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i.  Conference Overview 

Rhonda Wiebe, Joseph Kaufert and Lea Neufeld

This conference was designed to provide an opportunity to exchange information and discuss ethical understandings of what has increasingly become a complex issue for both Manitobans and Canadians. This event was part of the work of the Vulnerable Persons New Emerging Team (VP-NET) project examining end-of-life decisions for persons made vulnerable. Populations considered particularly at risk in decision-making situations include persons with chronic illness, disability, the elderly, and other socially marginalized groups. Participants were provided a balance of perspectives that supported a variety of ways in which end-of-life decisions are made. 

This one-day event included sessions that introduced ethical, legal and policy overviews of activity in Canada concerning the withholding/withdrawal of medical treatment and end-of-life decision-making. 

The impetus for this conference grew out of data from the research of the ethics theme and other areas of VP-NET data that indicated a significant concern expressed by persons experiencing vulnerabilities, their families, service providers, disability advocates and healthcare providers regarding confusion around frameworks for end of life decision-making. Coincidently, the College of Physicians and Surgeons in Manitoba had released a statement on withholding and withdrawing life-sustaining treatment the previous February that raised considerable questions amongst interested stakeholders in our province. We invited a representative from the College to share with participants the genesis of the statement and what influenced its formation. Additional conference speakers introduced some commentary on the CPSM Statement in comparison with documents from other provinces. Presenters discussed the impact of such controversial court cases as Lavallee and Sawatzky on policies and laws across Canada. A group of five panelists provided expert ethical, medical, legal, nursing, and disability studies perspectives on two particular points within the CPSM statement, namely: how does one define the goal of minimal treatment; and, how should we understand the role of the physician’s authority?”

i. The Context: VP-NET research on ethical dimensions of end-of-life decision-making for vulnerable persons  

The Ethics Theme is one component of a five year multidisciplinary research team, the Vulnerable Persons New Emerging Team (VP-NET.)  The overall goal of the team is to collectively build an interdisciplinary framework for understanding 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. One component within the cross-thematic VP-Net collaboration has focused on ethical dimensions of decision-making. Examining the experiences of people with disabilities, professional care providers, family members and others who facilitate decisions in potential end-of-life situations are key to the Ethics Theme.

ii. Previous VP-NET Activities

The work of Dr. Joseph Kaufert, Rhonda Wiebe and, until May 2008 Lisa LaBine (Faculty of Medicine, University of Manitoba) entails identifying the value systems and clinical decision frameworks of people with disabilities, their family/support circles, and service providers concerning health care for people with disabilities who face critical end-of-life circumstances. The research involves conducting in-depth interviews and focus groups with physicians and other healthcare providers, non-medical service providers, legal and ethical experts, people with disabilities and members of their families/support circles, and disability rights and patient advocates. Research findings highlighted for this report pertain to the re-framing of two social concepts – that of vulnerability, and end-of-life.

The goal of previous VP-NET events and endeavours has been to create dialogue-based relationships between health care providers and people who experience vulnerability. In 2006, the VP-NET held a Spring Institute which explored “A Good Life until the End: Palliative Care and People with Disabilities.” Its purpose was to create an environment for mutual engagement between people with disabilities and palliative and other physicians concerning the issues of devaluation and resource allocation. This dialogue was further developed through “Voices at Dying: Dying to Be Heard,” a dramatic presentation written and produced by Heidi Janz, VP-NET post-doctoral fellow and playwright.  Using drama was a powerful medium to convey knowledge about the issues surrounding people with disabilities and end-of-life care.

A second VP-NET Think Tank in 2007 focused on synthesizing and documenting the knowledge and experiences of participants’ vulnerability during end-of-life. The data collected from this Think Tank has been and will continue to be used to create documents furthering the dialogue between the two communities.

Part of the narrative of many people with disabilities gleaned from individual interviews, focus groups and community forums documented in all four thematic areas of the VP-NET is the perception that their quality of life is significantly devalued within their wider socio-cultural environments. This social devaluation occurs at personal, familial, community and systemic levels, including professional settings that involve healthcare decision-making. It also occurs in news media, literature, film and television. Such persons are portrayed as one-dimensional characters that lose dignity and autonomy as a result of disability, and these losses culminate in decisions that can involve either the choice for them to end their own lives, or the choice on the part of someone else to end their lives for them. The pervasiveness of social conditioning through media and cultural exposure provides little accountability or scrutiny of possible discrimination, and the disability community has vocalized its concern that healthcare professionals, including those that make end-of-life decisions &/or those who develop policies that direct such decisions, do not adequately take into consideration how they are influenced by the social devaluation of people with disabilities. 

These events and other areas of our research strongly indicate that people with disabilities and others facing vulnerability demand full participation in decisions about their own healthcare. People want the opportunity to participate fully in treatment decisions, including those involving end-of-life deliberations, by situating these decisions within the context of their own life experience. 

iii. The Conference: An example of alternative approaches to knowledge translation 

Operating grants from the Canadian Institute of Health Research (CIHR) are contingent on the capacity for recipient scholars to plan and implement knowledge translation (KT) gained as a result of research. CIHR’s definition of knowledge translation and its relationship to health research is summarized as: 

The exchange, synthesis and ethically sound application of knowledge within a complex system of interactions among researchers and users - to accelerate the capture of the benefits of research through improved health, more effective services and products and a strengthened health care system.(Focus report No 18, 2007)

Although this definition has been modified to describe the contributions of various areas of research, including those in biomedical, clinical, health systems services and population and public health spheres, it does not fully engage the reciprocal flow of knowledge between stakeholder groups in participatory initiatives. The experience of the VP-NET project and interviews with stakeholder groups by the ethics theme emphasized the need for KT to encompass two way Knowledge Transfer between individuals with specific expertise in the consumer community and stakeholders in health research, service provider and bioethics communities.
Frequently, models of KT are based on dissemination of research products that are empirically derived; in other words, the baseline validity criteria exist to support a single “best answer.” However, policy, law and bioethics research often focuses on issues that are unresolved or contested where no final consensus has been achieved. This posed an interesting and unusual challenge for the VP-NET team: how can KT be implemented when the research indicates there are alternative, and at times conflicting, values and interpretations of valid knowledge and its applications in ethical decision-making and policy development?

The VP-NET research team developed comprehensive qualitative data on the perspectives of the major stakeholder groups and these narratives showed areas of disagreement on fundamental issues including interpretation of quality of life, efficacy of life-supporting care interventions, and the ultimate authority in decision-making and resource allocation. However the primary function of the End of Life Ethics & Decision-Making workshop was to bring spokespersons for these positions into an accessible forum rather than summarizing the extensive narrative data from the ethics focused VP-NET research. The forum also focused on an actual policy and its current impact on fundamental decision-making by clinicians and the related concerns of vulnerable persons, organizations and family networks representing their interests.

iv. The Context of the Workshop as Safe Ethical Space

One way to meet this challenge was to develop an alternative approach to knowledge translation in ethical and policy contexts where there is no consensus by situating alternative perspectives and their advocates in an open and transparent forum. These venues enabled stakeholder groups and individuals to define and discuss differing values and policy perspectives. This was achieved through the KT initiative in the third phase of the VP-NET project which brought the alternative values and policy frameworks in a contested policy into a domain that included both relevant stakeholders groups and the general public.

v. Assuring Accessibility and Balanced Representation

The prior history of limited interaction between the disability community, the medical profession, and the legal system consisted of sometimes opposing perspectives on: 

· Ethical approaches to decision-making at end-of-life, and 

· Policies on withholding and withdrawing of life-sustaining treatment. 

Such previous discourse made it imperative that this conference be accessible and inclusive of stakeholders with all points of view. Planners implemented the following key components to ensure fair representation and dialogue: 
1. All participants were to be assured of adequate time, communication access (e.g. availability of American Sign Language interpretation and brailed documents)  and unbiased facilitation; 

2. The event needed to be designed as a “community commons” where all perspectives could be shared in a “safe ethical space” without fear that opposing voices might face future retribution; 
3. Presenters and panelists represented a wide variety of population sectors, some of whom developed their expertise in academic settings and others from life experience. The planning work group made the decision to forego the use of titles such as “doctor,” “professor,” etc. in order to encourage a sense of equality between presenters.

4. A moderator that was well-established as demonstrating a fair and balanced public interest needed to be engaged. Terry McLeod, host of a CBC Radio provincial morning show, is a well-known and highly regarded Winnipeg figure. He was approached and agreed to play this role. 

5. Key speakers who were able to present both balanced and critical perspectives on professional practice, policy initiatives and disability concerns at provincial, and national levels needed to be identified and recruited; 

6. A cultural context of mutual respect and civility for the meeting needed to be established. 
7. A context that avoided over-representing or stereotyping a single perspective needed to be fostered and exhibited to the media reporting on the event; and 

8. Prior to the conference, print and other media had played a significant role in giving visibility to issues discussed at this event. The planning work group engaged the services of a media liaison to develop connections with local and national radio, television, internet and print media representatives and to provide them with direct, accurate information about the purpose of the event and the information presented. The media coordinator arranged interviews between conference speakers and local and national news representatives, and collected all news coverage pertaining to the event for the VP-NET research team.

Because of the linkage between the event and the overall research initiatives sponsored by the VP-NET, it was also imperative that the planning work group extend the focus regarding issues in end-of-life treatment policies to a wider national context in order to recognize the diversity between provinces and individual health care facilities.

II. Policy Context & Alternative Perspectives: A Local Case Study
Rhonda Wiebe and Joseph Kaufert

A combination of factors provided the VP-NET team with the impetus to move forward to develop an opportunity for a Knowledge Transfer activity in the spring of 2008. These factors included insights gained from the research and dialogue of the previous VP-NET endeavors.  However, additional events happening on a much larger scale not only affecting Manitobans but with potential repercussions for the rest of Canada were also occurring. Our decision to focus on policy and ethical dimensions of decisions to withdraw or withhold life-sustaining treatment provided a public forum to examine a contested issue in end of life care and ethical decision-making.  

The event used a case study-based approach to examine the range of perspectives in relationship to a current policy issue. The College of Physicians and Surgeons of Manitoba (CPSM) had released a Statement on the Withholding and Withdrawing of Life-Sustaining Treatment early in the spring of 2009 which garnered considerable public attention. The development and distribution of its initial draft was perceived by some members of the ethics and disability communities as having been accomplished with very limited public consultation. The subsequent release of the final draft created considerable reaction, particularly because the policy implications were seen as challenging the participation of patient and family input in contested treatment decisions.  

A public court case was before the Queen’s Bench concerning whether physicians had the right to make a unilateral decision to withdraw treatment from a patient in a local Winnipeg hospital. This case garnered world wide media attention, and had direct impact on our conference planning. Some speakers were prohibited from making reference to the case because they had direct or indirect involvement in the ongoing legal proceedings. 

The premise for this conference therefore was to develop an opportunity for knowledge transfer that involved mutual exchanges of ideas concerning the ethics of end-of-life decision-making between medical professionals, ethical and legal experts, and persons from the disability community. We did so by inviting the larger public to participate within the setting of a Faculty of Medicine, bringing community perspectives into a university setting linked with Manitoba’s largest healthcare facility.  This facilitated participation of physicians and other health professionals, educators, experts in bioethics and law and policy makers/ administrators. Speakers addressed real policies and case law as examples demonstrating ethical difficulties and frameworks for future development.

i. The Process: Developing the Conference within a Community Context
The VP-NET research findings indicated it was necessary to develop an opportunity for the exchange of varied and even contested knowledge if our intent was to provide an unbiased forum to discuss the ethics of end-of-life decision-making and its effects on people with disabilities and others who are vulnerable. Conference topics selected by the planning work group included: 

· Ethical issues inherent in decision-making; 

· An overview of Pan Canadian case law and other legal activities associated with end-of-life decision-making; and 

· A national overview of provincial health policies concerning the withholding and withdrawing of life-sustaining medical treatment.  

ii. The Planning Work Group

Strong and sustained interest by the larger community began with active involvement in the earliest conceptual stages, and remained throughout the planning and implementation of the event. The conference was co-sponsored by the VP-NET, the St. Boniface General Hospital Health Care Ethics Service and Community Health Sciences, University of Manitoba. The planning work group consisted of Dr. Joseph Kaufert and Rhonda Wiebe (VP-NET Ethics theme), Dr. George Webster and Pat Murphy (clinical ethicists from St. Boniface General Hospital, Winnipeg), Jim Derksen (disability community advocate) and Lindsey Troschuk (project manager.) Additional community, academic and government groups assisted in publicizing the event to their various memberships, including the Manitoba League of Persons with Disabilities, Community Living Manitoba, Community Living Winnipeg, the Faculty of Law and Faculty of Medicine at the University of Manitoba, the Disability Issues Office of the Province of Manitoba, the VP-NET and numerous other organizations. 

The priority throughout all planning stages was to provide an accessible and inclusive forum enabling people with disabilities, advocates and professionals from the disciplines of medicine, law, bioethics, nursing, spiritual care, and disability studies to present their positions on a new policy defining the roles of physicians in the withdrawal and withholding of life-sustaining treatment. The diversity of registrants participating was one indication of the strong ties forged by conference planners into various stakeholder groups.

iii. Facilitating Access

Creating an open, accessible forum placed demands on conference planners to remove any anticipated barriers to full participation.  Provisions to promote accessibility included: 
· Selecting a moderator, who had the confidence of the wider public, was well-known and respected in the larger community, and who had not been affiliated with either side of the issues being discussed at the conference. The working group approached Terry McLeod, a local CBC radio host, to act in this capacity;
· Choosing an appropriate meeting space with a ramped podium, 
· Using ASL (American Sign Language) interpreters and an amplified sound system for persons with hearing impairment; 
· Making Braille programs and other conference literature available on request; 
· Translating conference presentations into “plain language” for persons with cognitive disabilities or literacy issues; 
· Using attendant services for persons requiring physical assistance;
· Designating accessible parking spaces; 
· Providing a free lunch and nutrition break; and, 
· Eliminating any registration fee so that no one would find the conference cost-prohibitive

III. CONFERENCE PRESENTATIONS

MORNING SESSION I
Welcome: Continuing a Dialogue in Contested Areas

Joseph Kaufert and Rhonda Wiebe

Joseph Kaufert is a Professor in the Department of Community Health Sciences, Faculty of Medicine University of Manitoba. He is the co-investigator and leader of the ethics theme for the Vulnerable Persons New Emerging Team (VP-NET) grant. Rhonda Wiebe is a researcher with the ethics theme, VP-NET and chair of the working group for the Ethics and End of Life Decision-Making Conference. She served as chief organizer for this event.

Joe Kaufert and Rhonda Wiebe welcomed attendees and participants to the one day conference. They emphasized that their primary role as organizers was to create an atmosphere of respectful dialogue and knowledge exchange. Kaufert drew attention to the diversity of both audience and presenters. 

Today there are a wide range of speakers coming from disciplines representing policy from the College of Physicians and Surgeons perspective, speakers with special expertise in ethics and law, including our keynote speaker Jocelyn Downie from Dalhousie University and people from across Canada who have been very involved in this issue. I think within our community there is a willingness of people to come together in a mutual space to talk about the issues and to be clearer about the kinds of perspectives there are. I think…[this] represents the ideal of ethics that …Willie Ermine, the Cree ethicist, talks about as “ethical safe space” – that you come, you allow your values to be articulated in a common ground that allows people to talk about it.

Rhonda Wiebe explained the planning process that facilitated accessibility at the conference. Drawing attention to these efforts at equalization was yet another step to create a safe space where all people could participate. She connected the diverse perspectives among presenters with the diverse ways in which people take in information; through Braille, American Sign Language, plain language translation, etc. 

Take a moment to think about diversity, about differentness…we want end of life decision-making to be our focus today, and of equal importance, we want diversity to be the lens through which we gain our focus… How do we have a dialogue when people have strong convictions and passions on one side or another? If we’re stuck and don’t listen, learn or do any adjusting, we’re going to be at the same place at the end of the day as we were at the beginning. But if we view the issues through the lens of diversity, we’ll gain new information. We’ve assembled a group of presenters who will provide legal, ethical, medical and disability rights perspectives and we hope you will see this as an opportunity to expand what you know, what you feel, and what you believe.

The welcome concluded with an introduction of the day’s events, housekeeping details, and the introduction of Bill Pope, the first speaker of the morning.

3.0  CONFERENCE PRESENTATIONS

MORNING SESSION II
Summary of the CPSM Statement on Withholding and 
Withdrawing Life-Sustaining Treatment 

Bill Pope
Bill Pope, Registrar and CEO of the College of Physicians and Surgeons of Manitoba (CPSM) provided participants with a summary of the College’s Statement on Withholding and Withdrawing Life-Sustaining Treatment, defining the role of the CPSM, as “a regulatory body for physicians in Manitoba responsible for qualifications, standards of practice, and discipline for physicians”. Pope stressed that the jurisdiction of the College’s standards applies to physicians, and not to other members of the medical community. 

The primary purpose of the CPSM Statement is to provide a process, standards and ethical guidelines that will assist physicians when making decisions around withholding and withdrawing life-sustaining treatment. The College sees the Statement as an aid for greater consistency and transparency in the decision-making process so that incidences of irresolvable conflict will be minimized. 

The Statement sets out guidelines in terms of the role and legal obligations of a physician. These include: legislations, communication, capacity and decision-making authority 

1.
Legislation

Provincial legislation remains ambiguous in terms of who has legal authority to make decisions regarding the withholding and withdrawing of life-sustaining treatment. The legal context of the Statement acknowledges that “neither legislation nor the common law recognizes a right to demand life-sustaining treatment”. This means that without a healthcare directive, or healthcare proxy, or by court appointment, “no one including the patient’s next of kin has legal authority to consent to or refuse medical treatment including life-sustaining treatment on behalf of an adult patient”. Further,

The Manitoba courts have recognized that physicians have the authority to make medical decisions to withdraw or withhold life-sustaining treatment from a patient without the consent of the patient or the patient’s family, and physician’s legal authority to make those kinds of decision is subject to very significant corresponding legal duties and ethical obligations. These duties include but aren’t limited to specific duties associated with informed consent, patient confidentiality and the duty to exercise reasonable care and not to expose the patient to unreasonable risk of harm. Legislation provides that the death of a person takes place at the time at which irreversible cessation of all that person’s brain function actually happens. 

Pope specified two Manitoba court cases, Child and Family Services of Central Manitoba v. Raymond Lavallee (1997) and Sawatzky v. Riverview Health Centre, Inc (1998) that have affected provincial legislation and, in turn, the contents of the CPSM Statement: The Lavallee decision, which Pope proposed as binding in provincial law, stated that physicians are not obligated to take “…heroic measures to maintain the life of a patient in an irreversible vegetative state.” Justice Twaddle, the presiding judge on the case stated: 

The only fear a doctor need have in denying heroic measures to a patient is the fear of liability for negligence in circumstances where qualified practitioners generally would have thought intervention warranted. The conclusion that neither consent nor court order in lieu is required for a medical doctor to issue a non-resuscitation directive when in his or her judgment the patient is in an irreversible vegetative state is the situation. Whether or not such a direction should be issued is a judgment call for the doctor to make, having regard to the patient’s history and condition and the doctor’s evaluation of the hopelessness of the case. The wishes of the patient’s family or guardians should be taken into account, but neither their consent nor the approval of a court is required

Pope stressed that though Manitoba courts recognize the unilateral decision-making authorities of physicians in terms of withholding or withdrawing life-sustaining treatment, “the physician’s legal authority to make such decisions is subject to significant corresponding legal duties and ethical obligations.”
2.
Capacity and decision-making

If persons have not completed a healthcare directive, or appointed a legal health care proxy, and if such persons lack the capacity to make decisions, the protocol outlined in the CPSM Statement is to “consult with or seek consent to treatment from a member of the patient’s family. This practice is not specifically sanctioned by legislation in this province, but it is consistent with physician’s legal obligations.” In terms of decision-making authority, the physician has the authority to make unilateral decisions for the patient. 

When the patient has the capacity to engage in decision-making about withholding and withdrawing life sustaining treatment, they have: 

The right to consent to and/or refuse medical treatment including life-sustaining treatment where it’s possible for the patient to give or refuse consent. The consent or refusal must be voluntary and informed, in that the nature of the treatment and its benefits, risks, and alternatives to treatment are understood. 
3.
Communication
One of the ethical obligations of doctors outlined in the CPSM Statement is to emphasize open communication with an ultimate goal of building consensus and understanding between physicians and patients. In order to facilitate consensus-building and understanding, the physician has “an ongoing obligation to communicate with his or her patient, proxy, or representative and where appropriate the patient’s family, about withholding or withdrawing life-sustaining treatment from the patient”. The patient, “either on his or her own behalf or through a proxy or representative has the right to participate by open and honest communication with the patient’s physician.” Throughout this dialogue, the physician has the responsibility to maintain patient confidentiality.

4.
The Code of Conduct 

Pope outlined the following points from the College code of conduct:

· Provide your patient with the information, alternatives, and advice they need to make informed decisions about their medical care and answer their questions to the best of your ability.

· Make every reasonable effort to communicate with your patients in such a way that information exchanged is understood.
· Recommend only those treatments and diagnostic procedures that you consider to be beneficial to your patient.

· Accept the right of any competent patient to accept or reject any medical is recommended.

· Ascertain wherever possible and recognize your patient’s wishes about the initiation, continuation, or cessation of life-sustaining treatment.

· Respect the intentions of an incompetent patient as they were expressed before the patient became incompetent.

· Treatments that offer no benefit and serve only to prolong the dying process should not be employed. However when appropriate, an effort must be made to explain non-provision or futile treatments to patients and families.

· When the intentions of an incompetent patient are unknown and when no appropriate proxy is available, render such treatment as you believe to be in accordance with the patient’s values or if these are unknown, the patient’s best interests.

· Respect your patient’s reasonable request for a second opinion from a physician of the patient’s choice, and be considerate of the patient’s family and significant others and cooperate with them in the patient’s interests.

