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The past 10 years have seen an increase of awareness regarding provision of quality of care to the terminally ill and a greater emphasis on end-of-life care research. Despite the increase in new research and knowledge, some groups continue to be underserved and understudied, such as persons with serious mental health issues (Baker, 2005; Foti, 2003; McGrath & Jarrett, 2007). In addition, people with serious mental health issues have “long been a disenfranchised minority who access to general medical care has been limited” (Felker, Yazel, & Short, 1996, p. 1356) and consistently neglected (Baker, 2005). In particular, people with schizophrenia are often misdiagnosed and many times receive suboptimal medical care (Brown, Inskip, & Barraclough, 2000; Carney, Jones, & Woolson, 2006; Felker et al., 1996). Some of the contributing factors involved in the suboptimal care and lack of discussion about end-of-life care with people who experience schizophrenia is a fear that the person will have an escalation in psychiatric symptoms, that the person is impaired and cannot comprehend the subject matter, and that the healthcare staff is not educated or trained in facilitating discussions about end-of-life care and advance care planning (Foti et al., 2005).

Compared to that of the general public, mortality of people with schizophrenia is remarkably high, with life expectancy reduced by 8.8 to 10 or more years (Brown et al., 2000; Carney et al., 2006; Dembling, Chen, & Vachon, 1999; Harris & Barraclough, 1998; McGrath & Jarrett, 2007; Mortensen & Juel, 1993). Many homeless persons also experience schizophrenia. “Homeless persons have high rates of mortality with a mean age at death being reported to be 34- 47 years and 2.3-4 times higher than the general public” (Podymow, Turnbull, & Coyle, 2006, p. 81).

Natural and Unnatural Mortality of Schizophrenia

The literature on the mortality of schizophrenia exhibits several similarities among studies: there is an excess of mortality from natural and unnatural deaths. In general, natural deaths are related to medical diseases in that many are in the late stages by the time a person is diagnosed with a terminal illness. Many times the care that is provided for comorbidity is suboptimal or worse for persons who experience severe mental conditions. Unnatural deaths are generally related to suicide, homicide, and accidents (Allebeck, 1989; Brown et al., 2000; Carney et al., 2006; Cohen et al., 2002; Dembling et al., 1999; Dickey et al., 2002; Felker et al., 1996; Harris & Barraclough, 1998; Mortensen & Juel, 1993; Simpson & Tsuang, 1996).

Stigma and Schizophrenia

In general, people with schizophrenia are stigmatized. Cohen (2002, as cited in Whitaker, 2002) stated, “We still don’t understand [people who experience severe and chronic illness] and that lack of understanding makes us mean and arrogant, and makes us mislead ourselves, and so we hurt them” (p. 1). Farina, Gliha, Boudreau, Allen, and Sherman (1971) stated, “The mentally ill are disliked and degraded to a surprising degree” (p. 1). Along the same line, Peter Byrne (2001) defined stigma as a “mark of disgrace or discredit that sets a person aside from others” (p. 281). People who experience severe and chronic mental health conditions often report that their questions, concerns, and requests for medical attention or other needs are dismissed and disregarded, leaving the person with a sense of worthlessness and a diminished sense of self and identity (Bromley & Cunningham, 2004). Therefore, it is not surprising that many people with schizophrenia and other chronic mental conditions are diagnosed in the late stages of disease if at all (Brown et al., 2000; Byrne, 2001; McGrath & Jarrett, 2007).

According to James Hawkins, a geriatric psychiatrist who specializes in schizophrenia and palliative care,

If a person with a chronic mental illness such a schizophrenia reaches old age by not dying earlier from suicide, inattention to non-psychiatric medical illness, he or she usually faces death alone and is at least stigmatized in four separate ways; (1) they are dying and dying patients suffer from stigma; (2) they are elderly and in this society, there is a strong stigma against getting old and being elderly; (3) they have a mental illness; (4)’commonly, elderly people with schizophrenia experience cognitive and/or memory impairments. (J. Hawkins, personal communication, March 20, 2008)

Areas of Growth

Though hospices may not provide sufficient care for persons diagnosed with schizophrenia, and health issues of such populations may not be sufficiently addressed, there are some signs that the mental health profession is beginning to improve in these areas. Broadman (2006) created a full service pilot program as part of the study to determine whether persons who were homeless and had access to full service medical and psychiatric care would attend to their medical and psychiatric issues more often. The program included a nurse practitioner that was available 24 hours a day to attend to patient needs and offer education on a variety of issues and topics.

The pilot program provided for patients to be seen by a primary care physician for further medical evaluation as needed. The results of the pilot study were very impressive in that the homeless and other participants began to attend to their health and psychiatric issues and utilize health related resources more often. Emergency room visits decreased by 42%. Excess mortality continued, however, and the study acknowledged that more research was needed to develop better, more accessible resources for the homeless and people who suffer from severe and chronic mental health conditions.

One such resource in the community that is providing services to the homeless is called Ottawa Inner City Health Project (OICHP), created by Podymow et al. (2006) as a pilot study as part of a campaign to provide medical services to the homeless who were dying. Podymow et al. asserted that the mortality of the people living in shelters or homeless is high and that many homeless people are found dead in public places; others are found in home dwellings, or arrive dead at the local emergency room. The researchers recognized that many people who experience schizophrenia and other serious mental health conditions do not attend to their medical or physical health issues.

