 Research Summary - Ethics
The ethics theme of the VP-net project was concerned with building an interdisciplinary framework for understanding the ethical context of end-of-life care from the perspectives of people with longstanding disabilities, chronic illness, and elders who experience barriers in accessing services, information and community supports.  Through this work we focused on the following areas: ethical issues in advance decision -making and designation of proxies; the impact of medical education and informal socialization on medical students’ approach to end of life decision-making involving persons with disability; impact of  barriers to accessing palliative care for members of diverse communities; and the value of safe  and inclusive  public  forums  as a way of understanding contested  policies and decision frameworks  in end of life ethics .  

 Advanced Care Decision-making Directives and Designation of Proxy Decision makers
There are positive and negative treatment decisions to be made at the end of life. One can either request to have treatments terminated (negative decisions) or continued (positive decisions) but there is no legal obligation for physicians to continue treatment they consider to be futile. The power to make decisions about what treatment a person would opt for in their end of life care is also limited by the fact that people who are dying do not have the time, resources or functional capacity to participate actively in decisions about prescribing, continuing, or discontinuing life-sustaining treatments.  Our research revealed significant dissatisfaction with both limitations of current legal frameworks for defining individual preferences for the end of life treatments and identified the underutilization of legal designations of proxy decision-makers.
Advanced care directives should not be viewed only as mutually binding legal contracts because an individual’s projection of their future choices is open to interpretation by care providers, family members and legally designated proxies.  Advanced directives containing detailed templates that enable an individual to specify  specific forms of treatment may not fit with the actual care needs of the dying person. These forms can often be too limited in their scope and may not provide the space or opportunity to anticipate future need in situations involving uncertain trajectories in intensive or palliative care.
At the other extreme, more generalized directives may lack the specificity about treatment preferences and may therefore be misinterpreted by family members and care providers.  Advance directives may also be contested when the person’s   evaluation of the efficacy of potentially life sustaining treatment (eg mechanical ventilation or renal dialysis) conflicts with the family decision-maker and/or attending physicians’ evaluation of the efficacy or futility of the person’s advance treatment preferences.  People are often not informed about what they are agreeing to when they sign an Advanced Directive.

There may well be interpretation problems and more direct conflicts over the feasibility, efficacy or ethical context when physicians and family members disagree on the meaning of individual preference statements. Ambiguity and conflict may also occur in more general advance care directives that specify that the individual would link provision or continuation of treatment to the expectation of returning to a specific level of function or quality of life.  Advance directives do not obligate care providers to provide a specific treatment or form of supportive care. Care providers are most likely to accommodate advance directives when the patient or family member proxy had previously communicated their values and care preferences. 

Most people do not update their advance directives, and family members may feel that a dated advance directive does not reflect the patient's current thinking. Sometimes medical staff may be unaware that an advance directive exists, which also makes them less effective. 
Proxy decision-making may also be complex because people with disabilities may have been estranged from their families of origin or living in long-term care facilities. This can make end-of-life decision-making very difficult because family members with little current knowledge of the lives or values of the individual who may re-enter a patient’s life and participate as a proxy in end of life decisions. The role of informal care providers must also be considered, as there is a lack of clarity regarding family/support circle member roles in the withholding/withdrawing of treatment, and lack of clarity or capacity when acting in the role of advocate or proxy decision-maker.