5.
Definition of Terms

The CPSM Statement provides a definition of its terminology “to ensure that consistent and clear language is used throughout the statement document.” Pope stated that “definitions in the document don’t always reflect the meaning of the terms used in other contexts”. Terminology outlined in the CPSM Statement (2008) includes:

Family: Persons recognized by the patient as being closely linked to the patient in knowledge, care and affection, including not only biological family and those linked by marriage, but also the patient's chosen family.
Proxy: The person who is legally authorized to make healthcare decisions on behalf of the patient in circumstances where the patient lacks the capacity to make such decisions, including, but not limited to, a healthcare proxy appointed in a healthcare directive.

Representative: The person who represents the patient and/or the patient’s family in discussions about the patient’s healthcare where the patient lacks the capacity to make healthcare decisions and there is no proxy or it is not possible to communicate with the patient or the proxy for any reason. 

Life-sustaining treatment: Any treatment that is undertaken for the purposes of prolonging the patient’s life and that is not intended to reverse the underlying medical condition. 

Minimum goal of Life-sustaining Treatment: Defined as the maintenance of or recovery to a level of cerebral function that enables the patient to: (a) achieve awareness of self; and (b)achieve awareness of environment; and (c) experience his/her own existence.

5.
Guiding Principles 

Pope outlined the guiding principles set out by the CPSM Statement. They include:

1. A patient is not just a physical being but is a person with a body, mind and spirit, expressed in a human personality of unique worth. 

2. Human life and dignity must be respected, recognizing that death is a natural and inevitable event.

3. Issues relating to the end-of-life should be addressed in a supportive manner.

4. Good communication with patients, proxies, representatives and amongst physicians and other members of the healthcare team is essential to the provision of a high standard of medical care.

5. The ethical foundation of the relationship between physician and patient are the sometimes competing principles of beneficence, non-malfeasance, respect for patient autonomy and justice, and none of these principles should be considered in isolation. The physician’s primary goal of treatment is to restore or maintain the patient’s health as much as possible, in a manner that maximizes benefit, minimizes harm, and recognizes the objectives of the patient.

6. A physician cannot be compelled by a patient, proxy, representative or member of the patient’s family to provide treatment that is not in accordance with the current standard of care. 
7. When restoring or maintaining of health is not possible, the physician’s primary goal becomes palliative care focused on patient comfort.

8. The physician has an ongoing obligation to communicate with his or her patient, proxy, or representative and where appropriate the patient’s family, about withholding or withdrawing life-sustaining treatment from the patient.

9. A patient either on his or her own behalf or through a proxy or representative has the right to participate in decisions about withholding or withdrawing life-sustaining treatment facilitated by open and honest communication with the patient’s physician.

10. The physician must maintain patient confidentiality and is only authorized to disclose personal health information about the patient to others including members of the family with consent of the patient or the legally authorized proxy except in very limited circumstances.

11. A patient has the right to consent to and/or refuse medical treatment including life-sustaining treatment where it is possible for the patient to give or refuse consent. The consent or refusal must be voluntary and informed, in that the nature of the treatment and its benefits, risks, and alternatives to treatment are understood.

12.  A physician cannot be compelled to withhold or withdraw life-sustaining treatment from a patient where that physician believes that continuing the treatment is in the patient’s best interests unless the patient has made an informed decision to refuse treatment. 

In November 2004, a working group was established to examine:
…sample policy and propose a statement that addresses physician involvement in these decisions, and  that statement was to be consistent with current legal and clinical standards of good practice, that would set clear and workable ethical standards for quality care, that would provide a resource for doctors for development of practices which can be implemented together with institutional policies or outside of an institutional setting, that inspires public confidence in the medical profession, and that encourages broad and meaningful consultation prior to withholding or withdrawing life-sustaining treatment.

This group consisted of people from a variety of backgrounds, including:

…emergency care, critical care, general surgery, geriatric medicine, long-term care, family medicine, clinical nutrition, anaesthesiology, paediatrics, paediatric emergency medicine, paediatric palliative care, paediatric critical care, palliative care, nursing, hospital administration, program administration, academic administration, clinical ethics, pastoral care, and…public representation. 

The proposed Statement was distributed widely by the CPSM to a variety of stakeholders. Feedback was reviewed and recommendations on potential changes made. There were divergent opinions on the proposed Statement, as well as a flurry of media coverage in response to its release. 

Pope looked specifically at the “Medical, Legal and Ethical Context” portion of the Statement, stating this section: 

…makes it clear that the Statement is necessarily limited to ethical requirements for physicians and standards of care. It stresses that the College cannot impose legal obligations or create legal rights in respect to physicians, nor can it impose legal or ethical obligations on other health care providers or on institutions, and likewise it cannot create legal rights for patients. The Statement also summarized significant aspects of the legal context in which it has been developed, in order to make clear the constraints within which the College operates in trying to address this issue. 

6.
Requirements

According to Pope, the requirement components of the CPSM Statement outline mandatory stages with which physicians must comply in situations where withholding or withdrawing treatment is being considered.  These general requirements apply “in all the circumstances and are the only requirements when there is consensus between physicians and a patient or proxy.” When consensus is not reached, there are specific requirements that supplement and/or modify the general requirements. Four main components of the process outlined in the Statement include:
Clinical assessment: The requirements emphasize clinical assessment based on the best available clinical evidence including encouraging consultation with another physician where appropriate and requiring it where a physician is uncertain about any aspect of the assessment.
Communication: The requirements mandate communication with physicians, proxies, and patients, and good communication about withholding or withdrawing treatment as early as possible and where possible before the treatment is actually withheld or withdrawn. The general requirements for communication are that the physician has a responsibility to identify and communicate fully with the patient, proxy or representative and he or she should use others such as social workers, pastoral care, ethics, and patient advocacy members of the healthcare team to assist with difficult decisions. Also it is very important that the Statement identifies the areas that are difficult for patients, proxies, and representatives and requires that they be explored and that support be provided. 

Implementation: The general requirements for implementation are that when there is consensus between the physician and the patient or proxy, treatment may be withheld or withdrawn and this process should be implemented in as timely a manner as possible… the Statement also identifies the need to ensure that other family members who are not involved in the decision should be notified quickly. 

Documentation: The general requirements necessitate accurate and complete documentation of the pertinent details of the assessment and the interaction with the patient and anyone else involved appropriately. Accurate and complete documentation is absolutely mandatory. The Statement outlines the specifics of this documentation especially when consensus has not been reached. 

The CPSM Statement outlines more specific requirements that supplement and/or modify the general requirements when consensus between the physician and patient/proxy is not reached. Pope noted such situations in which the specific requirements apply as: 

1. The physician offers treatment but it is declined by the patient, representative or proxy. In this situation, 

…the additional requirements on the doctor focus on ensuring that any decision to decline treatment is informed and voluntary and made by someone with the legal authority to do so. 

2. The physician decides the minimum goal is not realistically achievable and life-sustaining treatment should be withheld or withdrawn, but the patient/proxy/representative demands the treatment continues to be administered.  In this situation, 

Physicians are not required to reach consensus before withholding or withdrawing treatment, but if possible they must consult with another physician. Where the consultation concludes that the minimum goal is realistically achievable, the physician who sought the consultation must either provide that treatment or facilitate the transfer of care to another doctor who will provide the treatment. Where the consultation concludes that the minimum goal is not realistically achievable or it is not possible to consult with another physician, the physician who sought the consultation may withhold or withdraw treatment without consensus but must firstly advise the patient or the proxy that the consultation concluded that the minimum goal is not realistically achievable, or that it was not possible to consult with another physician and attempt to address any remaining concerns and of the specific location, date and time at which the treatment will be withdrawn or withheld

3. The physician decides that while the minimum goal for treatment is achievable, the treatment will be withheld or withdrawn and the patient/proxy/representative disagrees with this decision and demands treatment. In this case, 

…the physician must consult with another doctor. Where the consultation concludes that treatment should not be withheld or withdrawn the physician who sought the initial consultation must either provide that treatment or ensure that there is transfer of care to another doctor who will provide the treatment. Where the consultation concludes that treatment should be withheld or withdrawn and there is still a demand for treatment, the physician must attempt to address the reasons directly and with a view to reaching consensus. When consensus can’t be reached the physician may withhold or withdraw life-sustaining treatment in the case of a patient proxy only after ninety-six hours advance notice to the patient or the proxy. In the case of a representative the physician must exercise discretion as to what notice should be provided to the representative before treatment is withheld or withdrawn. All the general requirements are present here; please note the importance of considering assistance from other team members, and as well we also suggest considering a timed trial of therapy and again of course obtaining assistance from others. 

4. Emergency situations where communication between the patient/proxy/representative cannot occur.  In this case,

 …the physician must make a rapid assessment based on the patient’s clinical status as well as information from others who might have interacted with the patient including other involved members of the healthcare team, before deciding to withhold or withdrawn life-sustaining treatment. 

Finally, more specific requirements are considered in instances of cardiac arrest and resuscitation, and/or Advanced Cardiac Life Support, and Do Not Attempt Resuscitation Orders. In these situations,

A physician is not required to initiate or continue CPR or ACLS if, based on clinical assessment, he or she determines that the CPR won’t achieve the return of spontaneous circulation, or if resuscitation will not result in the patient’s achieving the minimum goal, or if the physician is uncertain about the clinical assessment, he must consult with another physician. Where cardiac arrest is impending and a decision has been made not to resuscitate, communication must be attempted with the patient or proxy or representative and this discussion must be documented in the patient’s medical records.

Pope addressed some of the more contentious issues around the Statement. The purpose of the Statement is it:

 …sets out requirements for physicians in the context of the process to be followed when we’re talking about considering withholding or withdrawing life support. It sets out clear and transparent clinical and ethical parameters within which decisions concerning life-sustaining treatment are made and it emphasizes thorough clinical assessment, in accordance with current standards with good communication. It emphasizes striving for consensus as opposed to obtaining permission. It emphasizes respect for privacy and confidentially of personal health. It emphasizes avoiding conflict and it emphasizes resolving conflict when it arises. The Statement ensures that decisions related to life-sustaining treatment being withheld or withdrawn wherever possible are reached at the earliest opportunity, that they follow a full discussion of the available options and that they are based on a consensus between the physician and competent patient capable of participating in the discussion. Before reaching a conclusion about withdrawing or withholding life-sustaining treatment, physicians must in all cases consult with patients and proxies and attempt to resolve conflicts that arise in the decision-making process if possible. In appropriate cases they must consult with the families of patients, particularly the families of those patients who are not competent and who don’t have a proxy. 

Pope stated that in terms of rights and obligations, the Statement, 

…strives to strike a balance between the rights and obligations of physicians and the rights of patients, proxies, and families. It recognizes that patients do not have an unfettered right to treatment that is not clinically indicated or clinically appropriate and that physicians do not have an unfettered right to refuse to provide treatment. Where legitimate interests compete, the Statement won’t compel a physician to provide treatment that is not clinically indicated in accordance with a current standard of care. The Statement provides a means by which a physician may refuse to provide treatment which that physician feels is not clinically appropriate and yet provides the patient or proxy with a realistic opportunity where possible to obtain a second opinion or transfer care to another doctor or initiate legal steps to prevent the treatment from being withheld or withdrawn. By necessity that may involve the physician’s providing treatment that he or she does not feel is clinically inappropriate in limited circumstances and for a limited time. 

Pope noted that aspects of the physician’s autonomy and the definition of minimum goal are contentious within the Statement:  

The Statement recognizes a practical reality, that there are clinical situations involving the life-sustaining treatment where a physician must have the authority to withdraw or withhold treatment without consensus and without formally seeking the approval of the patient or the patient’s family members. On the other hand the Statement imposes very expressed limitations on physician autonomy in these circumstances. In particular, it requires a physician to continue treatment even if that physician does not feel that continuing treatment is clinically indicated in the circumstances described for a certain period of time.

Pope defined the minimum goal of life-sustaining treatment:

The Statement is process-based and is designed to be flexible. It is premised on the fact that there is a minimum goal of life-sustaining treatment and it is essential to the Statement that the minimum goal is stipulated in clinical terms to establish clear and transparent parameters within which decisions about life-sustaining treatment may be made, particularly when there is a conflict.  

The working group that developed the CPSM Statement stressed that a clear definition of the minimum goal was important as a mechanism of patient protection from unilateral decision-making by physicians. Pope stated that the minimum goal limits the physician from making value judgments on quality of life:  

The working group believed strongly that the minimum goal as defined in the Statement provides patients with a substantial basis to pursue or advocate for receiving life-sustaining treatment, and at the same time it provides physicians with a clear and transparent reference point for determining when they as doctors have the right to withhold such treatment when it is not clinically indicated.

The Statement could have potential impact on the issue of resources: 
We expect that because of this Statement, patients or their proxies will be able to insist successfully on continuation of life-sustaining treatment in circumstances where those treatments are currently not being provided on a routine basis. Although the extent to which increasing access to life-sustaining treatment in the face of a recommendation from the treating doctor that such treatment be withheld can’t be predicted, it may markedly increase the number of critical care beds that are required in Manitoba.

The Statement might incur reaction from both the public and physicians who feel it is too limiting. Pope stated: 

Despite the fact that patients are in a better position to successfully advocate for continuing life-sustaining treatment, the College expected a negative reaction to this Statement from a certain group of patients because of the minimum goal and the acknowledgement in certain situations is that physicians can essentially act unilaterally. The reality is this already occurs and will always occur in the current healthcare system. That said, formal recognition of physician autonomy by some has not been well received. As anticipated, some physicians including ICU physicians in particular object to this Statement because of the limit it sets on physician autonomy, and/or because the minimum goal is considered to be too low. 

Pope summarized his presentation:

…the Statement outlines the ethical obligations of doctors and establishes a process they must follow before withholding or withdrawing life-sustaining treatment. The Statement is binding on all doctors and is intended to ensure that consistent criteria and processes are followed province wide. Decisions about end of life care are usually made by physicians together with either their patients or in the case of incapacitated patients, their proxies or representatives through thoughtful and open communication. These serious and important decisions are best made by patients and their doctors in an open and supportive environment without arbitrary or unnecessary requirements, and we hope that this Statement will limit the need for outside intervention in the rare cases of irresolvable conflict.

Conference planners requested that speakers participate in a question and answer exchange after their presentations. Pope prepared both questions and answers for queries he anticipated from the floor. These included:

Does this Statement give physicians more power to make unilateral decisions about end-of-life care? This Statement cannot create legal rights, standards of care and ethical obligations in respect to doctors. The standards of care it establishes must operate within the law of Manitoba. In fact it’s quite to the contrary, is the answer to this question. The CPSM Statement places additional obligations on physicians to communicate with patients and their families, and we believe this will mean that patients will have more involvement in decisions about life-sustaining therapy.
Can a member of the patient’s family demand that a doctor provide life-sustaining treatment to the patient? The short answer is no, but this Statement requires patient involvement in decisions about life-sustaining treatment, and it provides for greater opportunities to challenge a doctor who believes that such therapies should be withheld or withdrawn.
What about the social, religious, and cultural diversity of patients? Physicians are required to practice medicine in accordance with the law and appropriate standards of care, not based on an individual’s cultural, personal, and religious beliefs. By requiring that physicians base their decisions about life-sustaining treatment on clinical criteria it will mean that the decisions they make will not be influenced by age, gender, race, religion, or culture. That doesn’t mean that the religious beliefs and cultural considerations will be ignored. Certainly physicians will continue to honour and respect a patient’s right to refuse any treatment based on religion, culture, or personal choice.
Why do we need this Statement? Decisions about care at the end-of-life are among the most complicated and challenging faced by physicians at times involving difficult ethical as well as technical considerations. This Statement provides a framework to guide the process of communication and decision-making, enabling consistency of approach and clarity of expectations. Although cases of irresolvable conflict are rare, the Statement will allow for greater consistency and transparency when these decisions are being made. 

What is the impact of the Statement on the healthcare system? We anticipate this Statement will result in greater involvement by patients or their families in end-of-life care, and that’s a good thing. We would also hope that this tool will help facilitate greater communication about this difficult subject area, and if that translates into more challenges to decisions about this, so be it. There may well be an impact on ICU beds.
Will the Statement have any impact on a patient’s healthcare directive or a living will? No. The Statement is compliant with legislation about healthcare directives and living wills and it’s based on the premise that a healthcare proxy appointed in a healthcare directive is considered to be legally authorized to make healthcare decisions on behalf of the patient.
Is there anything that the average Manitoban should consider or do differently as a result of the Statement being issued? Not really. The Statement serves as a reminder of the importance of advanced care planning and designating a legal proxy.
When would the College be involved in an individual case? When there has been a complaint received against a doctor and it comes to the attention of me, the Registrar, or to one of my colleagues that there’s a concern that a physician has not complied with the requirements of the Statement.
Does the Statement deal at all with euthanasia? No, it does not.
Why four days? From the patient’s perspective, four days provides a reasonable opportunity for a patient or a proxy to either find another doctor or access legal advice or take steps to challenge the decision.
Why not longer? From a physician’s perspective, each additional day in this circumstance represents another day of pain and suffering in circumstances in which they believe treatment should be withheld or withdrawn, and therefore there is a limit to the time.
Why four days in Section C and not if the minimum goal can’t be met as in Section B? Because Section C deals with situations which involve quality of life issues and much more subjective criteria, where as Section B is based on clinical criteria and the assessment that the clinical goals cannot be met.
Additional comments by Pope:

In my opinion this is one of the two most emotionally charged issues in all of healthcare. The College introduced the Statement to bring consistency to the process across the province. We mandated patient involvement to protect patients and families. We have not created rights for physicians that were not already present under the law. We understand that this may create a need for more resources and we’ve already identified this to those involved. In certain situations we’ve required our members to permit time for a patient or family to appeal to the justice system if no consensus can be reached, and we note that such situations where there is no consensus are very rare. Despite the media’s suggestions initially that this Statement permits physicians to harm patients the truth is the exact opposite. This Statement greatly increases the protections and the involvement permitted to patients in situations where withholding or withdrawing life-sustaining treatment is being considered. And finally, I really want to emphasize that physicians enter the profession of medicine to help others. Their first responsibility is to their patients. If they make these difficult decisions it’s because they have taken an oath not to hurt or harm their patients, and they believe that by continuing therapies which are invasive, not therapeutic and often painful they are actively doing harm. The first principle of medicine still remains first, do no harm.

7.
Follow-up comments by Andy MacDiarmid

Pope’s presentation was followed by comments from incumbent CPSM President MacDiarmid who discussed the effects the Statement made on physicians and medical students. MacDiarmid also works as a specialist in internal medicine at St Boniface General Hospital, where they see “many of the very most ill patients in the hospital are cared for. It’s not an intensive care unit, but our patients do come and go from the intensive care unit, and we begin many of these difficult discussions about end-of-life care”. MacDiarmid used a current case from his work to illustrate how the Statement is useful for physicians, stating in his experience the principles contained in the document are helpful for communicating with patients and their families.  
Questions and discussion:

The first participant congratulated the College for undertaking the issues addressed by the Statement. She cautioned that the Statement should be used as a beginning point of a longer process. 

The next question was posed by Paul Henteleff, a retired palliative care physician, who asked how the CPSM Statement defines the “attending physician in a complex health care system when doctors work on a rotation.” Pope stated that, particularly in intensive care, the attending physician is clear, though many physicians may see a patient. 

Valerie Wolbert, President of People First of Winnipeg, a self advocacy group for persons with cognitive disabilities stated “the Statement is very difficult for people with intellectual disabilities to understand what it means and everything and especially if they don’t have a decision maker.”

Pope suggested that although the Statement was written to help guide physicians, he understood the importance of making the document accessible, stating:

..I think it is something that we will have to seriously consider, how… and the difficulty is that any plain speaking may not catch the nuances of course of what we’re trying to say, so it won’t be easy, but I have remarkably good legal counsel who also know how to plain speak as well as do the language... I appreciate what you’re saying and we will look to see whether we might be able to have some kind of shorter accompanying document which puts the pertinent points out that would be available to the public on the website, I think that’s an excellent idea…

The same participant suggested other formats in which the Statement might be re-produced in order to increase accessibility, including symbols, computer captioning and Braille. 

A physician posed two questions pertaining to medical and legal aspects of the Statement. 
… I heard you enumerate all the specialists who had input to it and it seemed like the whole panoply of medical specialties, save allergists and dermatologist, but there was one that was omitted and I’m shocked. You said nothing about neurologic input. This seems to me to be quintessentially neurologic. We heard about a dying oncology patient, but all this stuff about awareness of self and environment goes to the very issues of vegetative state, minimally conscious state and the like, so to do it without neurology is to me extraordinary. The cases that have been decided have been decided around neurologic issues for the most part and quite frankly I think the Statement is rather naïve from a neurologic perspective…again these cases, the Lavallee case, the Sawatzky case, the Gin case, many of the cases decided in the United States, the Karen Quinlan case, Schiavo, it could go on and on - revolve around people who have diminished consciousness, either they might be comatose, usually not because we’re beyond that, that’s a state that only lasts for the most part up to a few weeks at most, and then we get into the problems of persistent vegetative state or vegetative state, and beyond that a more recently recognized concept, only a decade or two the minimally conscious state. So we have this broad, vague statement about awareness of self and it doesn’t go to more detail. Now maybe this isn’t the document, but not to have neurologic input and not to call for neurologic assessment, because I don’t know any of those specialties that are competent to assess that.

Pope responded:

The working group did not have on it a neurologist, but the broader spectrum was included, and certainly neurology people with expertise in that, were invited, and did provide information. I was talking actually about the specific skills that were involved in the working group who did this when I said that… I don’t think this is the Statement to define the more complex issues of the neurology.

Moderator Terry McLeod asked if a second statement would follow this.  Pope responded that the College would not necessarily issue a second statement. McLeod pointed out how unique the Statement was, as it defined a minimum standard of life-sustaining treatment. Pope recognized although much thought and consideration went into the Statement, there would be flaws that will show over time. He stated that although the College may look at these issues at a later date, “I don’t at the moment see our trying to define the specifics in neurology. What we tried to do is to give a general clinical indication rather than defining what would be a specific identified issue.”