The aim of the study was to demonstrate that medical services could be provided in a shelter-like setting to people with a terminal illness and severe mental health conditions. The participants were 28 homeless, terminally ill patients who were admitted and died at the shelter-based medical facility. The age at death was reported as 34 to 47 years. Many of the participants had “co-existing substance abuse issues along with some that had AIDS and hepatic disease” (p. 81). The pilot pro- gram successfully demonstrated that effective medical care can be provided in a shelter for the homeless.

Nader Robert Shabahangi, President of AgeSong/Pacific Institute in San Francisco, provides outstanding end-of-life care. AgeSong has its own unique programs in assisted living, dementia, memory improvement training, Alzheimer’s, behavioral health care, and a hospice program. The staff at AgeSong/Pacific Institute truly follow the hospice philosophy of providing compassion, palliative care, and support to the individual and family members. In addition, this organization is investing in the next generation by providing ongoing training, education, supervision, and countless workshop for students, staff, and the general public on end- of-life care for people with schizophrenia (N. Shabahangi, personal communication, November 2009).

Foti (2003) created a program called “Do It Your Way’: End-of-Life Care for Persons with Serious Mental Illness. The program was implemented by the Massachusetts Department of Mental Health (MA-DMH). The participants consisted of 47,000 men and women from 58’cities and towns diagnosed with severe and persistent mental health conditions and severe functional impairments. The aim of the study was to build coalitions among healthcare providers, cross-train hospice and mental health workers, educate the community on the importance of advance care planning for people who experience severe and chronic mental health conditions, and more. The study reported an increase in awareness about mental health patient rights and advance care planning. With the success of this program came advancements in research and assessment tools for end-of-life care for people who experience severe and chronic mental health conditions that are paving the way for future programs. In a recent conversation with Foti, she stated that there is still great need to improve end-of-life care to people who experience severe and chronic mental health conditions (M. E. Foti, personal communication, April 17, 2008).

Broadman (2006), Foti (2003), and Podymow et al. (2006) describe three examples of programs that incorporate mental health services and end-of-life care for people with serious mental health conditions. In addition, Angela Baker (2005) of the National Institutes of Health and National Institute of Neurological Disorders and Stroke recognized the great need for mental health professionals to be involved in the end-of-life care, treatment, and mental health process of terminally ill patients, especially the severe and persistent mentally challenged. Baker is an experienced psychiatric nurse practitioner that specialized in psychiatry. She proposed that to add to the quality of life of people who are terminally ill and have a history of schizophrenia, mental health professionals, including mental health nurses and nurse practitioners that specialize in psychiatry, must be part of the end-of-life care team to provide the quality of care received by others.

According to Baker (2005), death “knows no difference between those who suffer from mental illness and those who do not” (p. 302). Baker further asserted that by “providing understanding and compassion, knowledge and expertise, will and hope” (p. 302), the psychiatric team of professionals can greatly enhance the quality of life and death experience of people with schizophrenia and others with a chronic and persistent mental disturbance history.

Foti (2003) also demonstrated that “cross training mental health staff with palliative care and end-of-life service providers with mental health would greatly enhance the quality of life for the terminally ill person, and would also add confidence and quality of work for the staff” (p. 667).

Naomi Feil, M.S., A.C.S.W., the developer of Validation (1992), created a technique for working with people who experience disoriented states and are “trapped in a world of fantasy” (p. 9). Feil also discovered that no matter how disoriented a person may be, “It is a deep human need: to die in peace” (p. 17). Feil developed an effective communication method called validation to assist disoriented people who were living in skilled nursing facilities. She realized that “with no stimulation from the outside world, [disoriented people] become one of the living dead in our nursing homes” (p. 17). Validation method is a developmental theory based on the basic belief that “to validate is to acknowledge the feelings of the person” (p. 10) without judgment. Acknowledgment of the person’s feelings decreases aggressive behavior, reduces stress, and increases the person’s dignity and happiness. Validation staff members are trained to listen, validate the disoriented person’s feelings, and use specific techniques for each of the four stages of disorientation: (1) malorientation; (2) time confusion; (3) repetitive motion; and (4) vegetation. For each stage, validation techniques can be used by trained staff to help the person find resolution.

Finally, These approaches add greatly to the quality of the relationship between the staff and the person. Despite the increase in awareness regarding the availability and quality of end-of-life care, there seems to be barriers for some people with a terminal illness and schizophrenia accessing this care. Some organizations are greatly contributing to quality of life and creating new programs that can offer specialized services needed at the end-of-life for people with schizophrenia. Certainly one solution is by cross training mental health and palliative staff to provide more comprehensive services that will add to the quality of dying a person can experience. I believe this would improve the quality of life and quality of death for countless people who have not received referrals for end-of-life care. Once the patient is admitted for end-of-life care, a comprehensive team such as this could be contracted with or sent to provide the specialized services needed. This would help us move toward a situation in which people would not die alone or in pain because they would be receiving the humane care that many people receive at the end of their lives.
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