Hardwig, 2000). They do not want to live so long that family members start wishing they were dead.  However, they do want time to “put their affairs in order.”  Some also express a desire not to “linger” and to die quickly (Hardwig, 2000). Another significant issue is control.  The dying very often want as much autonomy related to their dying process as possible (Saunders, et al. 2003).  Activities such as writing one’s own obituary and planning the funeral can aid in this issue (Vig, 2002).
Concluding Comments on the Politics of Dying

The deathbed scene is a contested site with many stakeholders.  At present this scene is constructed as involving at least three large stakeholder groups.  The economic stakeholders include drug companies, health insurance companies, funeral homes, therapists, hospitals, government, politicians, families and technology companies.  The ethical stakeholders involve religious groups, cultural values (race, class, gender), bioethicists, therapists, physicians, educational and technological organizations, “good” death advocates, “responsible” death advocates, disease type equality of consideration advocates, hospital personal, hospice, palliative care supporters. 
These two conflicting stakeholder groups represent the pressures put upon an individual at the deathbed scene.  Pitted against societal expectation the dying individual hopes to engage in life review, understand the dying process, die quickly, die at home, not to be a financial or physical burden to the family, be free of pain, be taken care of, be able to talk with family, put affairs in order and minimize inheritance conflicts, and not be over treated by curative physicians. 
We perceive outcomes of this complex conflict will most often be resolved in the directions of economic and societal interests.  There are too many powerful stakeholders in these groups to be overcome by a population of apparently autonomous individuals who remain largely uninformed and economically disadvantaged.  People are most often unable to mount much opposition.  Further, Ferris et al. (2003) describe the two common pathways to death.  At the deathbed scene the dying person taking the usual path to death is sleepy or fatigued, obtunded, has low blood pressure and a weak pulse, is not able to move, does not eat or drink fluids, experiences a cooling of the extremities, blood pools, there is decreased urine output, becomes semi comatose, subsequently comatose which is followed by death.   In the more difficult road to death the dying person is restless, confused, tremulous and agitated. They often mumble deliriously, experience myoclonic jerks and seizures, become semi comatose, then comatose which is followed by death.  These are clearly states of being that are not conducive to autonomous decision making and opposition to social construction.  
For this situation to be managed individually scripting and rehearsal are crucial. Several allies need to appear at the deathbed scene.  One would be a family advocate who is adequate to understanding the forces at play.  This person would visit comprehensively with the dying person and their family to understand the current situation as well as its likely trajectory and to facilitate choice-making among the bewildering number of alternatives.  Such a service is being offered by UAW-Ford to 150,000 workers (Work and Family Newsbrief, 2002).  Another would be to continue the education of healthcare professionals and citizens as to the issues of the deathbed scene.  A third would be to personally decrease the high costs of dying at a point in history when we die too old and too late.  Individually this would entail consideration of living wills, do not resuscitate orders, advance treatment directives and assisted suicide to avoid enduring the pain and degradation of the last deterioration, the expenses to family and society, the care giving burden and to gain a higher quality, but a less lengthy, dying process with adequate palliative care, as well as sense of community and autonomy.  
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