Anne Kresta of Community Living Manitoba stated she had many concerns about the document, one of the biggest being the minimum goal of life–sustaining treatment. 

What I’m taking exception to today is that the CPSM’s presentation of, what the Statement represents came across as being very nice and even, but if you read the document closely it presents a very different picture. Specifically when referring to the minimum goal of life-sustaining treatment, the criteria listed are subjective and do not suggest any objective measures of ability to indicate a perception of self, of the surrounding environment, or experience of one’s own existence. There is also no mention of consultation with family or people supporting such an individual as to what these previous measure may have been.

Further to the lack of consultation with family and support networks, the CPSM Statement indicates that in the situation where a Health Directive has not been completed, naming someone as a proxy for end of life decision-making, and when there is no consensus between a physician and the family of an individual who may be in a situation where the physician deems it necessary to make a decision about withdrawing support, the physician can decide to withhold or withdraw treatment at his or her own discretion and can choose to also exercise his or her discretion as to what, if any, notice should be provided to the patient representative.

Further to the point, McLeod highlighted some of the contentious issues around the Statement, asking if  once the Statement was released, the College was expecting that people “were going to bring these forward, people would respond and then you would amend this based on the community of concern around these kinds of things.”

Pope responded: 

No, initially it was created to try and put together what we thought was the best way to move forward, based on what we saw as the law, and based upon our perceived need as physicians to help physicians understand, because if we said we can’t make anybody do anything else. So the intention was to do that, we will look at it, but I think we’re aware that if anything changes and obviously as well by the way if, if there are legal cases, or legal decisions which would make us modify this we would do so. But it wasn’t done with the intention of sort of, “Is this just a first pass and we’ll see where we’re going?”, It was done as, “We think this is useful at this point”, but we of course always receive respectfully and seriously consider questions that are raised and issues that are brought forward by any group.

Lynn Arnason legal counsel for the College, added to Pope’s response to the concern about representatives: 

I just want to clarify that the representative is someone who currently has no legal status to anything, and the Statement greatly increases the requirement for communicating with the representative and certainly the proxy, anyone who does have legal status gets the notice.

Ruth Enns, member of the Manitoba League of Persons with Disabilities Ethics Committee shared her personal experience with the end-of-life care received by her husband. She felt the Statement was too cut and dried. It was too open to interpretation, particularly in regards to the role/authority of the substitute decision-maker and that not much had changed from situations that occurred before the Statement was released. Furthermore, referring to what the Statement says about consultation with patients, although her husband was verbal, he was not included in the decision-making process: 
He was able to speak until just a few hours before he died. My point is, it doesn’t matter whether a person in his position is able to speak or not. In practice, the terminally ill person is talked about, not to or with. As a result, end of life decision-making tends to ignore the very people most in need of being consulted. 

Another participant questioned the definition of minimum life-sustaining treatment stating the minimum “[implies] some understanding of that in which human flourishing consists…” and as a result: 

…my question is - is that in fact the case that the decisions and the positions detailed in the document can, if you retrace the steps of your propositional reasoning, can they be traced back to some premises that do support an understanding of the value of human life and the understanding of human flourishing?  … The College could have come at this question from the stance - what can we do to help all the parties involved in these difficult situations, arrive at a solution that respects the bounds of conscience for all parties? It seems to me that instead of doing that you’ve drawn a line in the sand, you’ve made this a power struggle issue, and I wish the College had taken a different approach to it.

Pope responded:
I think I tried to, to make that quite clear, the reason that, that we didn’t suggest that it should be A, B or C involved is that this is a College Statement, it is not a Statement on how the healthcare system should deal with these sorts of issues, so we have absolutely no authority to require anybody to do anything, which is what would happen in the situation you just said. What we have said is that physicians can no longer as they did in the past, operate independently in these issues and make decisions on their own, and to not listen to what others had to say, all of those in the healthcare team and I’m not just talking about the senior nurses now, I am talking about the ethics involved, patient advocates and the like, so that is why we took this, this particular approach that we did. We can’t make others do things, this was not the purpose of this particular kind of Statement, if there were a system approach to this that everyone wanted to, then we would obviously work with it, but we can’t make anybody do anything and that’s why it’s worded the way it is.

The final question was asked by disability advocate Jim Derksen:
Is there any work being done or planned to be done to estimate the number of people who currently do not meet the minimum goal of life-sustaining treatment, that is people living in Manitoba who already don’t meet the goal? Has there been any attempt to count or estimate the number of people among that group who would already be depending on life-sustaining treatment?

Pope responded:

… at the moment their answer is no. It’s not the kind of resources that I would have. Now if someone within the system were to do that, we would obviously take that with great interest. The second question I think Jim was that, that’s the sort of thing that I see you must already have information on, that is not just ICU of course but the medical, because all of those people would be able to be identified within the system for the kinds of support that they need. I don’t have those, but I would be very interested to find out whether the regional health authorities would, and it actually be a very, very interesting question, thank you for raising it. I’m not quite sure how I would go about finding that out, but I will raise it with the powers that be that have the ability and the information bases to get that.

Derksen suggested that these numbers are important, as “…these people would be the ones greatest at risk by the operation of this statement the way it’s written.”

[This concludes the first presentation.]

3.0  CONFERENCE PRESENTATIONS

MORNING SESSION III
The legal status of unilateral withholding and 
withdrawal of treatment: A national overview
Jocelyn Downie

Jocelyn Downie holds a Canada Research Chair in Health Law and Policy and is a Professor in the Faculties of Law and Medicine at Dalhousie University in Halifax, N.S. 

Downie summarized her presentation for this report as follows:

This session provides a national overview of the legal status of unilateral withholding and withdrawal of treatment in order to situate Manitoba within that context and also understand what is going on in the rest of the country. 

The core legal question is: Do physicians have the legal authority to unilaterally withhold or withdraw potentially life-sustaining treatment? 

Answering this question involves a review of:

· Terminology
· Law 
· Policy/position statements

Terminology

“Withholding of potentially life-sustaining treatment” means not starting treatment that has the potential to sustain the life of a person. One example is not attempting resuscitation on someone who has had a cardiac arrest.

“Withdrawal of potential life-sustaining treatment” means stopping treatment that has the potential to sustain the life of a person.  One example is removing the feeding tube from someone who is dependent upon artificial nutrition.

“Unilateral” means without telling or against the wishes of the patient or the patient’s substitute decision-maker. 

Law

The first wave of cases in which the Courts were confronted with a unilateral withholding issue began with the 1997 Manitoba case of Child and Family Services (Manitoba) v. R.L. (sometimes known as the Lavallee case), a case involving an infant in a persistent vegetative state. The doctor placed a DNR (Do Not Resuscitate) Order on the child’s chart based on the assessment that resuscitation was not in the best interests of the child.  The parents objected to the DNR order. The physician went to court to obtain an Order to support the placement of the DNR order.  The order was granted as the judge agreed that attempted resuscitation would not be in the child’s best interests. The case was appealed, and the Court of Appeal agreed with the physician’s assessment but went further than the trial judge stating that physicians did not need to come to Court in order to get such an order.  This decision supports the narrow proposition that physicians have the unilateral authority to place DNR orders unilaterally on the charts of patients in a persistent vegetative state. 

The next case, London Health Sciences Centre v. K. (R.), also in 1997, occurred in London, Ontario.  This case involved an elderly man whose health care team believed should have a DNR Order placed on his chart.  The patient’s family initially objected but then agreed. The healthcare team went to court seeking immunity for any subsequent proceedings against them.  The court refused.  The court did not rule on the issue of unilateral decision-making authority. 

The next case, Sawatzky v. Riverview Health Centre Inc., occurred in Manitoba and the decision was released in 1998.  This case involved an elderly man with advanced Parkinson’s and other health conditions. The physicians put a DNR order on the patient’s chart without telling his wife.  She objected and asked the court for an injunction against the order.  The judge issues the injunction and indicated that the issue of unilateral decision-making authority had not been settled by the Lavallee case.

The second wave of court cases began with Scardoni v. Hawryluck in 2004 in Ontario. The doctor of a woman with advanced cancer wanted to withhold treatment including admission to the ICU, but the patient’s daughter objected, stating that the patient would have wanted all medical treatment possible. The case got tangled up in the Ontario health care consent legislation.  What matters for this review is that the court again explicitly left open the question of unilateral decision-making authority. 

The next case involved Yeung v. Capital District Health Authority in Nova Scotia in 2007.  Mr. Yeung had advanced cancer and his wife wanted him to continue to receive treatment long enough to give traditional Chinese remedies a chance to work.  The hospital insisted on the placement of a DNR order. Mrs. Yeung went to court seeking an injunction against the DNR order but Mr. Yeung died before an injunction could be granted. 

In Jin (next friend of) v. Calgary Health Region from Alberta in 2007, an elderly man had a traumatic brain injury.  His family sought an injunction against a DNR order (and the withholding of other treatment).  The judge issued the injunction.  Again, the court said that there remain issues that need to be addressed by a court and that the locus of decision-making authority remains unclear.

In I.H.V. (re), 2008 in Alberta, an elderly woman was dying of cancer.  The court in this case did find that the physicians could unilaterally withhold or withdraw treatment.  They distinguished the case from Jin (making reference to such factors as the certainty of her diagnosis and prognosis) but provided no legal arguments to support the conclusion.

The latest case is Golubchuk v. Salvation Army Grace General Hospital in Manitoba in 2008. Physicians in this case wanted to withhold and withdraw potentially life-sustaining treatment and the family objected. The family went to court and the judge issued the injunction, holding that the law on unilateral withholding and withdrawal is unsettled and needs to be addressed by a Court through a full trial.  Mr. Golubchuk died before the case could get to trial.

In the end, then, we can see that a lot has been written on these issues and there is a great deal of confusion and controversy.  We must therefore look beyond case law to the broader legal context: the Criminal Code (negligence occurs if the duties to provide the necessities of life do not occur); consent legislation (most provinces legislate a framework for consent to treatment and, in particular, substitute decision-making – Manitoba does not); the common law of consent (where judges fill gaps when the legislatures fail to act and where core values of the legal system require it); and the Charter of Rights and Freedoms and human rights legislation. 

It is clear that, under Canadian law, individuals have a right to refuse treatment (even treatment physicians believe to be in their best interests).  To move from cases on refusal to desire for treatment, one must return to first principles.  Consent requirements in cases involving competent individuals (or previously competent individuals whose prior wishes are known) are grounded in respect for the capacity for self-determination.  The core value of autonomy is repeatedly involved in key cases: “the freedom to choose the path of self-actualization”; “the individual must be left room for personal autonomy to live his or her own life and to make decisions that are of fundamental importance.”  The argument therefore runs as follows.  The decision whether or not to have potentially life-sustaining treatment is a decision of fundamental importance.  Unilaterally withholding or withdrawing treatment takes away a decision of fundamental importance.  Therefore, unilateral withholding or withdrawing treatment violates autonomy.  The right to autonomy is, of course, not absolute – “my right to swing my fist ends at the tip of your nose.”  But, if one wants to limit someone’s autonomy, one can only do so consistent with the Charter and human rights legislation.  This would require respecting the principles of fundamental justice, not discriminating on the basis of features such as mental or physical disability.  I would argue that, based on all of these legal sources taken together, the law does not support unilateral withholding or withdrawal of treatment.

By way of some final reflections on the law on this topic, I would note that almost every time we have cases come before the courts on unilateral decision-making we do not get answers (they get stalled at the injunction stage).  The rare time we get an answer, I would argue that it is incorrect (e.g., Lavallee was wrongly decided).  And case-by-case is a terrible way to make law – it places the burden for law-making on individuals who are faced with a devastating situation of having a loved one in very bad health and needing to marshal and expend what are frequently scarce physical, emotional, and financial resources to challenge a unilateral DNR.  It also places health care teams in a dreadful position of conflict with their patients and/or their families. Leadership needs to be exhibited by provincial/territorial, and federal legislators.

Policy/ Position Statements

Some regional health authorities, hospitals and long term care facilities’ policies apply directly or tangentially to the issue of unilateral decision-making concerning the withholding or withdrawal of potentially life-sustaining treatment. Most focus on communication between physicians and patients/families and conflict resolution processes.  For cases of irresolvable differences, some suggest going to court while others conclude that physicians have unilateral decision-making authority. Professional bodies such as the Canadian Medical Association and the Canadian Nurses Association have position statements that allow for some unilateral decision-making.  Some Colleges of Physicians and Surgeons have position statements.  Most notably, the College in Manitoba allows for unilateral decision-making.   

At the end of a policy/position statement review, we are still left with lots of writing, some confusion, and a great deal of controversy.  However, on the basis of the law as reviewed above, I would offer the following reflections.  I support:

· Promotion of communication and conflict resolution processes
· Situating prima facie authority with the patient/substitute decision-maker
· Directing physicians to court for irresolvable conflict resolution

Again, on the basis of the law as reviewed above, I object to the following:
· Overstating physician authority
· Claiming moral decisions as medical ones
· Giving false or misleading guidance on legal obligations

Where do we go from here?

I would argue that we need to step back and focus on the core values of the legal system, including:

· Life, liberty, and security of the person

· Autonomy

· Dignity

· Equality

· Freedom of conscience and religion

· Principles of fundamental justice

· Free and democratic society.
We then need cases to proceed past the injunction stage to trial decisions so that we can draw firm conclusions about the state of the law.  We also need trial level decisions to be appealed so that the law can be clear across provinces/territories (through the Courts of Appeal) and across the country (through the Supreme Court of Canada).  The courts should hold that, where the issue is the allocation of scarce resources, health care providers should have the authority to withhold or withdraw against the wishes of the patient or family where there is an institutional resource allocation policy in place that is consistent with the Charter and human rights legislation.  Where the issue is disagreement over whether treatment is what the patient would have wanted or treatment is in the best interests of the patient and there is an irresolvable conflict with the patient/family, then the court should hold that health care providers do not have the authority to withhold or withdraw treatment without a court order.

We also need health care institutions to develop/revise policies with respect to resource allocation, communication and conflict resolution.  Resource allocation policies are needed to describe and justify when treatment may be withheld or withdrawn on the basis of scarce resources.  Communication and conflict resolution policies are needed to promote good communication, promote the use of conflict resolutions mechanisms, and direct health care providers to court as a last resort.

Regulators need to develop/revise guidance documents on law and policy in this arena to give direction to health care providers.

Legislators need to enact/revise consent legislation (rejecting unilateral withholding and withdrawal) to make the authority for substitute decision-making clear and to ensure patient self-determination and other core Charter values are respected.

The bottom line is that, across Canada, there is enormous uncertainty, confusion, and controversy about the legal status of unilateral withholding and withdrawal of treatment.  This represents a serious failing in our health system and it must be taken up immediately by those with the power to fix this failing.  This state of affairs must not be allowed to continue.

[This concludes the third presentation]

3.0  CONFERENCE PRESENTATIONS

NOON SESSION

Whose decision is it anyways? An exploration of unilateral withholding
and withdrawal of potentially life-sustaining treatment in Manitoba
Jocelyn Downie

Jocelyn Downie holds a Canada Research Chair in Health Law and Policy and is a Professor in the Faculties of Law and Medicine at Dalhousie University in Halifax, N.S. 

Downie summarized her presentation for this report as follows:

At the outset it is important to acknowledge that we are in a highly charged environment for a discussion of the issue of unilateral withholding and withdrawal of potentially life-sustaining treatment Canada.  We have cases arising from coast to coast.  We have witnessed a frenzied and somewhat incendiary level of media coverage and we have witnessed a frenzied and even more incendiary level of web discussion. There has been inflammatory rhetoric, silencing, and intimidation on all sides.  And, most importantly, there has been profound moral distress for everyone involved.  This all requires us to commit in advance to respectful and constructive conversation today.

Review of the Law in Manitoba 

The three cases in Manitoba pertaining to this issue are:

· Child and Family Services of Manitoba v. R.L. (1997) (commonly referred to as Lavallee); 

· Sawatzky v. Riverview Health Centre Inc. (1998) and 

· Golobchuk v. Salvation Army Grace General Hospital et al (2008) 

Child and Family Services (Manitoba) v. R.L. (sometimes known as the Lavallee case) was a case involving an infant in a persistent vegetative state. The doctor placed a DNR (Do Not Resuscitate) Order on the child’s chart based on the assessment that resuscitation was not in the best interests of the child.  The parents objected to the DNR Order. The physician went to court to obtain an order to support the placement of the DNR Order.  The Order was granted as the judge agreed that attempted resuscitation would not be in the child’s best interests. The case was appealed, and the Court of Appeal agreed with the physician’s assessment but went further than the trial judge stating that physicians did not need to come to court in order to get such an Order.  This decision supports the narrow proposition that physicians have the unilateral authority to place DNR Orders unilaterally on the charts of patients in a persistent vegetative state – “Neither consent nor a Court Order in lieu is required for a medical doctor to issue a non-resuscitation direction where, in his or her judgment, the patient is in an irreversible vegetative state.”(Twaddle, JA) 

Sawatzky v. Riverview Health Centre Inc. (1998) involved an elderly man with advanced Parkinson’s and other health conditions. The physicians put a DNR Order on the patient’s chart without telling his wife.  She objected and asked the court for an injunction against the Order.  The judge issued the injunction and indicated that the issue of unilateral decision-making authority had not been settled by the Lavallee case.

The latest case is Golubchuk v. Salvation Army Grace General Hospital in Manitoba in 2008. Physicians in this case wanted to withhold and withdraw potentially life-sustaining treatment and the family objected. The family went to court and the judge issued the injunction, holding that the law on unilateral withholding and withdrawal is unsettled and needs to be addressed by a court through a full trial [which was pending at the time of the event – Mr. Golubchuk subsequently died before the trial could be held].  Justice Schulman stated that the Lavallee case does not resolve the issue of who has the right to decide to withdraw treatment, or if the patient has the right to continuation of treatment through common Law or the Charter.

Reflections on the law in Manitoba

The law in Manitoba is profoundly unsettled.  Would a Manitoba court extend Lavallee to withdrawal of treatment?  Would a Manitoba court extend Lavallee to conditions other than persistent vegetative state?  Would Lavallee or a similar case finding unilateral authority for physicians be upheld by the Supreme Court of Canada?

Framed as “would” questions, I suggest that the only answer we can give is “who knows?”  Replace “would” with “should” in the questions posed above and I would argue that the answers are “no”, “no”, and “no”.  The Supreme Court of Canada has referred repeatedly to “the right to make choices concerning one’s own body” and “the freedom to choose the path of self-actualization” and has stated that “the individual must be left room for personal autonomy to live his or her own life and to make decisions that are of fundamental importance.”  This deep commitment to autonomy would lead the SCC, I would argue, to reject unilateral decision-making.

Review of Policies 
The College of Physicians and Surgeons of Manitoba recently issued a Statement on Withholding and Withdrawal of Life-Sustaining Treatment (2008) and I will focus on the following elements:
1. The Statement says that physicians can unilaterally withhold or withdraw treatment if they conclude that the minimum goal of life-sustaining treatment is not realistically achievable or that it is realistically achievable but there are likely to be significant negative effects on the patient, including but not limited to pain and suffering. The significant negative effects are to be determined by physicians, and they are not defined, so they could include various forms of disability or dependence. 

2. The “minimum goal of life-sustaining treatment” is “clinically defined as the maintenance of or recovery to a level of cerebral function that enables the patient to: achieve awareness of self; achieve awareness of existence; and, experience his/her own environment. For paediatric patients, the potential for neurological development must be factored into the assessment.” 

So what are we to make of this Policy Statement?  

First, I believe that the College should be given enormous credit for providing guidance with respect to physician’s obligations. I take strong exception, however, to the College defining the minimum goal of life-sustaining treatment. This is not something to be clinically defined. It is a moral and not a medical judgment and, as such, does not belong to physicians but rather to society. A reverse scenario would be a group of philosophers getting together and defining hypertension.  They cannot make this a moral issue by saying “it is morally defined as…” The minimum goal of life-sustaining treatment should be a goal you are trying to achieve based on value judgments that do not rest only with physicians.

Second, I have concerns about the College’s description of Manitoba law. It is correct to say that, in Manitoba, physicians have the legal authority to unilaterally withhold resuscitation for a patient in a persistent vegetative state. It is not correct to say that the law is settled beyond the application of DNR (Do Not Resuscitate) Orders for patients in a persistent vegetative state. 

Third, I have concerns about the role of autonomy in the Statement.  It is right to include it.  It is wrong to have buried it at the end of the list of values following beneficence, non-maleficence, and justice. 

Fourth, I have concerns about the College’s allocation of authority to make unilateral decisions based on the minimum goal of treatment and significant negative effects as assessed by a physician.  Although physicians have privileged access to medical information, knowledge, and analytical skills and are well-situated to make medical judgments, assessing someone’s best interests is not only a medical matter. I can have awareness of myself, awareness of my environment, awareness of the fact that I exist, a level of pain and suffering, and a level of disability or dependence that someone not used to living with those conditions views as “significant negative effects” and yet I can be completely happy to live with those conditions. My life could well be worth living to me, but on the Policy Statement, a physician could unilaterally withhold treatment. This is profoundly disturbing.

Where do we go from here?

We need to return to core values of the Charter of Rights and Freedoms (because legislation and the common law must be consistent with the Charter):

· Life, liberty, and security of the person

· Equality
· Freedom of conscience and religion
· Autonomy
· Dignity
· Principles of fundamental justice
· Free and democratic society.
It is important to note that autonomy is not unlimited.  As such, my arguments grounded in respect for autonomy are not an attempt to advocate that everyone get every treatment they want.  This would not be possible and would not be defensible ethically or legally.  But autonomy can only be limited in certain ways.  We must concentrate on the processes followed for denying people access to health services. The processes outlined in the College Statement do not meet the standards of the core values of our legal system, particularly when it comes to unilateral decisions for withholding and withdrawing treatment by physicians.