One key initiative in the ethics theme research involved the development of a framework that  defined in advance their  preferences for end of life treatment and non treatment.  Over the course of the project, this framework was revised to focus on discussing acute care preferences in acute care situations and discussion with providers in end of life care.  The initiatives developed alternative and more enabling formats for advance directives and proxy relationships including decision-making tools that provide a means for recording and communicating people’s narratives as a way of elaborating on conventional Advanced Directives.  Our findings overwhelmingly support the practice of naming legal healthcare proxies to represent people who cannot participate in making their own healthcare decisions  (Wiebe 2005).
Impacts of Medical education on Students and Physicians’ Approaches to End of Life Decision Ethics
The ways in which physicians engage ethical issues in end-of-life decision-making is likely to influence the care which they provide to patients with disabilities. Our research emphasizes the need for physicians to develop a broader understanding of disability within a social and political context of structural barriers and to consider the impact of professional and  legal policy on end of life care options (Kaufert et al 2010).  
Our analysis documents the need for disability studies content in bio ethics training that includes the social model of disability and precepts of independent living paradigm.  Our research confirmed the continuing presence of a “hidden curriculum” in medical education that promotes the medicalization of  decision-making at the end-of-life by emphasizing the pragmatic approach to clinical and “empirical” solutions to the client’s  impairment or chronic disease and place less emphasis on the social and political  context of socially constructed disability.
Our research confirms the impact of medical education on knowledge about disability and approaches to ethical decision-making.  Data suggests that this exposure may influence physicians’ relationships with persons with disabilities and shape physician competency in understanding the lives and values of these persons in ways that facilitate informed co-participation in decisions involving care at the end of life.
Overcoming barriers to access to palliative care among members of diverse communities. 
Access to palliative care and hospice has increased over the past three decades, but not for the members of all communities. The ethics theme of the VP net focused on barriers  shared by persons with disability and  members of other diverse and overlapping communities defined in terms of ethnicity, indigenous identity or  remote location,  that share the experience of socially constructed disadvantage resulting in unequal  access to palliative care.

Indigenous people in Canada have been identified as having the lowest levels of access to palliative care (Senate Committee on Social Affairs, Science and Technology, 2000).  Research findings emphasized the impact of barriers to achieving adequate control of pain, limitations in access to family and community support systems and diminished capacity to provide appropriate cultural and spiritual care (du Boulay 2007).

Some of the key themes defining requisites of care supporting a “good death” included: 

“ A good death in the traditional context is a spiritual journey of ‘coming home’ to one’s origins and one’s people . This means that the care environment of the dying patient allows safe physical and emotional space for extended family involvement and spiritual practices” (Kaufert et. al 2011: 4)

“ These challenges are more profound in northern and First Nations communities where lack of capacity for personal care and pain control often forces individuals out of their own communities and into an urban landscape with few supports for the dying person” (Kaufert et. al 2011: 18)
Ethical Safe Space: the use of inclusive public forums as a way of understanding contested  policies and decision frameworks  in end of life ethics

The “Ethical Safe-Space” component within the cross-thematic collaboration has focused on ethical dimensions of decision-making, and the experiences of people with disabilities, professional care providers, family members and others who facilitate decisions.  It culminated in a day-long forum that brought together the research team, persons with disabilities, medical professionals and policy makers to engage in dialogue.

During the course of the research, the College of Physicians and Surgeons of Manitoba released a Policy Statement (2008) asserting the authority of the physician in situations involving contested decisions to initiate or discontinue life-sustaining treatment.  This Policy Statement provided a focus for much of the ethics work that followed, as it was considered problematic to many disability advocates.

Contested policy and ethical frameworks for making decisions about withdrawing and withholding life supporting treatment may influence both the perspectives of palliative care providers and patients referred to palliative care facilities. The law in Canada today has clearly established the principle that a patient has the right to refuse or discontinue medical treatment, notwithstanding that a physician may believe treatment ought to be given or continued (Rodriguez, 1993). However, the law is much less clear on the issue of whether a physician has the right to unilaterally refuse to treat a patient, notwithstanding the wishes of either the patient or his or her family. 
The primary objective of this initiative was to develop and evaluate the impact of a unique process of knowledge translation by developing a community forum in which a contested area of professional policy and end of life ethics could be debated by all stakeholder communities in an environment was both safe and accessible. The model and actual event applied the concept of “ Ethical Safe Space” developed by the Cree bioethicist, Professor Willie Ermine (2007).
Critical to the legacy of the project is the importance of understanding knowledge translation and ethical space as democratic, non adversarial processes that facilitates discussion between medical professionals and members of the community. Evidence of the need for discourse about ethics and end of life decision-making between and among academics, health care providers, and people experiencing vulnerability was made clear by the interest generated prior to, during and after this conference (Kaufert et al, in press).  