Recommendations to Manitoba courts

From these core values, I would offer the following recommendations to a Manitoba court confronted with this issue:
· Clearly articulate the legal basis for the decision and ground it in the Supreme Court of Canada jurisprudence on consent and the underlying principle of respect for autonomy. 
· Clearly delineate the decision-making authority. For an incompetent patient whose prior wishes are known, that authority rests with the substitute decision-maker on a prior express wishes standard (challengeable in court by physicians on the basis that the substitute decision-maker is not representing the wishes of the patient).
· For an incompetent patient whose prior wishes are not known, the authority rests with the substitute decision-maker on a best interests standard (challengeable in court by physicians on the basis that the substitute decision-maker is not acting in the patient’s best interests).
· If the basis for denial of health care services is insufficient health care resources, an institutional policy that is challengeable in court by patients and others with standing on the basis that the policy violates the Charter should be in place.

Recommendations to the College

On the basis of the preceding review of the law and core values of the legal system, I would offer the following recommendations to the Manitoba College of Physicians and Surgeons:
· Narrow the statements on the current law (to cover only DNR orders for patients in a persistent vegetative state)
· Keep the emphasis on communication and conflict resolution 
· Remove the claims about the authority for unilateral withholding and withdrawal.
· Advise physicians that in the face of an ultimate inability to resolve the conflict and in the absence of an applicable resource allocation policy, they should go to court to seek an order to withhold or withdraw treatment. 

If the College took these steps, we would see enormous progress.  There would be greater clarity for physicians and the public. The Statement would set out an ethically and legally defensible position and would provide good guidance on the most important issue which is communicating with patients and their families. It would also give enormous reassurance to the community that is feeling very threatened by this policy. 

Recommendations for the Community

Individuals should complete Advance Directives and talk to people who could be their surrogate decision-makers if they became incompetent so their wishes can be represented. 

Substitute decision-makers must talk with their loved ones, communicate (talking and listening) with health care providers, and advocate for the patient.

Physicians must communicate (talking and listening) with patients, substitute decision-makers, and other health care providers and must advocate for the patient.  Physicians need to let the resource allocation decisions be made above the level of the individual patient-physician relationship to manage the inherent conflicts of interest.  If the College Statement remains as it is (that is, permissible but not prescriptive with respect to exercising unilateral authority), one option for physicians in Manitoba is to go to court and ask for an order when they believe treatment should be stopped. That might move this issue forward because the courts would have to make a ruling.

Healthcare institutions should develop clear policies about conflict resolution and allocation of scarce resources. Healthcare professional regulators in Manitoba and beyond should give clear guidance about legal and ethical obligations with respect to communication and conflict resolution. They should also educate and regulate health professionals – with the restriction of ambit that their expertise lies in relation to medical matters and not moral ones, so they must not overstep.

Lawyers need to get educated and be prepared for cases in advance so they can be organized and knowledgeable in emergency situations (these cases arise on an urgent basis). They also need to practice and promote settlements rather than litigation. 

The Courts need to get educated and be prepared for cases.  I would also that hope the Supreme Court of Canada would grant an application for leave to appeal in a case because once a ruling occurs at that level, it is final and so will avoid cases being taken in every province and territory.

Legislators need to develop or revise consent legislation.  This is a much better way to proceed than making law on the backs of individual patients and their families (with scarce financial, emotional, and physical resources). This takes a willingness and courage to face oppositional interests, but it is very important and the public needs to press the legislators to act.

I end with some hopes.  Hopes for de-escalation and de-polarization, respectful engagement, and constructive dialogue leading to reformed policy and practice and a system based on mutual respect, care, and trust. This conference is an amazing opportunity to launch and inform policy and practice in Manitoba and to lead the way for the rest of the country.

[This concludes the noon hour presentation.] 

3.0  CONFERENCE PRESENTATIONS

AFTERNOON SESSION I
Between a Rock & a Hard Place:  Is the 
CPSM Statement an Ethical Remedy? 

George C. Webster
George C. Webster is a member of Health Canada’s Research Ethics Board and the Canadian Institutes of Health Research, Standing Committee on Ethics. He is a clinical ethicist at St. Boniface General Hospital (Winnipeg) and has an appointment in the Faculty of Medicine, University of Manitoba. In his presentation, he reflected on the question: “Is the CPSM Statement an ethical remedy?” 

Webster stated: “I don’t believe that the Statement provides a fair and ethical remedy to parties involved in a serious disagreement or impasse regarding end-of-life care.” 

He identified three core ethical concerns with the CPSM Statement: 

1. The “final say problem”, 
2. The “minimum goal of life-sustaining treatment problem,” and,
3. The conflict resolution model adopted for the CPSM Statement”.

The “Final Say” problem

The CPSM Statement “announces” to the general public that “…Physicians have the authority to make medical decisions to withhold or withdraw life-sustaining treatment from a patient without the consent of the patient or the patient’s family”. 

Webster believes that legally and ethically, this conclusion/position presented in the CPSM Statement is questionable: 

The CPSM have announced their conclusion to the public, but it is a conclusion that is far from settled in law, bio-ethics or social policy. The simple announcement of a position or a conclusion about a difficult ethical question does not mean that it is the right answer or the right conclusion.

Webster recognized that many decisions about end-of-life care made in healthcare facilities involve physicians and other care providers. The particular expertise of the physician in such situations lies in determining the effectiveness of a treatment.  However, “…as soon as we inquire, not about the effectiveness of an intervention, but whether an intervention is worthwhile, then we are asking an ethical question, and such assessments are not simply medical decisions”. 
Webster suggested that:

These assessments about the worthwhileness of a particular intervention reflect what one values, what one takes to be right or good, what one believes to be worth pursuing, what one believes to be one’s obligations or commitments that must be honoured. Such “value” assessments may also reflect harms that care providers believe should be avoided. 

It may also be the case that in some clinical situations an intervention is actually effective, that is - it will work; however, clinicians may still believe that it is not worthwhile to pursue a particular intervention or goal.

 Webster provided an example of this from his own work:

A patient had been in the ICU on a ventilator and he was a “difficult wean”. He was finally weaned from the ventilator and as he was leaving the ICU, he was advised by his physician that he would not be coming back to the ICU if his condition deteriorated. It was his physician’s assessment that he would not “benefit” from being put back on the ventilator. The physician said it would be “futile”. The patient asked why he would not “benefit” if the ventilator would help him breathe and keep him alive?
In Webster’s view: 

It’s this blurring of “effectiveness” and “worthwhileness” that is at the root of many ethical issues that arise between care providers and patients in end-of-life decision-making. This blurring of “effectiveness” and “worthwhileness” also lies at the root of differences about who ought to be the final decision-maker when there is a dispute or an impasse. 

If such decisions were simply medical decisions, then one might say that such decisions rightly belong with physicians. Healthcare decisions, however, always terminate in a person, and it is the patient or the client who bears the burdens and the consequences of healthcare decisions and interventions, whether initiated, withheld, or withdrawn.

For this reason, “patients must be seen as the primary decision-maker in matters of treatment and care… not the only decision-maker, but the primary decision-maker because they bear the burdens and the consequences of those decisions.”

Minimum Goal of Life-Sustaining Treatment

In the College’s Statement, the definition of the minimum goal of life-sustaining treatment serves as “the foundational qualifying criteria or basis for assessing whether treatment will be initiated, withheld, or withdrawn”. The “minimum goal of life-sustaining treatment” is defined in the CPSM Statement as: “the maintenance of or recovery to a level of cerebral function that enables the patient to achieve awareness of self; awareness of environment and experience his or her own existence”. Webster questioned the basis of the definition. He asked:

…what do these categories actually mean? What criteria are actually used in practice to assess whether someone meets “the minimum goal of life-sustaining treatment”? How will that be undertaken in a busy hospital setting, and does this assessment properly belong to physicians?

In his experience, Webster stated that he had never come across the term “the minimum goal of life-sustaining treatment” in ethical, legal or medical literature. He has only seen it referenced in the CPSM Statement on Withholding and Withdrawing Life-Sustaining Treatment. He asked: “how did the minimum goal of life-sustaining treatment become the foundational or pivotal reference point for framing decisions about initiating withholding or withdrawing treatment in the College Statement?” Webster believes that the concept of “the minimum goal of life-sustaining treatment” is tremendously value laden. It is possible that it will be interpreted and implemented with great variability by clinicians. In his view:

….there are many, many vulnerable individuals and groups in our community who will be even more marginalized in the course of receiving healthcare if they’re on the receiving end of an assessment utilizing this notion of the minimum goal of life-sustaining treatment. 

Furthermore, in his experience, “third party assessments about another’s quality of life are fraught with peril.” He notes:

In my work with clinicians, I’ve learned how incredibly difficult it is to accurately assess a patient’s awareness of themselves, their awareness of their environment or their so-called ability to experience their own existence. These assessments can only be carried out with confidence in a very limited number of clinical situations. It would be my opinion from working with physician colleagues over about a quarter of a century, that  it is a very limited number of situations where that assessment could accurately be applied,. So in my view, it’s unthinkable that such a wobbly concept as “the minimum goal of life-sustaining treatment” would serve as the foundation for critically important and potentially life altering end-of-life decisions with patients and families. 

Conflict Resolution Model

Webster used two of the scenarios discussed in the CPSM Statement to outline the Statement’s proposed conflict resolution process. 
First, is a situation where the minimum goal is not realistically achievable, and the physician concludes that life-sustaining treatment should be withheld or withdrawn but the patient/proxy/representative does not agree and/or demands life-sustaining treatment. In the second situation, the minimum goal is achievable, but the physician concludes that life-sustaining treatment should be withheld/withdrawn and the patient/proxy/representative does not agree and/or demands life-sustaining treatment. 

Webster noted that according to the CPSM Statement, in the first situation the physician is not obligated to continue to try to reach a consensus before withholding or withdrawing treatment and in the second situation, the physician is obligated to provide 96 hours advance notice to the patient or proxy before withholding or withdrawing life-sustaining treatment. 

Additionally, Webster asked participants to consider the Statement’s definition of “representative”.  In the words of the College Statement: 

“This is the person who represents the patient where the patient lacks capacity to make healthcare decisions and there’s no proxy. This person is usually a member of the patient’s family.”  

Webster suggested that most people have not formally appointed a proxy or substitute decision-maker. Most people assume that their spouse or partner or loved ones would be able to speak for them in a time of crisis. 

What happens, though, to the “representative” if there’s a disagreement about a decision to withhold or withdraw treatment? Webster stated:

I want you to read here with me now what the College Statement provides for with respect to the representative who is not in agreement with a decision to withhold or withdraw treatment... and this is a startling thing because of the emphasis in the College Statement on communication, on respect, on being engaged, on involving third parties, on mediation and appropriate conflict resolution:

 “…the physician should exercise his/her discretion as to what, if any, notice should be provided to the representative before treatment is withdrawn.” 15-s13.

Finally, Webster questioned the model of conflict resolution outlined in the Statement, noting that in a situation where there is an impasse the conflict resolution process proposed by the CPSM privileges the physician. He said he was not aware of anyone in his field that supported or endorsed the conflict resolution model adopted in the CPSM Statement. 

By way of summary, Webster asked: “What is the good that we’re seeking in all of these situations and difficult circumstances?” He stated:
… in my view, in human terms, what we’re seeking when we’re at an impasse is some sense of an integrity-preserving compromise for all parties….This means that in the face of serious ethical difference no party is forced to relinquish deeply held identity conferring commitments. There’s an essential ‘reciprocity’ in the relationship between doctor and patient and this reciprocity is about respect and about respect for persons. This does not mean that one party in the relationship imposes a decision on another; nor does it mean that one party in the relationship must sacrifice deeply held personal or professional values and beliefs for the sake of reaching a desired outcome, and please hear me when I say this, I’m speaking to patients, and I’m speaking to doctors. No party in that dispute should sacrifice deeply held values and commitments, no doctors should be forced to do what they believe is wrong…
Webster concluded,
I think there’s also a significant ethical difference about these matters as well. I would like to make the case that a more conciliatory approach is in order. If physicians feel morally compromised by what they’re being asked to do, they may transfer care following the College’s own standards. Their College already provides for this. Instead of the final decision defaulting to the physician, the community should require third party mediation, dispute resolution or court adjudication. That to me would represent an ethical remedy. 

Some will undoubtedly argue that resorting to such measures is costly and cumbersome, but I’d like to make the case by way of conclusion that the involvement of third party mediators or the courts is a small price to pay to protect two really fundamental values here - the rightful place of patients and families in healthcare decision-making and the integrity of the longstanding healing relationship between physicians and those entrusted to their care.

Questions and discussion:

The questions and discussion following Webster’s presentation dealt with situations where a quick decision was necessary and the patient’s representative/proxy was not present; and the ability of physicians to make decisions when a patient’s death is imminent and either the family, or the physician sees withholding or withdrawing treatment as the best option. Webster responded

I’m not challenging any physician’s claim to be a physician or to make decisions that are truly medical about whether an intervention is effective or appropriate…But I think that in the case like the one with the ventilator that I put in my own PowerPoint, there was a clear dispute there between the physician and the patient and the patient was quite prepared to accept uh continued life on a ventilator….The physician said, “No, that was a medical decision, it’s futile,” but the patient clearly would have benefitted….from the patient’s perspective and his family’s perspective. So if it’s at two o’clock in the morning and it’s emergent, I’m not arguing with Dr. Light… if I’m there laying on the bed I want somebody to be making uh good decisions about me. But when we blur that assessment about effectiveness and worthwhileness…I think that’s where, that’s the only point I’m making and I think… that’s inappropriate…That’s not a medical decision.

[This concluded the first presentation of the afternoon]

3.0  CONFERENCE PRESENTATIONS

AFTERNOON SESSION II
Exploring the ethical foundations for life-sustaining treatment 

Merril Pauls
Merril Pauls is Associate Professor in Emergency Medicine and the Director of Ethics and Humanities for the University of Manitoba, Faculty of Medicine, as well as an emergency physician at Health Sciences Centre. His presentation explored the ethical foundations for life-sustaining treatment and the role resource allocation plays in withholding and withdrawing life-sustaining treatment issues. Pauls examined the basics of resource allocation in the clinical setting and the relationship between resource allocation and resource rationing, including the more complex issue of the role of physicians as decision-makers.  Pauls tackled what he described as two controversial topics, “namely, the futility argument and provider autonomy of patient harm arguments ....”

The “basics” of resource allocation

Issues of resource allocation are not necessarily new, but have taken on different meanings with changing technology. Further, decisions around who gets resources and when, are complex, particularly in situations where decisions need to be made quickly. 

Pauls emphasized that when looking at issues of resources allocation, it is important to remember all facets of decision-making power, from micro to macro.

When we talk about this, we’re talking about kind of the micro decisions, these fine end-of-the-line clinical decisions, and yet there’s lots of decisions that occur everyday farther up the ladder that have significant impact on these decisions, so when we talk about the meso level we’re talking about institutions - how they decide how many dollars goes to ICU beds and ICU staffing, versus surgical programs, versus public health. And we also get down to the much broader level, the macro level, so how governments decide how much should go to healthcare, acute care, various other areas, education and the like.

He stressed the ubiquitous nature of resource allocation. 

…every single day in a hundred ways your doctor, your nurse, your social worker is making decisions about allocation of resources, of expertise, of their time, of their energy and then is the rare situation where they have to make much bigger decisions…

Since it is undeniable that these decisions are made, and made with great frequency, Pauls argued that a system that is transparent and accountable must be created. 

The role of physician as decision-maker

Pauls stated that the role of the physician as decision-maker can be seen in two ways, first, 

…that these individual physicians who are in that room at the time are the experts, they’re pretty smart, they’ve gone to school for a long period of time, they’ve probably done this for awhile, so let’s just give them free reign, let them run, go to it and make the decision…

Secondly, 

…you can maybe see that room a little bit differently, you can see that physician not just as an individual with their own unique skill set, but you see them as a representative or a delegate from society, the society that’s simply invested them with certain skills, with certain professional abilities they need to be held accountable for, and also say on our behalf, “Do you make these decisions, or do you yield this decision-making power?” and this is really an important differentiation or differentiating point for a number of reasons. 

He examined the advantages and disadvantages of both views. In the first view, where the 

…moral authority rests in the fact that [physicians are] good decision-makers then really what happens is we put the premium on objective data, and basically this becomes an individual negotiation between a physician and a patient, between a physician and a family.

Further,

In some ways there’s significant advantage to this kind of approach. It’s efficient, right? We can get things done. You can utilize that individual’s experience, the physician probably has a lot of experience doing this, and at some levels there’s some equitability to it or it’s quite equitable in the sense that that physician is always going to be there trying to keep the noisiest person or the person who demands the most from getting more than their fair share of resources…

However, Pauls identifies significant disadvantages,

…there’s this fundamental lack of accountability in this kind of a role, that there’s generally a lack of transparency that often patients or families won’t understand kind of how that decision arose, or what they can do to be part of it or how they can kind of object to if they don’t like it. It often becomes antagonistic if you can’t get … consensus relatively quickly, and at some individual level it is inequitable in the sense that …[there is]… variability between physician to physician, and if that’s the fundamental place where we seat our decision-making authority, then there can be a real  lack of equity from one to another.

If you place the physician in the second perspective, as a delegate of the community or society,

…then the premium becomes on engagement, on accountability, on a collaboration, and there’s certain advantages to this as well right, so. Obviously this requires individual engagement of that individual patient, their family; it requires some kind of setting, some kind of collaboration around what the community expects, what the community demands for each individual, but also [what] the community as a whole says that this is the limit, enough is enough, and it promotes greater patient advocacy.

The disadvantage to this model is that it is very time-consuming, and does not allow for the immediacy necessary frequently in situations such as ICU.

 I would argue that if these are society’s resources, then moral authority is more appropriately situated in the professional role than it is in the individual decision-maker, and if that’s the case society then has a responsibility to help doctors, patients, families, make difficult choices about where and how we draw the line.

Decisions about resource allocation should move away from individual decisions, to those made on 

the policy level, in the institutional level where we situate it, even in the medical community level where we start appealing more to standards of care and broader policies that set reasonable limits than we do just in the individual conversation. 

This allows for greater equality and accountability, as well as the ability to set limits and create standards.

It’s difficult to make sure that when we talk to communities we talk more broadly to society, how we translate that from more general to very specific guidelines so the clinician can use them right at the thin edge of the wedge. And we need to make sure that this can happen in a reasonable and timely manner, so that at two in the morning we know what can be expected, what the standards are that will support us when we make those decisions.

The notion of futility and resource allocation

The concept of futility frequently comes into play when decisions around withholding and withdrawing treatment are made. Although the argument of “futility” is potentially ethically supportable, problems emerge in the different ways the idea of “futility” is defined and applied. 

Harm

The argument of minimizing harm as justification for withholding and withdrawing life-sustaining treatment can be seen in two ways; first, as a way of minimizing harm to the patient, and second, minimizing harm to the physician or care providers. The first argument is similar to that of futility, i.e. a physician would withhold or withdraw a treatment in order to avoid harming the patient. The second argument suggests that as moral agents, health care professionals experience distress when providing treatments they perceive as unhelpful or harmful to the patient. “So then the question is - what the implications of this for the provider are, what are the implications of this for society and for the family where the patient requests these treatments?” 

One dilemma occasionally faced by physicians occurs when a substitute decision-maker and/or family requests a treatment that may serve to be more beneficial to the family’s well-being than the patient. 

 I think there’s really something important here about what our moral intuition says; kind of the motivations or the reasons why people really want to continue these treatments? I don’t think this is good enough to say that we automatically turn it off, but I think we need to spend a lot more time and attention to these issues, about kind of where this comes from - is the patient being harmed or not and who ultimately makes that decision. 

Provider Autonomy

Pauls probed the issue of provider autonomy; the right of the physician to step away from a treatment that they feel is inappropriate or ineffective. This right becomes problematic when a physician not only steps away from treatment, but also speaks out against other physicians administering the treatment.

…I think you just have to ask yourself, “Do providers really have an equal stake in the outcomes of medical interventions?” They clearly have a stake; it’s certainly not an equal stake that plays out in the lives of that individual uniquely. And so in that sense we have to be very, very careful about how we make the argument that somehow providers have an autonomy that is at par or on the same level as that of the patient’s.

In order to avoid the potential for conflict or misuse of power, the process must be transparent, holding physicians accountable for their decisions. 
I hope I’ve been able to get across today that I think there are some important basic principles related to fairness, justice, that should drive the way we allocate resources, but I think those look different, depending upon the way we found them or ground them, whether it’s just justice alone, whether it’s related to our role in community, whether it’s related to our kind of role as virtuous individuals. 

I think that the moral justification for allocating specific, especially life-sustaining treatments should be grounded primarily in the professional role, in the role that we receive from society, rather than as individuals who are good decision-makers. I think that allows us to move from individuals and individual conversations that can become antagonistic in a hurry to larger standards, policies, to a greater context in which we can make those decisions, where the focus is more on engagement, where the focus is more on accountability and where the focus is more on reasonable limits for all. 

[This concludes the second afternoon presentation.]

3.0  CONFERENCE PRESENTATIONS

AFTERNOON SESSION III
Focused concerns of people with disabilities on ending of life
Jim Derksen

Jim Derksen has served as an advisor on several different projects with VP-NET.  Derksen is a wheelchair user who was disabled at six by polio. He has played fundamental roles in developing such organizations as the Manitoba League of Persons with Disabilities, the Council of Canadians with Disabilities, Disabled Peoples’ International, and the Canadian Disability Rights Council. He worked in areas of disability policy with the Government of Manitoba until his retirement from the Civil Service in 2004. He is a recipient of the Queen’s Golden Jubilee Medal. 

Derksen explored the CPSM Statement from a disability rights perspective, identifying two major issues - the definition of the minimum goal of treatment, and the unilateral decision-making power of physicians. 

Derksen qualified his presentation recognizing hat although he has a general sense of the attitudes of people with disability, it would be impossible for any one person to represent such a large and diverse community.  However, the disability community has a particular interest in the Statement and issues around end-of-life care. 

Firstly, many people with disabilities rely on life-sustaining treatment on a daily basis. As a result, 

…we are in a situation naturally threatened by any policy that extends the authority to withdraw these technologies and treatments from us because that would certainly and quickly end our lives. That’s one very simple reason we have a very deep interest in this area. 

Secondly, 
…the minimum goal of treatment as defined in the College Statement requires “cerebral function that enables [someone] to achieve or the potential to achieve.” This is really talking about ability and disability, and that definition, if one can understand it in any practical way as useable, (since these elements of awareness and experience are very difficult to discern in any case and are largely philosophical,) but if one can discern them as useable; they would disqualify from life-sustaining treatment a certain sector of persons with disabilities in our population.

Derksen observed that in many cases the ability of the patient to “demonstrate they know who they are, where they are, that they experience their own existence, in the way that most people would understand these terms” might be difficult to prove to others, particularly in a crisis situation. 

Derksen concluded: 

Society itself has always been of two minds about disability - that of honouring people with certain disabilities, and on the other hand that of believing life with a disability is not life worth living. 

I want to reiterate that we feel the College Statement is fundamentally wrong to give to medical doctors and medical doctors alone the final authority to overrule any other interest and decide to withhold or withdraw life-sustaining treatment. Many of us believe that as our lives are the most fundamental part of our existence and our responsibility on this plane and in this time and space, each individual should have a prior and most prominent role in the making of decisions that are expected to result in the ending of our lives. We believe the decision to define the minimum goal of life-sustaining treatment in terms of disabilities is fundamentally wrong. This definition as it occurs in the Statement creates a sub-class of people with disabilities for whom it may be decided by others that life-sustaining treatment should be withheld or withdrawn. 

[End of presentation] 

3.0  CONFERENCE PRESENTATIONS

AFTERNOON SESSION: TOWN HALL DISCUSSION) 

 Probing the ethics of the ‘minimum goal of

 life-sustaining treatment’ and a physician’s final authority
Marie Edwards, Nancy Hansen, Heidi Janz, Bruce Light, Dean Richert

The Town Hall included five panelists; Marie Edwards (Assistant Professor, Faculty of Nursing,  University of Manitoba, and research associate at Health Sciences Centre); Nancy Hansen, (Director of the Interdisciplinary Masters Program Disability Studies, University of Manitoba); Dean Richert, (lawyer with the Human Rights Committee, Council of Canadians with Disabilities, and board member, Manitoba League of Persons with Disabilities and Winnipeg Citizen Advocacy); Heidi Janz;  (post-doctoral researcher, VP-NET,  University of Manitoba and visiting scholar, John Dosseter Health Ethics Centre, University of Alberta): and Bruce Light, (Medical Director of the Critical Care Program, Winnipeg Regional Health Authority.)

The intent of the Town Hall was to discuss two sections within the CPSM Statement identified by the planning committee after reviewing the research data and community response as being of the most interest for this conference. These sections were:
1. The ‘minimum goal of life-sustaining treatment’, and 
2. The role of the physician to have final authority in withholding and withdrawing life-sustaining treatment. 

The Town Hall began with each of the panelists’ response to the definition and implications of the minimum goal of life-sustaining treatment. This was followed by questions and discussion, as captured below: 

Marie Edwards 

(Assistant Professor Faculty of Nursing, University of Manitoba; research associate, Health Sciences Centre);
Edwards opened the discussion by indicating that Margaret Somerville, in a recent radio program on this issue, suggested that when looking at the ethics of withholding and withdrawing treatment, we must ask two important questions: “Who ought to make those decisions?” and, “on what basis are those decisions to be made?” Edwards’ experiences as a critical care nurse, researcher and academic have helped her develop an understanding of her position on issues related to withholding and withdrawing treatment. The voices of nurses who often spend the most time with patients and families, have been absent from the discussion. “The decisions made about withholding and withdrawing treatments will without question have an impact on nurses caring for patients and families, and so it’s important for nurses to be part of this broader discussion.”

Edwards discussed the role of the physician having unilateral decision-making power 

…when we think about making these types of decisions, whatever types of decisions in the context of healthcare, these ought to be decisions that come out of relationships, patient-physician relationships, patient-family relationships. There are some interesting dimensions to this though in terms of who ought to decide what treatments are offered to patients. It makes sense to me that this is the role of the physician or a group of physicians, all of whom spend many years in school and clinical practice learning, one hopes, to do this well.

Edwards referred to the Manitoba Law Reform Commission (2002) to answer the question, “Can a patient or family member demand that a treatment, particularly a life-sustaining treatment, not recommended by a physician be provided to him or her?” 
Patients do have the right to seek second, even third opinions but I think the Law Reform Commission got it right when they wrote that “an unfettered right to life-sustaining treatment… may be inconsistent with the fundamental professional and ethical obligations of physicians not to provide medically inappropriate treatment.” (p13)
Nurses have written about being involved in a patient’s care when they feel that the treatments are medically inappropriate, and the distress they describe is very powerful. Asking healthcare providers to participate in care that they view is ethically wrong is incredibly problematic and we need to talk more about it. I think we’ve heard a little bit about physicians today and their ability to step away from situations. Nurses are in a slightly different category or situation in that if you’re working in a unit where you are having trouble with the particular care of a patient it becomes more problematic to step away, particularly if everybody wishes to step away. Somebody obviously has to provide that care. I raise this point simply for the purposes of noting that I think we as nurses need to talk more about this, but also I think we need to engage our larger broader community in this discussion as well. 

Do I think that any of this is simple?  I certainly do not.  Physicians, nurses, and other healthcare team members must work incredibly hard with patients and family members to reach a consensus on the goals and plan of care, and certainly the goal ought to be consensus. Do I think the knowledge and experience of physicians is essential in these conversations about withholding withdrawing treatments? Absolutely I do. Do I think that patients and families must be central in these discussions? Of course I do. Do I think that physicians agonize over these decisions? Yes, I do. I have seen them agonize over these decisions. Do I think that patients and families agonize over these decisions? I absolutely think they do. In a study I’m currently doing about conflict in ICU, one nurse mentioned to me that we have to keep reminding ourselves that families in ICU often find themselves in the biggest nightmare that they probably couldn’t even imagine, and we need to keep remembering that these are hard decisions and hard conversations that we have to have. Perhaps naively, I think this ought to be a decision that is reached through discussion and consensus through the exchange of expert opinion and information and very importantly knowledge of the patient. In those situations where there is disagreement between the family and the team, I understand that there may come a point where the physician states that he or she feels that it is medically inappropriate to go on, and the College has addressed some of that in terms of the idea of the second physician being consulted, etc., etc. And I think George has spoken very well to the problems that arise and the way that they’ve approached conflict resolution. 

Edwards commented on the minimum goal of life-sustaining treatment:

With regard to the definition of minimum goal of treatment provided in this Statement I, like others, find it very problematic. I’m not sure where this definition comes from; it would actually be interesting to talk to the College about that. I think a clearer statement of the goals of treatment is found in guiding principle number five which is found on page 15S4, which states: “The physician’s primary goal of treatment is to restore or maintain the patient’s health as much as possible in a manner that maximizes benefit, minimizes harm, and recognizes the objectives of the patient.” This suggests to me that the healthcare team needs to engage in ongoing conversations with the patient when possible, and/or family members, to learn about the patient, to determine, when possible, what health means to the patient, what benefit looks like to the patient, what harms the patient is willing to accept, and to understand the patient’s objectives. This may not always be possible, but every effort needs to be made to learn about the patient and his or her objectives. The notions of benefits and harms mentioned in guiding principle number five are incredibly complex. I would suggest that for many critical care nurses there can be a fine line between a therapeutic plan of care and what nurses describe as harm or even torture, and that word has come up earlier in the day. Nurses talk and write about bearing witness to patients’ suffering, and certainly the distress they feel when what they are required to do for a patient, seems to be causing a patient pain or harming him or her, particularly as a patient’s condition deteriorates and hope for recovery diminishes. 

It’s important for the healthcare team to try to gain some understanding of what the patient views as a benefit or harm, but that is certainly not easy. It strikes me that we all need to engage in conversations long before, and everybody knows this - and this has been stated before today, long before we get to the hospital and then throughout our admission. We need to talk to the people we love and care for about our wishes, about our goals, about what it means to live a life - and we ought to name someone to be our legal decision-maker, so that person can speak for us when we cannot. If we find ourselves in hospitals, we need to talk to the people caring for us about who we are and what we want. We also need to listen to each other, and this was also mentioned earlier, really listen, listen ethically as James Childress has written about. Then we need to work together to reach consensus on the goals and the plan of care. When this is not possible, and has already been articulated, it may be that we need to move through mediation and then possibly to the courts. I would certainly hope we don’t have to do that very often because while necessary in certain circumstances, it’s not a route that I think most of us want to see us go. 

Moderator Terri MacLeod asked Edwards,

… Doctors …under the Statement from the College would be making the decisions to withhold or withdraw life-sustaining treatment. In the medical team…do nurses end up being side-swiped by doctors who make the decision, whereas the nurses may disagree and may come to the doctor and say, I don’t agree with the decision that you’re making around this? How does that work? Whose authority is final?

Edwards responded,

…I think Dr. Light said there were thirty ICU physicians in town, so there are probably thirty different ways of handling this, but in terms of nurses, it really depends on the unit, it depends on the history of the unit, and the type of team that’s been created. Nurses, though, are very instrumental in a lot of the discussions about understanding the patient… nurses have great opportunities to have profound conversations with patients and family members, particularly family members, and certainly bring that information forward. There’s interesting literature that’s been written about nurses’ experience of moral outrage when they’re not involved at some level in the discussions, so it’s very important for them to understand why the decision’s been made in the way that it has. 

Panelist Bruce Light added,

I would just mention that in my experience the nurses have their own conclusion, usually about a week before the doctor does, and the doctor’s usually responding to that.

Nancy Hansen

(Director of the Interdisciplinary Masters Program Disability Studies, University of Manitoba)
Nancy Hansen responded to the CPSM Statement’s definition and implications of the minimum goal of life-sustaining treatment and the unilateral decision-making authority of physicians by providing, “some background in context because there’s a lot of misunderstandings and misconceptions about disability and how the whole ethics process and withdrawal of life-sustaining treatment impacts on us.” 

…health and disability are often defined as binary opposites….that is, health is often defined by the absence of disability (Hansen, 2003.) Attitudes concerning health and disability are potentially being reconfigured by technological advances practiced in specific places. Disabled people are encountering interesting dilemmas as they enter the healthcare system, and as the healthcare system changes….it’s being mediated by new determinants, thus we are faced with functioning states that may choose no longer to provide space for what some perceive as failed minds and bodies. This process is not benign and certain notions of the body and mind underscore the debate (Bailey, 1996; Corker and Shakespeare, 2003.) 

Certain medical ethicists are documenting and increasing [an] unsophisticated approach to life and this is reflected in other ethicists saying it’s not necessarily human life but we must have a good life, and we have yet to determine what that is (Burleigh, 1997; Nussbaum, 2006.) The perceptions of and opinions of disabled people are rarely given space where these debates take place (Walbring, 2002) …As a society we have yet to develop a comfort level with the messiness that constitutes humanity. There’s a tendency to often conflate the quality of life with worthiness to live. Community membership in space where the state of belonging or not to communities may be determined in part by socially-defined identifiers of acceptable physicality or intellect, socially-ascribed markers determine degree or levels of inclusion and the presence of disability seems to challenge the accepted markers of humanity or even normalcy, whatever that is. Social assumptions, including reactions to perceived differences, appear to hark back to ancient belief systems engrained deep within the collective social consciousness (Hansen, 2002.) 

Increasingly, the complexity and diversity of humanity are framed as a series of problems that need to be dealt with (Kerr and Shakespeare, 2002.) The perspective presented in the mainstream is often oversimplified (Kerr and Shakespeare, 2002.) The rationality of science provides the impression of impartiality and in-equilibrium. However, past practice and strongly engrained social beliefs may have an impact on the development, focus, and direction of treatment. One is constantly amazed and appalled by the absence of disabled people, repeatedly absent and silent and they did a depiction of stilted primitive simplicity (Hansen, 2002.)
Human beings are far more complex than our genetic makeup (Kerr and Shakespeare, 2002); better understanding of the everyday elements of disability and daily life and its interconnections and intersections provides a more complete picture of disability reality with respect to disabled people’s healthcare. Time, space and speed elements, as well as attitudinal ones need to be factored into the access equation. 

Disabled people should access the same level and choice of healthcare as people without disabilities…historians have documented a materialism which acknowledges that certain forms of physicality and intellect acquire increase social franchise. Disabled people are often viewed as being out of place and the able body is the natural way of being. Society has yet to develop a comfort level with so-called messy or leaky bodies (Longhurst, 2001)…the body is never a single physical thing so much as a series of attitudes toward it (Davies, 2002, 22.) The boundaries between the community and the individual and the body are fluid, and although they are often presented as fixed and unchanging, yet disability or impairment and ability are often presented as opposites, although they exist simultaneously on the same plane (Michalko, 2002.) 

The life experience of disability is rarely experienced from the centre, but rather from the margins (Michalko, 2002.) Knowledge from the margins is perceived as defective and not usually worthy or credible or useful. Recognized knowledge is usually located in the non-disabled sphere, although things are changing (Michalko, 2002.)
The medical authority has a profound impact on disabled people’s lives (Begum, 1996.) Everything from parking permits to tax credit eligibility requires medical assessment. A medical diagnosis is usually required to obtain and access privileges to essential programs. In many ways physicians are the gatekeepers to the broader mainstream (Titchkovsky, 2002), however, accommodation of disability issues has not been a priority (Campling, 2003), and lack of information or awareness can create at times life-threatening difficulties for people seeking information concerning their changed circumstances (Begum, 1996.) 

Medical professionals are changing; however they are not immune from widely held perceptions concerning disability and impairment. The practitioner’s response is often based on what she or he believes to be the ability and competence of the disabled person based on their functional or intellectual impairment, rather than a recognition of external factors such as equipment or interpreters, for example (Begum, 1996.) 

Society often defines certain characteristics as valuable where others are to be avoided or eliminated, and this is why this dialogue is so important today… the strategy is often used in constructing cultural differences to naturalize or make it appear as though there is only one natural way in the world, an understood truth not subject to question. Naturalization serves to legitimatize a system of difference. Western society often arbitrarily imposes fixed bodily expectations on its membership (Gessler and Kearns, 2002, 99.) 

Medical science often mirrors the cultural norm and it profoundly shapes our assumptions as to what a normal body is (Leach Scully, 2002, 53.) Fear of difference is often the underlying rationale although it’s rarely articulated as such…. science objectifies and dominates much of our discussion about disability, while assumptions of the static nature of disability and impairment … Many disabled people and their allies have detailed knowledge and understandings of their impairments drawn from daily life experience, however many people have talked where this knowledge is questioned or dismissed when seeking medical treatment (Hansen, 2003.) There are a few positive exceptions where disabled people are having positive interactions with the medical community, so this is very positive for the future. Cultural understandings provide the framework by which these understandings are introduced and understood. In many ways, the determinist view of disability reflects traditional understandings.

Increasingly, we as a society are pressured to comply with majority understandings related to disability under the umbrella of progress. Failure to do so runs the risk of some form of social sanction and this perspective is rarely, if ever, subjected to critique (Shakespeare, 2002.)
Hansen concluded 

Thus in the twenty-first century, we as disabled people are often faced with an interesting paradox. We have acquired more social acceptance than ever before as numerous pieces of rights legislation attest, yet at the same time disabled people and their allies are regularly placed in a situation of having to justify access to treatment and the right to live on the basis of individual, economic and social utility at either end of the life continuum (Mostert, 2002.) Health service professionals and the disability rights movement can together play an important role in moving away from perfect body syndrome; deeply held truths about what comprises the disabled body require critical and creative analysis outside the narrow objectifying boundaries of science. In many ways, it represents the natural evolution of how the movement was created and will set a new perspective beyond the overreaching normative that has gone before, and here the authority of medical science cries out for mediation. Above all, the disability pathology dualism must be abandoned in favour of a model that respects and values bodily difference Thomson, 1997.) 

We must begin to examine medical ethics in the context through which it has developed, recognizing that it is framed by market forces and driven by cultural subjectivities (Kerr and Shakespeare, 2002.) This is a very positive first step. 

Moderator Terry MacLeod asked, 

Where do you see the Statement from the College of Physicians and Surgeons that we’re talking about here today fit into what you see as the history of the way that people with disabilities are characterized or treated by the society at large and the medical field more narrowly?

Hansen responded,

Well I think that it can’t help but be influenced by the larger society in which it’s a part, and I think it’s important to have the information out there, but at the same time, speaking as a disabled individual in this province, I feel incredibly vulnerable because there… are a lot of very cloudy areas in the document that cry out for further dialogue and definition. So, it’s a good first step, it’s good that it’s out there but we have a long way to go and I would welcome the opportunity for the disability community and their allies to be able to dialogue effectively with the College directly.

MacLeod asked Hansen to share one recommendation for regarding the CPSM Statement. 

I have serious concerns about the medical professional being seen as the final authority, that’s the one overriding issue that speaks out to me, and I don’t claim to speak for all disabled people by any means, but as a disabled individual that’s what I feel impacts on me.

Dean Richert 

(Legal Council Human Rights Committee, Council of Canadians with Disabilities; board member, Manitoba League of Persons with Disabilities and Winnipeg Citizen Advocacy)
I’ve been asked to address two specific concerns about the CPSM Statement on withholding and withdrawing life-sustaining treatment, but I think it’s important … to contextualize the Statement, so that the legal issues surrounding the withholding and withdrawing of life-sustaining treatment in my view must arise within the rights language of autonomy, equality, dignity. 

We live in a human rights culture and because of that the Charter and other human rights legislation is held in high esteem, high accord and special status within our nation state. We have articulated, for example, the fundamental idea that we are an equal society, and government has responsibility when it engages in legislation, in policy and when it provides a benefit like that which we have in our Statement about withholding withdrawing life-sustaining treatment. When it provides that benefit it must do so in a manner that acknowledges, for instance, these fundamental principles - autonomy, dignity, equality. So I think from that perspective the Statement needs to engage in this language, and …I don’t see that as happening.

Secondly, I wanted to say that the Statement is not necessarily an end-of-life Statement…correct me if I’m wrong…nowhere did I see in the Statement, the words “end of life”… and yet we’re talking about the withholding and withdrawing of treatment. I think that’s one of the issues the disabled community holds as an area of concern.

The two concerns that I’ve been asked to address are the minimum goal of treatment and the authority of physicians to withhold or withdraw treatment without the consent of the patient or the patient’s family. Let me first declare that these are my opinions; and, these are to some extent unchartered waters. Dealing first with the minimum goal of life-sustaining treatment…The Statement says that the minimum goal of treatment is clinically defined, and we’ve talked about awareness of self, awareness of the environment, awareness of your own existence. These are conjunctive, and we’ve addressed that issue. This measurement, as we have discussed, is not just a medical clinical decision, this line of demarcation is value-laden and goes beyond the clinical decision to become a qualitative one. The diagnosis of what a person may or may not perceive may be a clinical one, but who decided these would be the measurements to determine whether or not the treatment is provided? … I think somebody else stated that this isn’t articulated in the Statement and it needs to be. Where does it come from, what’s the history of it? It is an arbitrary line; when I read the Statement I find it to be an arbitrary line and arbitrary decisions are subject to challenge in the Courts.

Secondly, the minimum goal of life-sustaining treatments must be seen in the context of the wishes and/or best interests of the patient. And let me address what I think the Courts mean when they talk about the best interests test. The best interests test that has been applied from my reading of the court cases extends beyond the consideration of the narrowness of medical treatment itself. It incorporates the broader ethical, social, moral and welfare considerations of the individual. The assessment of best interests is not solely in the prevue of the medical model, and I think that’s important. It is a communal decision and if necessary, one the courts will make. 

Thirdly, the minimum goal of life-sustaining treatment as defined by the College Statement can be understood as discriminatory on its face and in its effect. Some things don’t look discriminatory, like many of us have stairs going to our houses, so if everyone has use of their legs we all have access to the houses by the use of the stairs. On its face it doesn’t look discriminatory, but for people in wheelchairs they have no access to it, it is discriminatory in effect. If you have government action that says only males…with the use of their legs go up the steps then on the face of it, it is discriminatory. The CPSM Statement draws an arbitrary distinction between those people who have awareness of self and environment and awareness of how they exist in that environment, and those who may never in the future nor ever in the past achieved the standards that would warrant them medical treatment. Furthermore, when they are facing a crisis situation and enter a hospital they will continue to never reach that minimum goal, they never will…They could therefore be subject to the application of the Statement that would exclude them from receiving treatment, based simply on the fact that they can’t reach that minimum goal.

Four, the minimum goal of treatment is a barrier. The Supreme Court has recognized the Charter argument that when the government provides a benefit to its citizens and I would argue that this is a treatment, it’s formed from the setting of a hospital. It is a benefit. …When the government provides a benefit to its citizens it has to do so without erecting barriers that prevent identifiable groups such as the disabled from accessing that benefit. The Supreme Court has also acknowledged that erecting of barriers is not always the result of a conscious act to discriminate, but nevertheless becomes that because of its effect.

Five, there is an expectation of the Courts that when an organization is advocating a discriminatory effect, the burden to provide evidence to justify that discrimination lies with that organization. If we look to the CPSM Statement in this context, it would be up to the physician to show the Courts by way of evidence that accommodating, in other words providing life-sustaining treatment, would mean undue hardship for the physician and hospital. In my opinion the evidence that there is a need to withhold or withdraw life-sustaining treatment must be clear and convincing, and from the outset the burden must be on the physician and/or the hospital to provide such evidence… If there is a Charter application arguing that the minimum goal is discriminatory the physicians and hospitals would have to justify that it would cause undue hardship to provide that treatment, and here’s where the allocation of resources might be used. 

Richert addressed the final authority of the physician, 

The College has relied on two Manitoba court cases, one from the Court of Appeal, and we’ve talked about, the Lavallee case and the one … Madame Justice Beard decided in Sawatzky. I won’t go into them, but I will state this… in my opinion she distinguished them, but she talks about what the courts have expertise in …to substitute their opinion for a doctor’s opinion on what is necessary. And here’s what she says: “While the Courts do not have the expertise in making medical decisions, they do have expertise in resolving factual disputes and in making legal decisions. In the case of non-consensual medical decisions, be they decisions to provide, withdraw, or refuse care or treatment, there is a role for the Courts to play in making factual determinations and advising of the legality or illegality of disputed decisions before the patient is dead. Further, many of the decisions that …physicians [make] are qualitative and there is much room for individual disagreement on the correctness of the decision. Such findings would surely guide the doctor as he/she makes those decisions.” 

In a case that was upheld by the Federal Court of Appeal… called Irvin versus the Canadian Air Forces….the Tribunal talked about its jurisdiction in the area of human rights, in the area of medical decision-making, and … the Tribunal came to the conclusion that it “had jurisdiction to deal with discriminatory and arbitrary, hasty, imprudent or inadequate medical assessments in the applications of standards proffered as bona fide occupational requirements”. It stated that to otherwise indicate would be to undermine the whole purpose of human rights legislation, and I would suggest undermine the Charter. 

In my opinion the Court has jurisdiction to deal with situations where discriminatory, arbitrary, hasty, imprudent, or inadequate medical assessments occur, so that the physician has to act in a non-discriminatory, non-arbitrary way. There’s a positive obligation on the doctor to provide clear and convincing evidence that is subject to the Courts.
I think it’s important to articulate that in some cases and I’m thinking in particular of a recent case of the Supreme Court of Canada versus Via Rail… The Charter cases involving discrimination often talk about consultation with stakeholders as required prior to a barrier being erected. It’s a question of procedural fairness …The authority to make a decision requires a transparent process that mandates consultation and input from all stakeholders prior to the setting of policy, the issuing of a statement or decision-making being made about withholding or withdrawing life-sustaining treatment. I think this is important, and I hope that the dialogue started here can move forward so we can have some input as a wider community, not in the areas of diagnosis, but especially in the areas of looking at quality of life issues. We live in a value chartered rights context in Canada, and I think these are important considerations. Thank you.

MacLeod asked Richert how the application of the CPSM Statement might affect the Samuel Golubchuk case, or what it might look like if the hospital was acting in tune with the Statement. What would be the outcome if it went to trial? Answering more broadly, Richert stated, 

…if we have a court decision that comes down and articulates whether physicians have unilateral decision-making or whether it has to be a wider process or whatever they come out and say, that may have some bearing on and persuasion in Manitoba. But it won’t necessarily have the wide national debate that I think we need in order to resolve the issue. I think we either need a Supreme Court of Canada case, or else even more importantly a dialogue in which we talk about the issues and try to resolve them without litigation…If necessary, I guess we’ll move to litigation and the Courts will be forced to resolve it.

MacLeod asked Richert if he thought past court cases such as Lavallee and Sawatzky, influenced the College in writing the Statement. 

Let me say this about what I think was really good about the Statement. One, I think it’s out there, right? I think it’s important that now we have something. The reason why we’re having this dialogue here is because the Statement is manifest, it’s not blatantly hidden, it’s out there, we see it, we can deal with it, we can look at it, we can mold it, we can feel how we want to work it, different people can articulate their opinions, their problems with it and I think this is a good start, when we can actually move forward and talk about it.

Heidi Janz 
(Post-doctoral researcher VP-NET, University of Manitoba; visiting scholar John Dosseter Health Ethics Centre, University of Alberta) 

Heidi Janz shared her prepared remarks entitled, “Whose minimum goal of treatment is it anyway?” 
I would like to address the notion of a minimum goal of treatment as it pertains to the debate around withholding and withdrawing treatment using a framework based on [the] emerging academic discipline of disability ethics. Traditional health ethics examines quality of life in relation to disability in terms of the effects of an impairment on an individual’s relationship to the environment, but a disability ethics perspective requires us to also examine the effects of marginalization on the individual and the effects of stigma on the social perception of the individual’s quality of life. Thus, while traditional health ethics tends to evaluate an individual’s quality of life in the presence of disability in terms of social function, a disability ethics perspective calls us to consider the impact that an individual’s social worth has on his or her quality of life. So while a traditional medical/bio-ethics perspective prompts us to ask questions like, “Would the greater good be best served by allocating limited resources to facilitate the continued inclusion/life of a single person with disabilities or to promote the continued well being of a far larger number of people without disabilities?” A disability ethics perspective prompts us to ask questions like, “What are the commonly held values that will cause a society to either include or exclude disabled people, and what sort of assumptions and/or knowledge about the experience of disability underpin these commonly held values?” I would argue that these are precisely the sorts of questions which identify and expose the dangers inherent in the policy of withholding and withdrawing treatment that we are examining in this forum today.

It seems to me that one of the most fundamental and potentially most dangerous problems with the medical concept of a minimum goal of treatment as it pertains to the debate around withholding and withdrawing treatment is that it is generally defined solely in terms of a traditional medical/bio-ethics perspective, and thus leaves no room for the kinds of considerations that a disability ethics perspective calls us to examine and to take into account. In other words, there may be many cases in which the presence of a pre-existing disability automatically makes it impossible for individuals to meet the criteria of the medical/bio-ethical concept of a minimum goal of treatment, because they were in fact living in a condition that fell short of the minimum goal of treatment even before their medical condition became acute or critical. Common examples of this type of scenario include the routine use of respirators by individuals who have post-polio syndrome and the routine use of PEG tubes by people with Cerebral Palsy and other neurological disorders as a means of eating and drinking. Clearly, in these sorts of situations conventional medical/bio-ethical understandings of concepts such as artificial nutrition hydration, extraordinary measures, and futility of treatment become highly problematized when examined from a disability ethics perspective.

Another contemporary and rather frightening example [of] the way in which the presence of a pre-existing disability problematizes the conventional medical/bio-ethical concept of a minimum goal of treatment is seen in the recently released triage protocol for critical care during an influenza epidemic, published in the Canadian Medical Association Journal. This protocol sets out a prioritization hierarchy for determining patient eligibility for receiving critical care, specifically the use of ventilators in the event of an influenza pandemic and the resulting catastrophic overloading of critical care units. This protocol sets forth the following criteria for determining whether or not individual patients should receive critical care during an influenza pandemic … Basically the inclusion criteria that the patient is deemed to require the use of a ventilator, and that the person doesn’t have one of the exclusion criteria which includes severe trauma, severe burns, cardiac arrest …because one of them is severe baseline cognitive impairment, and advanced untreatable neuromuscular disease, metastatic malignant disease, advanced and irreversible immuno-compromise, severe and irreversible neurologic event or condition…end-stage organ failure

The authors of this protocol assure us … “that when resource scarcities occur, the tenets of bio-medical ethics and international law dictate that triage protocols be used to guide resource allocation. We have developed this triage protocol in an effort to ensure the equitable and efficient use of critical care resources if scarcities occur during an influenza pandemic. Yet, in spite of such apparent ethical surety, I do not think it is an overstatement to say that this protocol blatantly ignores the fundamental human rights of people with disabilities. Again, I think it is important to stress the limited prevue of this protocol as it really only addresses the issues of which patients would be eligible to receive treatment with respirators in the event of an influenza pandemic. Practically speaking… only a fractional percentage of patients would in fact either require or benefit from treatment with a respirator in such a situation anyway. However, I still find some of the criteria set forth in this protocol for withholding of treatment extremely problematic when viewed from a disability ethics perspective. For example, in identifying a severe and irreversible neurological event or condition or a severe baseline cognitive impairment as criteria for the withholding of treatment, this protocol in effect excludes virtually all people with pre-existing physical and/or developmental disabilities from treatment. The potential for this kind of exclusionary ability-based treatment protocol to be adapted and transferred over to other areas of medical practice poses a very real and as many Canadians would argue in the wake of the Golubchuk case, a very present danger to vulnerable Canadians. It highlights the urgent need for the articulation and integration of a disability ethics perspective into the practices of medicine and bio-ethics. 

MacLeod asked Janz what specifically she would change about the Statement. 

My main issue with the Statement is that the doctor holds the ultimate authority to decide when to withhold or withdraw treatment. As several of our speakers have eloquently pointed out, there are several problems with that. One problem that I particularly have is that many doctors don’t have the exposure to people who have the experience of living on a respirator for a long period of time, for example. The frame of reference is too limited to give doctors the resources to be able to make these kinds of decisions on their own.
Bruce Light, Medical Director Critical Care Program, Winnipeg Regional Health Authority was the final panelist to comment on the CPSM Statement’s definition of the minimum goal of treatment, and the role of physician as decision-maker.  
…The doctors… at the frontlines don’t like this Statement much better than you folks…only our problems are different… with respect to the minimum goal… we tend to be a kind of pragmatic lot. What we’re about and what we see our role in the world is, is providing life support as a bridge to somewhere, that is if somebody comes in sick, our idea is to use the tools of life support so that they can get better, so that they can leave the ICU and maybe the hospital eventually and go about their lives and enjoy the rest of it. None of us…see our goal as producing inert comatose people permanently on ventilators warehoused somewhere. We have trouble with that perception of us delivering that as a product, so our goal is to get people better to get them out. I was a little taken aback by the focus on disability… as a major player in our decision-making in this regard. I would say two-thirds of the patients who are in an ICU are disabled in some fairly major way, that’s who gets these kinds of bad diseases, and so we’re very accustomed with dealing with people…who are not entirely able-bodied and whose goals of treatment are different than what an able-bodied person’s might be. We’re very comfortable with that, we understand. … When we’re talking, at least for myself, about withdrawing or withholding therapy, it’s usually after a trial of therapy has been demonstrated not to be working, where not only can we not meet the minimum goal of a person who’s at least awake and not dependent on life support, what we’re doing when we get to that point, we are making a judgment that we are not saving a person’s life to put them back on their life track, what we are doing is dragging out their death. 

Most of what goes on in an ICU ranges from unpleasant to painful to really very noxious. The only way we justify to ourselves doing these things to people is that there’s light at the end of tunnel for that person, and when we begin to feel that there isn’t any, we begin to feel that we are doing harm, and when you begin to do harm the first thing that we do is start to talk to the families and the patients about where we should be going from there. I would say, again we’ve said this many times, and I think the focus here has been way too much on the impasse situation, when the vast majority of these cases are settled by communication, conversation and consensus, this nearly always happens, and in fact in most end-of-life situations it’s usually the family who raises it with us first. They usually come to us and say, “Do you really think we should be doing this? You know, this doesn’t seem to be going anywhere, I hate to see my loved on in this state.” And … I would say certainly our …intensive care nurses…believe that their doctors carry on too long when they should have stopped long before… so our bias is for life, when we get to the point that we think we can no longer offer that, then the question is how can we stop in a humane way. 

… The main thing … that the doctors don’t like about the goals of therapy…is that it doesn’t sharply enough define the groups that they’re talking about.

When asked what he would change about the Statement, Light stated, 

Well certainly I think if a person is in a permanent coma, and that’s pretty much what they’re talking about there, someone who is in a coma and has no prospect of coming out, we don’t feel that that’s our business to be doing that, but there’s another larger population, that group that’s in Group B, where you say that you can meet the minimal goal but the doctor doesn’t want to continue anyway. You have to ask, “Well, who are those people that the doctor would want to stop treatment on? An awake patient, who has the capacity to be conscious…and we see them everyday in the hospital, who these people are… who have been in the hospital a long time with a bad disease, they’ve exhausted all treatment options and they’ve been slowly dying for weeks, and then at the point of death, the ICU gets called, because a decision to not to proceed, not to resuscitate has not been made. So we get called to the scene [to] a patient who has been dying for weeks and [are] asked to intervene to bring the person back to the day before they were dying. What we would like to see in the minimal goals is that there is some possibility of a reversible illness, if there was a reversible illness it will take the person out of the ICU at some point where the goal is to get them on track in their life. And I’m terribly worried about some of the consequences of … compelling doctors to ventilate and provide life support for patients who don’t meet those two minimal goals. Certainly there are jurisdictions in the world where this is done and the two main consequences when I visited those kinds of places... one of them is, you need warehouses to keep these people in, like we’re talking about comatose, permanently comatose people on life support with no prospect of getting better, and as alluded to earlier here the numbers here are very large, although ninety-five percent of people who are dying don’t want to face that kind of future, one in twenty does, and I can tell you from the experience that I’ve had, when we get to that true impasse situation where conversation has stopped and nobody’s…dialoguing anymore, now you have entrenched positions such as we’re seeing at the Grace Hospital. My experience is it’s never about the patient, it’s about power, it’s about some religious belief, it’s about guilt. Guilt I would say is the most common one that’s driving these sad situations….I would just give you some numbers right now among patients dying in hospital, about eighty percent of all patients who die, in fact die as a result of a decision to withhold treatment. Less than twenty percent actually die despite everything we can do, so this is a very common situation, so we’re talking about eighty percent of the people and one in twenty of those will continue regardless and with the technologies we have today we can keep some of these people going for years. Personally, I mean if we do that, if we go down that road in society, I won’t be working in these units anymore; that’s for sure.

Moderator Terry McLeod asked Light why he would consider leaving his work in the Intensive Care Unit. Light responded:

I won’t do it, I mean …I don’t have the emotional strength to put up, to stand that on an extended basis.…we justify the pain that we cause by the goal that we’re trying to achieve, and as we’re finding out now …the very last thing to go in consciousness is the ability to suffer, the mind is gone long before…I mean the definition of a deep coma is unresponsive to deep pain. So before you’re in a deep coma you can still suffer at least even if you can’t think about it. So most of us, if asked day after day to do that to a patient for what we perceive as no good purpose, as you’re seeing, people are resigning over this, because of moral distress. That’s one bad consequence. A second bad consequence that you see from a doctors not having a way out … we phoned around to some other jurisdictions where there are larger populations where this kind of things comes up, and they told us what they do there in order to cope with this situation, and what tends to happen [is there is a] drop off in truth telling…. what tends to happen is … if a family, as I say if dialogue has been stopped and there is a demand for treatment and that is entrenched in regulation that one must comply, then you say you are doing everything, even if you’re not. 

Following Bruce Light’s presentation, several participants raised questions from the floor for the panel. The first participant shared a personal experience:
… I would [agree with]  Dr. Light on many medical things, the neurologic in particular, not only the utility or in-utility of neurologic consult in the ICU, but how you group everybody in the same broad grouping. I believe that very few people remain in coma beyond two to four weeks, they either die or they emerge into coma vigil which really isn’t coma, it’s a vegetative state with normal sleep/wake cycles, there’s just nobody home in effect, there’s no neurologic response. So I think … we shouldn’t lump them together because we hear these words brain death, coma, coma vigil or whatever and they are distinct and different. I’m not so concerned about coma and vegetative state, there’s a lot of reason for concern there, but I’ll go beyond that to minimally conscious state, and I don’t think that there’s much again neurologic sophistication reflected in this document nor in some of the things you were saying about the neurologic matters. …I’ll throw in an aside…what you said about quadriplegics, I don’t know anything about this personally, but a colleague told me not too long ago, she’s in neuro rehab and she had written papers about this. I was surprised it’s so counter-intuitive. She said that the quadriplegics come out of it much better mentally than the paraplegics, that they achieve an equanimity with it, if that’s the right word and she attributes it to neuro anatomic things, but I don’t know enough to say more about that, but yes they do get past that and you may have more experience. 

Also, I wonder as an intensivist how much experience you have, how far out beyond the intensive care unit. Let me conclude with something that’s really practical [that] I don’t think I heard all day and just looking at it, and it strikes me, it is this business about consultation, it’s funny to me in this Scenario A, B, and C, the only time that they say that you really should get somebody else to be sure the patient understands the communication is when they refuse the treatment, they’re not so concerned, or they express no particular concern when you propose to withhold it unilaterally that they didn’t go along with you, but when you want to treat and they don’t get it, it says have a consultation. Now there are consultations of different sorts, we refer to hallway consultations in which you get a colleague as he walks past, you ask him a question, and then there are the serious ones, I don’t see any reference in here to really serious neurologic evaluation. It says, “Get a second physician.” Is that your buddy, the guy who agreed with you in the ICU, or is that somebody independent exercising a separate, a truly separate opinion?

Light responded, 

Well I would agree with you that there are a variety of neurologic conditions that can underlie… absence of consciousness, but again for our practical purposes, I find that a not unreasonable definition.
Palliative care researcher and physician Harvey Chochinov raised another question for Bruce Light:
I appreciated your comments about sometimes life-sustaining treatments not being the choice between life and death but a good death versus a bad death, and I think sometimes this idea of a DNR is misconstrued as a way of being able to escape death altogether.  But that being said, one of the things I wonder about is, is Manitoba a less safe place because of the College Statement, particularly for persons with disabilities? There are people in the room here with disabilities; do they have reason to be more concerned because of the College Statement or perhaps maybe less concerned? Maybe there are safeguards embedded within the Statement that really should allay some of those anxieties. 

Light responded,
I actually don’t think it’s changed the situation much …the College’s minimum goal refers to absence of consciousness basically. And whether you start out able-bodied or disabled, if you can’t meet that minimum goal it’s the same. What I’m proposing actually as an extension of that which is the ability to get better and some day leave the ICU. That also does not hinge on underlying disability. You know we get people who are on chronic ventilators through the ICU all the time. We get people who are disabled in many different ways, all the time. That baseline does not influence medical decision-making in my opinion, and it didn’t before and it doesn’t now.

Chochinov added,

I understand that that issue is the contentious one, but on the other hand, the Statement consists of many more things besides that. So for example, the fact that there is need for dialogue and that is laid out for consultation.  Are there things in the Statement that in most instances should avoid this kind of contentious impasse?

Light responded 

I think that the College Statement is consistent with that and rightly emphasizes that and lays out a lot of stuff that you should be doing before you get to impasse. Maybe this will help some standardization. I think like any field of medicine, we had people who did this well and people who do it less well. This at least sets a standard in that tone, in that way.
MacLeod asked the panel to respond to Chochinov’s question regarding whether or not people with disabilities in Manitoba are more or less safe as a result of the Statement.  Hansen remarked:

As other people have stated, I think the important thing is that it gives a space for dialogue, whether or not we agree with what’s in the Statement is another issue entirely, but at least there’s a space to have dialogue around. I would say that the Statement as it as it exists right now, underlies or sort of underscores individual vulnerability in my view, and if you have the ability to articulate the sort of nuances of your particular situation, that’s fine, but if you don’t and you’re relying on a particular physician’s knowledge of your disability  I would say that its sort of a dubious situation to be in a lot of times. Now there are exceptions to that, but I would say by and large it’s dubious and at least this Statement provides a space for dialogue.

Janz agreed that one of the most important aspects of the Statement is that it created dialog. She addressed the situation in Alberta: “… the only difference practically speaking is that some of these debates haven’t been as explicitly articulated”. 

Richert stated, 

It’s difficult to tell, I think time will tell - how’s that for an evasive answer? I think what’s important is that the Statement is out, we can dialogue about it, we can look at it. As I said before we can mold it, and we can talk about it, and I think this is an important first step.

Edwards responded: 

I think it does point to the need for your people, Terry, the media, to look at this issue in a slightly different way than they have. I think it’s been very sensationalized by the media and I’m hoping that when we see the coverage today that we see a fuller treatment of this issue. I don’t think people should feel afraid at this moment. I don’t think the players have changed. But I do think that we need to engage in discussion in the broadest context about these issues, and I think the media has some opportunity here to do that in a good way.

Jocelyn Downie, who provided the key note addresses earlier in the day, added, 

We’re focusing a lot on the minimal goals and in terms of that it disturbs me a lot, but I actually don’t think it makes people a whole lot less safe necessarily because in a lot of provinces that don’t have that,  a threshold that probably is being used a lot. Granted, with George’s comment about, “Where did it come from? What does it mean?”; the notion of persistent vegetative state, that kind of thing. The bigger concern to me is the introduction of the significant negative effects piece, because that’s where you can meet the minimal goal of treatment, but if there are significant negative effects, you can still have this unilateral withholding withdrawal, and to me that’s a wide open field and I think that does make people less safe.

The next participant addressed the panel,

I am told that the Law Reform Commission has given its seal of approval to the final Statement, and at the same time the number of voices we’re hearing of dissatisfaction with this Statement, which is probably where the law Reform Commission began, dissatisfaction with the process that existed, I’d like to hear what the panelists,  particularly the ones who are concerned about their safety think about the Law Reform Commission, and have they dealt with them. I mean there was a big pubic voice on this issue, they’re saying we have a good document, but everybody’s unhappy with it.

Jim Derksen, who presented just before the Town Hall, stated 

 Well I just wanted to point out that the Law Reform Commission normally would recommend law to the legislature, and that it was unusual and I think unfortunate that it recommended the College deal with the problem through a Statement. … In a certain sense the College is mandated by law to govern the behavior of doctors and so on. It is accountable through that Act, and also to its members, but it is not accountable in the same way our elected officials are to us the public. And so in a sense I think the Law Reform Commission shunted it off into a corner where it’s difficult, we don’t have due process established to make our wishes as a public known about it with any effect. 

And I did just want to say another thing, that I’m glad Dr. Light hasn’t seen disability play out in a negative kind of way in the clinics he’s attended, but I think those of us with disabilities know probably one or more people in Manitoba who have really been at risk in emergency wards in crisis. I’m sitting beside a person, for whom withholding life-sustaining treatment was threatened, and in fact she’s here ten years later because we intervened with a letter from a lawyer indicating that treatment had to be continued, and I’ll just put the mic over to Lori in case she wants to say something.

The town hall discussion closed with one participant’s description of a personal experience:
I guess the reality is that I am here and I was told that my parents had fought against it about them ending treatment, and I thought it was really interesting that about a month after I left the hospital, and I was only in for a couple of weeks at the time, I ran into the doctor in the elevator and my mom was really looking at me funny and she said, ”That was her, that was the one who wanted to unplug you,” and I went, “Well why didn’t you say anything before?” I would have liked to have shaken her hand, and said, “Here I am.” I guess the only reason is that I think that they do try to do the best that they can, but if they don’t know you, they look at you and I weigh fifty pounds, I stopped breathing, my heart stopped, and I was dead, but I’m here, and I wouldn’t be here if a piece of paper from a lawyer didn’t say, do something.

[This concluded the town hall session.]
3.0  CONFERENCE PRESENTATIONS

CLOSING SESSION 

Reflection:  The Path of Least Regret 

 Michael Harlos

The conference concluded with a reflection offered by Mike Harlos. Harlos has worked in the field of palliative care for seventeen years; in addition he is a professor and section head of palliative medicine (University of Manitoba,) co-chair of the Canadian Network of Palliative Care for Children, and a physician/consultant for the Canadian Virtual Hospice since its inception. 

This closing presentation involved the use of multiple power point slides that portraying  an array of visual images that led conference participants through a reflective process. Rather than trying to replicate what was, in the end, a group experience, Harlos has submitted a written summarization of his presentation for this report.

Decisions around potential tests and treatments in health care are complex, involving both considerations that are primarily technical/ physiological as well as those that are experiential/value-laden.

The technical/physiological considerations of medical interventions tend to lend themselves to objective assessment and review... their effectiveness in achieving their intended goals can be measured. For example, whether a blood transfusion has achieved the goals of raising someone's red blood cell count or improving postural hypotension can be measured and determined as effective or ineffective with regards to those parameters. Such considerations are the "what" factors in medical care, and health care professionals are trained and informed to be experts in such details.

The experiential/value-laden considerations require review through "the eye of the beholder"... they are subjective assessments which involve an experience filtered through a "who", influenced by that person's unique life experience, interpersonal connections, value systems, hopes, goals, fears. Considerations such as quality of life, meaning, hope, energy, well-being, and even such seemingly medical symptoms as pain or shortness of breath are all experiential, requiring assessment and interpretation by the person experiencing them. For example, whether or not a blood transfusion has helped someone feel more energy, less short of breath, or less light-headed can only be assessed by that person. The only true expert in such interpretations is the person who is impacted by the experience, although in some circumstances the input of substitute decisions makers must be sought.

Health care professionals must be aware of the distinction between considerations involving the "what" parameters and the "who" parameters, and of the limitation of their expertise in "who" considerations when it concerns others. Sometimes the language being used provides clues that we are encroaching into "who" territory... words such as "benefit" and "burden" imply an experience, as does "quality of life". Physicians and other health care team members have a very important role in determining whether an intervention can possibly achieve its physiological goals, particularly if the answer is a simple "Yes" or "No". When the answer is "Yes, but..." this raises concerns that value considerations are coming into play, such as "Yes, but it will work only for a short while", or "Yes, but it's potentially quite uncomfortable", or "Yes, but it's a poor use of limited resources" (this latter issue involves societal considerations rather than strictly physiological).

Members of the health care team also have their own important "who" roles in approaching clinical scenarios. Their personal and professional value systems, their life experiences (perhaps even with the same illness or circumstances that their patient is now facing), their own hopes/goals/fears may all potentially influence how treatment choices are presented to patients and their families... particularly if they are not aware of or "in tune" with these issues. They may find themselves surprised by how strongly they feel about an issue, but may never have previously explored why they have such views. For example, they may feel fundamentally opposed to providing tube feeding to a patient with dementia, but supportive of tube feeding a young professional athlete with a severe permanent brain injury suffered during sport. In both circumstances the intervention is achieving its physiological goal in a patient whose present circumstances are far from ideal, which means there is clearly a value judgment being made between an older person with dementia and a young adult with a traumatic brain injury. It is not enough to say "it's just not right"; as professionals who hold an unbalanced amount of influence over how care choices are presented and provided, we are obligated to inform ourselves of the ethical aspects health care to an equal degree as we pursue medical evidence to inform our care.

Often surrounding controversial issues in health care there are published opinions supporting quite disparate views, and we may find ourselves gravitating towards literature that is consistent with our own approach. Unfortunately, this will do little to broaden our understanding of how others feel and why they do so. Arguably, we would become better clinicians...and perhaps people... if we first selected literature which put forward views to which we held opposing views.

We all have "lines in the sand" in our minds representing "boundaries of the acceptable", whether we are health care professionals or not.  

Being aware of such lines and exploring their foundation is an important step towards being able to articulate and share views which may be complex and emotionally-laden. When such views might influence how we approach patient care, it is particularly important that health care providers be aware of their own lines in the sand. If the consideration at hand is a clinical one in which a proposed intervention cannot possibly achieve its hoped for goal, then we are obligated to have informed ourselves enough about the issue to share that information. If it is our personal values and life experience that are influencing how we feel, then self-awareness of this will allow an open and honest dialogue.

In approaching decisions in end-of-life care, a potential framework for considering choices might be:

1. Consider the proposed intervention in terms of the hoped-for goals.  Are those goals predominantly physiological and objectively measured, or experiential and subjectively assessed?

2. Can the hoped-for goals possibly be achieved?  Even experiential/ subjective goals may be considered impossible to achieve if the clinical circumstances dictate (for example, it's not possible to feel more energy from a blood transfusion when a major vessel has been eroded by tumour and blood loss exceeds potential replacement)

   2a. - If the goals cannot possibly be achieved then this information must be conveyed and the intervention should not be offered or pursued. Opportunities for conflict resolution, ethics consultation, mediation, second opinions, and transfer of care may be explored

   2b. - If the goals might possibly be achieved, then either go ahead with the intervention or consider a trial of the intervention with clearly defined outcomes (including how they will be judged/assessed) and a specified time frame, and a plan for care if the goals are not met

[This concluded the closing presentation.]

IV.
CONCLUSION

Rhonda Wiebe

We believe that this conference met its objectives to provide an opportunity for information exchange, and to discuss ethical understandings of a current, unresolved and complex issue for Manitobans and Canadians. 

The unusual challenge of implementing alternative and even conflicting values and interpretations of valid knowledge and its applications in ethical decision-making and policy development through Knowledge Translation was undertaken by the VP-NET team.  The event’s primary function was to invite spokespersons who could articulate various positions on information in an accessible forum, thereby adding to, rather than summarizing, the extensive narrative data from the ethics focused VP-NET research. 

The exploration by participants of an actual policy and its current impact on fundamental decision-making through dialogue between clinicians, vulnerable persons, legal experts, disability organizations and family networks provided an environment in which new knowledge and unknown perspectives could be exchanged

During its initial planning stages, the planning work group optimistically expected thirty or forty participants to register for this event.  We were overwhelmed when over 200 stakeholders responded to the invitation. These included representatives from various provincial health authorities, hospital administrators, physicians, nurses, chaplains and other clergy, disability service providers, national and provincial disability rights groups, ethicists, member of the legal profession, and students of medicine, nursing and law. Participants also included family networks of persons who are vulnerable, members of the palliative care community, academics and the media. This unanticipated interest required the planning work group to adjust every aspect of its planning to accommodate this unexpected registration response. 

The majority of participants were from Manitoba; we were pleased with the strong rural representation from Carman, Brandon, Dauphin, Winkler, Beausejour and a group from Brandon who joined us through the TeleHealth Network. Participants from outside the province included people from Saskatchewan, Alberta, Ontario, New Jersey and Singapore. 
The knowledge transfer intended for this one day event reached beyond the scope of the conference. The media coordinator engaged by the planning work group facilitated coverage by local television and radio stations, the Winnipeg Free Press, the Toronto Globe & Mail and the Montreal Gazette. Many national and international blogs concerned with the issues presented also publicized and commented on the event. In addition, because the moderator was the local CBC radio morning show host, he conducted interviews with participants of the conference for three consecutive mornings following the event.
George Webster, one of the conference presenters made the following observations:

The June/08 meeting was important for a number of reasons. 

 

First, it was an important public discussion of a most controverted ethical and public policy question in our community. We went out of our way to ensure that the program was balanced in terms of presentations and perspectives and every effort was made to be as inclusive as possible. 

 

Second, the June meeting offered our community what Margaret Urban Walker calls "open moral space". [See Margaret Urban Walker, "Keeping Moral Spaces Open: New Images of Ethics Consulting", The Hastings Centre Report, Vol. 23, 1993.] The one day gathering provided a safe space/environment for people from many different communities in our Province to meet in one room and initiate a dialogue... possibly for the first time in some cases. It was moving to hear people living with disabilities speak during the afternoon panel. This "first person" communication can never be satisfactorily captured by others trying to summarize their point of view or concerns. 

 

Third, the June meeting was facilitated in such a way that exchanges between participants were, for the most part, civil and respectful. I know people sometimes criticize Canadians for having an over abundance of respect and civility in heated ethical conversations, but I for one, do not believe there can ever be too much of these "other regarding" qualities in public discourse.

 

Finally, another important feature of the dialogue at the June/08 meeting was that contributors often tried to offer constructive alternatives when they were openly criticizing say, the CPSM Statement. Jocelyn Downie did this and I believe other speakers did as well.

i. Conference Evaluation

The planning work group recognized the importance of developing a way to obtain responses from participants. A participant evaluation tool was designed to measure the impact of the event. Evaluation forms were included in each registration packet, and were collected at the conclusion of the conference. See appendix for evaluation form.

Methodology
Forty three persons of a total of 212 registrants completed the evaluation form. Twelve evaluation questions provided an opportunity to rate an aspect of the event on a scale of excellent – good – fair – poor – no comment based on: an overall assessment; relevance of topic; content; and degree to which the conference met the participant’s expectations. Participants could also comment on each of the aspects of the conference posed in the evaluation questions.

The results of the evaluation question rating scales were tabulated by percentages and all comments were recorded. The identities of participations who evaluated the event were not disclosed. Copies of the evaluation results were distributed to each of the working group members for review a month after the event took place. 

Summary of Evaluation Results
Overall Intent & Meeting of Participants’ Expectations

Participant feedback suggested that the intent to provide a forum in which new knowledge could not only be presented but actually debated and developed as part of the day’s process occurred. 

Participants described the conference highlights in the evaluation tool as follows:

“Hearing from such a wide range of people on this issue – excellent variety of speakers and backgrounds represented.”
“Provoking though, far deeper than I experience on a day by day basis working in a large healthcare institution.”

“Opened up future dialogues to have”

“Excellent and eye-opening with respect to better understanding of issues and concerns”

“I wish more people were aware and had the opportunity to attend such forums: Aboriginal community, geriatric community, disabled community and all families.”

 “Hearing how people define the CPSM guidelines given their personal life experiences – the perceptions and honesty of the participants was eye-opening.”

“A new thought process around ‘quality of life’ – whose life, whose choice is it?”

“Perhaps more representation from other groups or individuals rather than ‘disabilities’ – i.e. mental health, vulnerable persons, FAS, refugees and immigrants, cultural views. Aboriginal (cultural, powerless, marginalized, etc.) elderly with no close family”

“This easily could have been a 2 day conference. More opportunities for the workers to share info.”

“Too much info condensed to fit it all. I truly believe with this being such a controversial and emotionally charged issues there was more time needed for the group to ask questions and share experiences and ideas.”

Accommodation for full participation

The planning work group made an open, accessible forum a priority by attempting to remove any anticipated barriers to full participation.  Participant evaluation indicated this effort was partially successful. Participants acknowledged their appreciation for the excellent facility, the accessible parking options, the ease with which they could see and hear the presentations, the plain language translations, the fully accessible washrooms, the open invitation to the public to participate in the event free of charge, the lunch and coffee break at no charge, and the notion of an ethical safe space.

Some participants stated in their evaluations that there were aspects of the conference that needed improvement. Most prominent within the evaluations was the need for a more easily paced schedule. A number of suggestions included having more breaks throughout the day, and dividing the conference’s content into a two day session. Other issues included concerns about confusing directions for conference location and time, expensive parking options for those not using wheelchair accessible parking, and congestion during the morning registration.

Suggestions for Future Events

Participants suggested the planning work group consider staging a second event. Conference topic recommendations drawn from the evaluation results included:

·  A follow-up discussion of the CPSM Statement and the ways it has been implemented in a year’s time
· More community dialogue, especially in the areas of resource allocation and loss of confidence in the medical profession;
· An analysis of the effects of the CPSM Statement on isolated communities
· Discussions on health care directives between medical professionals and patients with representation from both groups in the planning and content of the discussion.
· A forum exploring ways to develop overall support for dying patients using a team-model approach between physicians, nurses, patients, and families.
· A conference exploring better ways to have difficult discussions about healthcare decision-making between patients, families and medical care providers.
· A forum exploring the role of spirituality in ethical decision-making in the medical environment.

ii. Future and Legacy of the Project

Critical to any legacy of this project is the importance of understanding Knowledge Translation as a democratic, non-adversarial process that facilitates discussion between medical professionals and members of the community.
In the aftermath of evaluating this event and its impact on the communities in which it took place, the planning work group is left with several open-ended questions. What is the impact of the Knowledge Translation that occurred? Is this an effective model for making public policy accessible? How does the dialogue continue?
Evidence of the need for discourse about ethics and end of life decision-making between academics, health care providers, and people experiencing vulnerability was made clear by the interest generated prior, during and after this conference. The contested policy which served as centerpiece for the conference continues to be discussed at the local and national levels. 

The disability community continues to grapple with the contested knowledge. Some activities include a direct engagement on the part of two different disability rights groups, the Manitoba League of Persons with Disabilities, and Community Living Manitoba with the College of Physicians and Surgeons to further express concerns abut the Statement on Withholding and Withdrawal of Life-Sustaining Treatment. The national human rights committee of the Council of Canadians with Disabilities has struck a special task group to monitor health care policies dealing with end of life decision-making and to respond to such policies through public education and political action. All of these groups had sent representatives to attend the June 9 conference.

The health care community also continues a discourse on end of life decision-making. St. Boniface General Hospital of Winnipeg sponsored a Grand Rounds Ethics event in January 2009 featuring University of Toronto physician and ethicist Dr. Neil Lazar, who directly addressed the CPSM Statement, comparing it to other models of dispute resolution concerning end of life treatment decisions in Canada. 

Jocelyn Downie, Canada Research Chair in Health Law & Policy, and the keynote speaker for the conference, has also undertaken the development of an alternate to the CPSM Statement that specifically addresses some of the issues she has determined are inherent in unilateral decision-making of healthcare decisions involving end of life. She remains in dialogue with members of the working group and others in the healthcare and disability community. 

If the VP-NET is to nurture further dialogue that is clearly ongoing, one option to consider is to develop plans for a second conference that would facilitate discourse on ethical healthcare decision-making from faith-based perspectives such as those of Indigenous, Jewish, Catholic, Protestant, Muslim, Hindu, Buddhist, Sikh, Atheist, and/or Agnostic groups.
Proposed Conference

Diversity in the cultural and spiritual values held by end of life care providers and recipients can bear significant influence on decisions regarding the implementation of that care. Interest and engagement by the public concerning individual cases and legal/policy frameworks pertaining to withholding or withdrawing life-sustaining treatment has fuelled ongoing discussion about ethical and policy issues inherent in end of life care decision-making. However, previous activity examining the values and policy perspectives have primarily been organized and attended by members of specific communities or coalitions of stakeholders; defined by a particular religious affiliation, ethno-cultural identity, disability, or affiliation with a health profession.

We propose to organized and convene a one day Knowledge Translation Forum for autumn 2009 focusing on issues of diversity in cultural and ethical relevance as they intersect with policy provisions of specific care interventions at the end of life. This forum will carry through some of the policy dialogue from population groups identified as vulnerable for the VP-NET research, including an exploration of the diverse values held by multiple stakeholder communities regarding how end of life treatment decisions are made and who participates in these decisions. This includes data shared by elders and persons with long-term disabilities/chronic illnesses within the cross-cutting context of diversity of multiple ethno-cultural and religious communities. 

Plans for this event include inviting representatives from 4 - 6 communities who would reflect a spectrum of cultural and spiritual values applicable to treatment decisions in end of life care. Care providers from a range of clinical disciplines and experts in the areas of law and ethics will share their perspectives as part of the forum. This event will also focus on issues in specific local and national cases which are unresolved and evoke diverse view points.

During preparations for planning the 2008 Ethics and End of Life workshop, the planning work group acknowledged there would not be the time and resources to engage in significant issues related to diverse ethical and cultural perspectives concerning frameworks for decision-making. The committee recognized the importance of these factors, and their relevance was further indicated through comments captured in the evaluation tool used by conference participants. 

The planning work group sees it as prudent to respond to the clearly identified need for further discussion of ethical and policy frameworks for end of life decision-making within the context of specific ethno-cultural and religious perspectives. Many of these communities assert alternative values and practices in areas of ethical decision-making at the end of life. 

Previous events organized and convened by the VP-NET addressed the gaps between palliative care providers and persons with disabilities. The proposed 2009 forum will explore additional gaps, particularly between persons with disabilities who are also members of distinct ethno-cultural &/or religious groups and palliative care providers. One example of such a group is persons with disabilities who are of Aboriginal descent.  Within this context, further issues such as: the duty of care; the valuation/devaluation of persons living with disability; and the legal and justice issue perspectives pertaining to decisions regarding withholding/withdrawing life-sustaining care will also play a role in the forum’s dialogue.

The proposed forum will document and complete Knowledge Translation activities in the final phase of the work of the ethics theme.
V.
APPENDICES
I. Event brochure
II. Event program
III. Event evaluation tool
IV. College of Physicians and Surgeons of Manitoba Statement on Withdrawal and Withholding of Life Sustaining Treatment

v. Plain language translations of presentations
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END-OF-LIFE ETHICS & DECISION-MAKING:

Current Policy Debates about Withholding and Withdrawing Life-Sustaining Treatment

Monday, June 9, 2008

8:30 – 5:00 p.m.

Theatre A, Basic Medical Science

750 William Avenue
University of Manitoba
PROGRAM

8:00
Registration
8:30
Welcome: “Continuing a dialogue in contested areas” – Joe Kaufert & Rhonda Wiebe

9:00
“Summary of the CPSM Statement on Withholding and Withdrawing 
Life-Sustaining Treatment” – Bill Pope

10:15 “The legal status of unilateral withholding & withdrawal of treatment: A national overview” – Jocelyn Downie

11:30-1:30Lunch for registered participants

!:30
“Between a rock & a hard place: Is the CPSM Statement an ethical remedy?” – George Webster
1:50
“Exploring the ethical foundations for rationing life-sustaining treatment” – Merril Pauls

2:20
“Focused concerns of people with disabilities on ending of life” – Jim Derksen

2:45 

Coffee Break

3:00

TOWN HALL DISCUSSION

Probing the ethics of the ‘minimum goal of life-sustaining treatment’ and a physician’s final authority” with panel members: Marie Edwards, Nancy Hansen, Heidi Janz, Bruce Light and Dean Richert.

4:30
Reflection: “The Path of Least Regret” – Michael Harlos
5:00 
Closing Remarks – Joe Kaufert & Rhonda Wiebe
THIS EVENT IS BEING AUDIO AND VIDEO RECORDED BY THE UNIVERSITY OF MANITOBA FOR RESEARCH PURPOSES. AUDIENCE MEMBERS WILL NOT BE IDENTIFIED IN ANY TRANSCRIPTIONS OF THIS EVENT.

OUR PRESENTERS:
Jocelyn Downie, B.A. (Queen's), M.A. (Queen's), M.Litt. (Cambridge); LL.B. (Toronto), LL.M (Michigan), S.J.D. (Michigan) holds a Canada Research Chair in Health Law and Policy and is a Professor in the Faculties of Law and Medicine at Dalhousie University in Halifax, N.S. She works at the intersection of law, ethics and healthcare, and her interests include research involving humans, assisted death, organ transplantation, and women's health. Dr. Downie's work is interdisciplinary, collaborative, and motivated by a desire to contribute to social change in the interests of vulnerable individuals and groups at federal and provincial/territorial levels. Her book, Dying Justice: A Case for Decriminalizing Euthanasia and Assisted Suicide in Canada was awarded the Abbyann D. Lynch Medal in Bioethics by the Royal Society of Canada.  She has co-edited a number of books including Canadian Health Law and Policy, Health Law at the Supreme Court of Canada, and Health Care Ethics in Canada.  She has also written numerous chapters and articles in academic and other publications in Canada and internationally. 

Jocelyn notes that she had the good fortune to be able to study philosophy and law (and play field hockey, soccer, squash, and cricket) in Canada, the United States, and England. She enjoys taking photographs, playing soccer, and spending time with her partner and two sons.

Bill Pope is Winnipeg born and took his medical school and Anesthesiology training at the University of Manitoba. He has been Section Head of Adult Anesthesia at the HSC, Program Director in Anesthesiology and Undergraduate Associate Dean at the University of Manitoba as well as Chief Examiner in Anesthesia for the Royal College of Physicians & Surgeons of Canada. He took a law degree in ‘late youth’ and was Executive Vice-President, Medical Services for St. Joseph’s Hospital Hamilton, returning to Winnipeg to be Assistant Registrar [Complaints] at the College of Physicians & Surgeons of Manitoba. For the last nine years he has been Registrar and CEO of the CPSM and has been President of the Federation of Medical Regulatory Authorities of Canada. 

George Webster is a Clinical Ethicist with the Health Care Ethics Service at St. Boniface General Hospital where he has served since 1997.  From 1982-1996 he was Director of the first full-time hospital-based Ethics Service in Canada at St. Michael’s Hospital, St. Joseph’s Health Centre and Providence Centre in Toronto. Dr. Webster completed his Doctoral studies at the Toronto School of Theology, University of Toronto. He has served on various Ethics Committees and Research Ethics Boards including St. Michael’s Hospital in Toronto, and the University of Manitoba, Faculty of Medicine, Research Ethics Board. He chaired the National Research Council of Canada, Winnipeg Research Ethics Board and served on the Ethics Committee at Casey House AIDS Hospice in Toronto, the Canadian HIV Trials Network, National Ethics Review Committee and the Canadian Anesthetists’ Society, Committee on Ethics and the Board of Directors of the Society for Bioethics Consultation (U.S.). He is currently a member of Health Canada’s Research Ethics Board and the Canadian Institutes of Health Research (CIHR), Governing Council Standing Committee on Ethics (SCE). Dr. Webster has an appointment in the Faculty of Medicine and the Department of Philosophy at the University of Manitoba He is a member of the Canadian Bioethics Society and the American Society for Bioethics and Humanities.

Merril Pauls, MD, CCFM (EM), MHSc. After completing medical school, family medicine, and emergency medicine training at the University of Manitoba, Merril obtained a Masters of Health Sciences (Bioethics) at the University of Toronto. From 1999 - 2004 Merril was a staff physician at the QE II HSC in Nova Scotia and assistant professor in the Departments of Emergency Medicine and Bioethics at Dalhousie University. In 2004, Merril returned to Manitoba where he is associate professor in the section of Emergency Medicine, an emergency physician at the Health Sciences Centre, and the Director of Ethics and the Humanities for the U of M Faculty of Medicine. 
Michael Harlos is Professor and Section Head of Palliative Medicine at the University of Manitoba, and is Medical Director of the Winnipeg Regional Health Authority Palliative Care Program. He has worked in palliative care for over 17 years, with a recent focus on pediatric palliative care. Dr. Harlos is Co-Chair of the Canadian Network of Palliative Care for Children and has been a physician consultant for the Canadian Virtual Hospice since its inception.

Jim Derksen works as an advisor on disability issues with the policy theme of the VP-NET. Jim is a wheelchair user who was disabled at six years of age by polio. He helped develop organizations such as the Manitoba League of Persons with Disabilities (MLPD), the Council of Canadians with Disabilities (CCD), Disabled Peoples' International (DPI) and the Canadian Disability Rights Council (CDRC.) He was employed in disability policy work by the Government of Manitoba until his retirement from the Civil Service in 2004. He is a recipient of the Queen’s Golden Jubilee Medal and lives in Winnipeg with his daughter, Amara.

Joseph Kaufert is a Professor with the Department of Community Health Sciences, University of Manitoba. He has worked as a community health researcher and medical anthropologist in the Departments of Community Medicine and Psychiatry in the Universities of London (England) and Texas; he founded the British Society for Medical Anthropology and was President of the Canadian Association for Medical Anthropology. Current areas of research concentration include Aboriginal health, interpretation and health communication, cross-cultural and research ethics and disability studies. He has authored 80 peer-reviewed publications and authored or edited four books. He worked with Patricia Kaufert to develop the postgraduate degree (M.Sc. and Ph.D.) programs in Community Health Sciences and co-directed the graduate program for three years. 

Rhonda Wiebe is research associate with the VP-NET Ethics Theme. Her interest in concerns people with disabilities face at end of life stems from two decades of exposure to issues embedded in this topic. The pastoral work of her early professional life included the spiritual care of critically ill and dying persons. Rhonda went on to work as an advocate and researcher for various groups in the disability community, including the Independent Living Resource Centre, the Manitoba League of Persons with Disabilities, the Disability Issues Office of Manitoba, the Canadian Centre on Disability Studies and the Council of Canadians with Disabilities. Research activities include publications on the application of DNR Orders for persons with disabilities, and developing 'The Will to Live', a workbook to help persons with disabilities state their preferences concerning end-of-life care. Community involvements include an appointment by Order in Council to the Manitoba Health Review Board and the Manitoba Home Care Appeal Panel.  Critical to all that she brings to her work is her life experience as a person with disabilities.

OUR PANELISTS

Marie Edwards is a registered nurse with a Ph.D. in Nursing and Bioethics from the University of Toronto.  She spent a year doing a clinical residency in ethics at a tertiary care hospital in Edmonton. Currently, Marie is an Assistant Professor with the Faculty of Nursing at the University of Manitoba, teaching and doing research in ethics as it relates to nursing practice, and a Research Associate at the Health Sciences Centre.

Nancy Hansen, director of the Interdisciplinary Master’s Program Disability Studies at the University of Manitoba, obtained a PhD from the University of Glasgow. Her Post-Doctoral Research examined women with disabilities' access to primary health care. Nancy received an Einstein research fellowship examining Disability Studies and the Legacy of Nazi Eugenics. She is past-president of the Canadian Disability Studies Association. In June 2006, she was awarded the Ireland Canada University Foundation Sprott Asset Management Scholarship to examine the history of people with disabilities in Ireland. Nancy has been actively involved with various Canadian disability groups for many years.

Heidi Janz, Ph.D., is a Post-Doctoral Researcher with the VP-NET project at the University of Manitoba, and is currently a visiting scholar with the John Dossetor Health Ethics Centre at the University of Alberta. Her current research focuses on end-of-life issues affecting people with disabilities, specifically in relation to Disability Ethics and media representations of people with disabilities at end-of life.
Bruce Light is the Medical Director of the Critical Care Program for the Winnipeg Regional Health Authority. He also holds positions as Site Coordinator for Critical Care and Director of Intensive Care Medicine at Saint Boniface General Hospital and Section Head of Critical Care Medicine for the Faculty of Medicine, University of Manitoba. He is a graduate of the School of Medicine at the University of Calgary and completed his residency in Internal Medicine at the University of Manitoba. Dr. Light is a member of the Association of Medical Microbiology & Infectious Diseases Canada, the Infectious Disease Society of America, the Canadian Medical Protective Association and the Canadian Medical Association. He is married to Dr. Sharon Moisiuk and they have three children. 
Dean Richert, B.Th., B.E.S. (Hon), M.A., LL.B. Dean has a long-standing interest in disability issues, particularly as they pertain to equitable access to basic rights and privileges under the Canadian Charter of Rights and Freedoms. Dean is a member of the Human Rights Committee of the Council of Canadians with Disabilities, which has intervened on a number of disability-related cases before the Supreme Court of Canada. Dean is a member of the Manitoba League of Persons with Disabilities and a board member of Winnipeg Citizen Advocacy. He recently co-published an article in response to the CPSM Statement on the Withholding and Withdrawing of Life-Sustaining Treatment in A Voice of our Own, the Council of Canadians with Disabilities national newsletter. Dean is an attorney with the firm Orle Davidson Giesbrecht Bargen in Winnipeg.
OUR MODERATOR
Terry MacLeod has hosted CBC Winnipeg’s “Information Radio” morning show on 89.3 FM since 1993. In 2004 his program won The CBC National Radio Award for The Best Regional Show in Canada. He started with CBC in 1985 in Thunder Bay. He later became a producer and guest host at CBC's hit radio show "Morningside" with Peter Gzowski. He has also hosted "As It Happens" and "Sounds Like Canada". Terry has taught for the WaWaTa OjiCree network in NW Ontario and the TNI Inuit network in Arctic Quebec. In an earlier life Terry was an actor and a social worker. He grew up in and received a BA in Psychology in Prince Edward Island. He's married with two children. 

CONFERENCE PLANNING COMMITTEE 

Rhonda Wiebe (Chair)

Jim Derksen

Joseph Kaufert

Pat Murphy

George Webster

Lindsey Troschuk (Project Manager)

Media Coordinator: Paul Graham
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VP-NET is a five year research project that brings together a team of investigators to explore the availability and accessibility of end-of-life care for specific populations of persons made vulnerable. The VP-NET work collectively to develop a common, interdisciplinary framework for understanding end-of-life care from the vantage points of those who face barriers to their access to care, services, information and supports.

We’d like to extend our gratitude to all our presenters and panelists and the Department of Community Health Sciences, University of Manitoba; the St. Boniface General Hospital Health Care Ethics Service; the Vulnerable Persons New Emerging Team (VP-NET); and the Canadian Institute of Health Research (CIHR) for their support.

Important Web Sites:

The College of Physicians and Surgeons Statement on Withholding and Withdrawing Life-Sustaining Treatment is at www.cpsm.mb.ca
 Information about the Vulnerable Persons New Emerging Team is at
www.vp-net.ca
END-OF-LIFE ETHICS & DECISION-MAKING Conference

June 9, 2008

EVALUATION FORM

We appreciate your answers to the following questions for use in planning future events.

PLEASE CIRCLE THE NUMBER THAT BEST REPRESENTS YOUR CHOICE.

1. Did you attend the opening session Summary of the CPSM Statement on Withholding and Withdrawing Life-Sustaining Treatment?
YES


NO

  ▼

    





Excellent
Good
     Fair
Poor

Overall Assessment


1

2
    3

4
Relevance of Topic


1

2
    3

4

Content




1

2
    3

4

Did this meet your expectations?
1

2
    3

4

Comments: ____________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
2. Did you attend The Legal Status of Unilateral Withholding and Withdrawal of Treatment: A National Overview?

YES


NO
 ▼

    





Excellent
Good
     Fair
Poor

Overall Assessment


1

2
    3

4
Relevance of Topic


1

2
    3

4

Content




1

2
    3

4

Did this meet your expectations?
1

2
    3

4

Comments: ____________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
3. Did you attend the Community Health Sciences lunch forum Whose Decision is it Anyway?

YES


NO

  ▼

    





Excellent
Good
     Fair
Poor

Overall Assessment


1

2
    3

4
Relevance of Topic


1

2
    3

4

Content




1

2
    3

4

Did this meet your expectations?
1

2
    3

4

Comments: ____________________________________________________________
_____________________________________________________________________

_____________________________________________________________________
4. Did you attend Between a Rock & a Hard Place: Is the CPSM Statement an Ethical Remedy?

YES


NO

  ▼

    





Excellent
Good
     Fair
Poor

Overall Assessment


1

2
    3

4
Relevance of Topic


1

2
    3

4

Content




1

2
    3

4

Did this meet your expectations?
1

2
    3

4

Comments: ____________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
5. Did you attend Exploring the Ethical Foundations for Rationing Life-Sustaining Treatment?

YES


NO

  ▼

    





Excellent
Good
     Fair
Poor

Overall Assessment


1

2
    3

4
Relevance of Topic


1

2
    3

4

Content




1

2
    3

4

Did this meet your expectations?
1

2
    3

4

Comments: ____________________________________________________________
_____________________________________________________________________

_____________________________________________________________________
6. Did you attend Focused Concerns of People with Disabilities on Ending of Life?

YES


NO

  ▼

    





Excellent
Good
     Fair
Poor

Overall Assessment


1

2
    3

4
Relevance of Topic


1

2
    3

4

Content




1

2
    3

4

Did this meet your expectations?
1

2
    3

4

Comments: ____________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
7. Did you attend the Town Hall forum?

YES


NO

 ▼

    





Excellent
Good
     Fair
Poor

Overall Assessment


1

2
    3

4
Relevance of Topic


1

2
    3

4

Content




1

2
    3

4

Did this meet your expectations?
1

2
    3

4

Comments: ____________________________________________________________
_____________________________________________________________________
_____________________________________________________________________
8. Did you attend Reflection: The Path of Least Regret?

YES


NO

  ▼

    





Excellent
Good
     Fair
Poor

Overall Assessment


1

2
    3

4
Relevance of Topic


1

2
    3

4

Content




1

2
    3

4

Did this meet your expectations?
1

2
    3

4

Comments: ____________________________________________________________
__________________________________________________________________________________________________________________________________________
9. Were the conference facilities appropriate for your needs? 
YES


NO

  ▼

Comments: ___________________________________________________________
__________________________________________________________________________________________________________________________________________
10. What was the highlight of the conference for you? 

________________________________________________________________________________________________________________________________________________________________________________________________________________________

11. What could have been improved? 

________________________________________________________________________________________________________________________________________________________________________________________________________________________

12. Do you have topic suggestions for future events? 

________________________________________________________________________________________________________________________________________________________________________________________________________________________
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STATEMENT 

No. 1602

WITHHOLDING AND WITHDRAWING

LIFE-SUSTAINING TREATMENT

BACKGROUND

Purpose

The purpose of this Statement is to assist physicians, their patients and others involved with decisions to withhold or withdraw life-sustaining treatment by establishing a process for physicians to follow when withholding or withdrawing life-sustaining treatment is being considered. It stipulates the ethical obligations of physicians, emphasizes open communication aimed at achieving consensus and provides for conflict resolution in circumstances where consensus cannot be reached.

Medical, Legal and Ethical Context
The spectrum of clinical scenarios raising consideration of withholding or withdrawing life-sustaining treatment ranges from abstract discussions about foreseeable end of life circumstances
 to unforeseen medical emergencies
. Within the confines of this Statement, physicians must use their best clinical and ethical judgment to tailor their approach to the particular concerns and circumstances of each patient and should recognize that decisions concerning life-sustaining treatment may need to be revisited as circumstances change.

This Statement is necessarily limited to standards of care and ethical requirements for physicians. It cannot impose legal obligations or create legal rights in respect to physicians, nor can it impose legal or ethical obligations on other health care providers or on institutions. Likewise, it cannot create legal rights for patients
Physicians often treat patients who lack capacity to make their own health care decisions and who have not completed a health care directive expressing their wishes or appointing a health care proxy. In such circumstances, the common practice is to consult with and/or seek consent to treatment from a member of the patient’s family. Though this practice is not specifically sanctioned by legislation or the common law, it is consistent with physicians’ ethical obligations.

Certain aspects of provincial law regarding who has legal authority to make decisions regarding withholding or withdrawing life-sustaining treatment are ambiguous. Significant aspects of the legal context in which this Statement has been developed include:

1. Neither legislation nor the common law recognize a right to demand life-sustaining treatment;

2. No one, including the patient’s next of kin, has the legal authority to consent to or refuse medical treatment, including life-sustaining treatment, on behalf of an adult patient, unless that person has been granted that authority by the patient in a valid health care proxy or by Court appointment or pursuant to legislation.

3. The Manitoba Courts have recognized that physicians have the authority to make medical decisions to withhold or withdraw life-sustaining treatment from a patient without the consent of the patient or the patient’s family.

4. Physicians’ legal authority to make such decisions is subject to significant corresponding legal duties
 and ethical obligations
.

5. Legislation provides that the death of a person takes place at the time at which irreversible

cessation of all that person's brain function occurs.

Terminology

The following terms are defined for the purpose of this Statement. The definitions do not necessarily reflect the meaning of the terms used in other contexts.

Family

Persons recognized by the patient as being closely linked to the patient in knowledge, care and affection, including biological family, those linked by marriage or common-law (same or opposite sex) and any other person chosen by the patient as his/her family.

Health Care Team

This term includes all personnel who are actively involved in the health care of the patient and to whom the physician may turn for input in accordance with this Statement.

Life-sustaining Treatment

Any treatment that is undertaken for the purpose of prolonging the patient’s life and that is not intended to reverse the underlying medical condition.
Minimum Goal of Life-sustaining Treatment
This term is clinically defined as the maintenance of or recovery to a level of cerebral function that enables the patient to:

achieve awareness of self; and

achieve awareness of environment; and

experience his/her own existence.

For pediatric patients, the potential for neurological development must be factored into the assessment.

Physician

A member of the College who is providing medical care to the patient. Where there is more than one physician involved in the patient’s medical care, the physician who is the coordinator of the patient’s medical care is responsible for ensuring that the requirements of this Statement are met.

Patient

The patient is the recipient of medical care whose well-being is the physician’s primary concern.

Proxy

The person who is legally authorized to make health care decisions on the patient’s behalf in circumstances where the patient lacks capacity to make such decisions, including, but not limited to, a health care proxy appointed in a health care directive
.
Representative

The person who represents the patient and/or the patient’s family in discussions about the patient’s health care where the patient lacks capacity to make health care decisions and there is no proxy or it is not possible to communicate with the patient or the proxy for any reason. This person is usually a member of the patient’s family. If the patient is in a health care facility, the representative may be determined in accordance with that facility's internal policy. In the absence of an applicable policy, or if the patient is in the community, it will be up to the physician to use his/her best judgment to identify a member of the patient’s family who has the support of interested parties to assume this role.

Guiding Principles
1. A patient is not just a physical being, but a person with a body, mind and spirit expressed in a human personality of unique worth.

2. Human life and dignity must be respected, recognizing that death is a natural and inevitable event.

3. Issues relating to end of life care should be addressed in a supportive environment.

4. Good communication with patients/proxies/representatives and amongst physicians and other members of the health care team is essential to the provision of a high standard of medical care.

5. The ethical foundations of the relationship between physician and patient are the sometimes competing principles of beneficence, nonmaleficence, respect for patient autonomy and justice.

None of these principles should be considered in isolation. The physician’s primary goal of treatment is to restore or maintain the patient’s health as much as possible in a manner that maximizes benefit, minimizes harm and recognizes the objectives of the patient.

6. A physician cannot be compelled by a patient, proxy, representative or member of the patient’s family to provide treatment that is not in accordance with the current standard of care.

7. When restoring or maintaining health is not possible, the physician’s primary goal becomes palliative care focused on patient comfort.

8. The physician has an ongoing obligation to communicate with his/her patient, proxy or representative and, where appropriate, the patient’s family, regarding withholding or withdrawing life-sustaining treatment from the patient.

9. A patient, either on his/her own behalf or through a proxy or representative, has the right to participate in decisions regarding withholding or withdrawing life-sustaining treatment, facilitated by open and honest communication with the patient’s physician.

10. The physician must maintain patient confidentiality and is only authorized to disclose personal health information regarding his/her patient to others, including members of the patient’s family, with the consent of the patient or a legally authorized proxy, except in limited circumstances

11. A patient has the right to consent to and/or refuse medical treatment, including life-sustaining treatment, where it is possible for the patient to give or refuse consent. The consent or refusal must be voluntary and informed in that the nature of treatment and its benefits and risks and alternatives to treatment are understood.

12. A physician cannot be compelled to withhold or withdraw life-sustaining treatment from a patient where that physician believes that continuing treatment is in the patient’s best interests unless the patient has made an informed decision to refuse treatment.

SCOPE

This Statement applies to all physicians.

REQUIREMENTS

The requirements in this Statement are personal and must not be delegated to other members of the health care team in other than exceptional circumstances. They must be met to the extent possible, recognizing that the manner in which they will be met may vary to accommodate unique circumstances and that it may not be possible to meet all requirements in some circumstances.

When a physician is confronted with a clinical scenario in which withholding or withdrawing life-sustaining treatment is being considered, the four main components of the process the physician must follow are the same in all cases:

1. Clinical Assessment;

2. Communication;

3. Implementation;

4. Documentation.

This Statement establishes:

General Requirements, which apply to each of the four components described above in all circumstances. These are the only requirements when there is consensus between the patient/proxy/representative and the physician.

Specific Requirements, which supplement and/or modify the General Requirements when consensus cannot be achieved in the following circumstances:

A. No consensus - the physician offers life-sustaining treatment but the patient/proxy declines treatment or the representative advocates withholding or withdrawing treatment;

B. No consensus - the minimum goal is not realistically achievable and the physician concludes that life-sustaining treatment should be withheld or withdrawn but the patient/proxy/representative does not agree and/or demands life-sustaining treatment;

C. No consensus - the minimum goal is achievable but the physician concludes that life-sustaining treatment should be withheld or withdrawn and the patient/proxy/representative does not agree and/or demands life-sustaining treatment;

D. Emergency Situations where communication between physician and patient/proxy/representative cannot occur;

E. Cardiac arrest and resuscitation, including Cardiopulmonary resuscitation (CPR) and/or Advanced Cardiac Life Support (ACLS), and Do Not Attempt Resuscitation (DNAR) Orders.

GENERAL REQUIREMENTS
1. Clinical Assessment

The physician must clinically assess the patient by gathering and evaluating information about the patient’s physical condition, diagnosis, prognosis and treatment options, including palliation, balancing the risks and benefits associated with identified treatment options.

The assessment must be based on the best available clinical evidence, including, where appropriate, consultation with another physician
 and must include consideration of the feasible life-sustaining treatment options in the context of the minimum goal of life-sustaining treatment, which is clinically defined as: maintenance of or recovery to a level of cerebral function that enables the patient to:

o achieve awareness of self; and

o achieve awareness of environment; and

o experience his/her own existence.

For pediatric patients, the potential for neurological development must be factored into the assessment

Where the physician is uncertain about any aspect of the assessment, including the range of treatment options, he/she must seek additional clinical input by consulting with at least one other physician before concluding that the minimum goal is not realistically achievable and/or that life-sustaining treatment should be withheld or withdrawn for any other reason.

Based on the clinical assessment, the physician may conclude that:

1. Life-sustaining treatment should be offered; OR

2. Life-sustaining treatment should be withheld or withdrawn because the minimum goal is not realistically achievable.

Where, based on the clinical assessment, the physician concludes that the minimum goal is realistically achievable, but is contemplating withholding or withdrawing life-sustaining treatment because of concerns that there are likely to be significant negative effects on the patient, including, but not limited to pain and suffering, the physician should explore the patient’s values, needs, goals and expectations of treatment with the patient/proxy/representative before concluding that life-sustaining treatment should be withheld or withdrawn.

2. Communication

The physician must identify the person(s) with whom he/she must communicate about withholding or withdrawing life-sustaining treatment and communicate with that person as early as possible and, where possible before life-sustaining treatment is withheld or withdrawn.

Every effort must be made to communicate with the patient as early as possible, while the patient can identify his/her preferences for treatment and has the capacity to make his/her own health care decisions.

Where the patient is not capable of participating in the discussion, the physician should
inquire as to whether the patient has made his/her wishes known in a valid health care directive, and/or has designated a proxy.

Where there is a proxy, the physician must share personal health information and consult
with the proxy in the same manner he/she would otherwise consult with the patient, unless he/she is made aware of limits on the proxy’s authority.

Where there is no proxy, the physician should share personal health information and consult with the representative in accordance with this Statement to identify known preferences and/or interests of the patient and/or what treatment might be in the patient’s best interests.

In some cases, patients/proxies/representatives can be assisted by others, including, social work, spiritual care, clinical ethics, patient advocacy and/or other available members of the healthcare team, whose assistance should be sought by the physician where appropriate.
The physician must comply with reasonable requests of the patient, proxy or representative to include other person(s) in the discussion described below.

The physician must ensure that relevant information is exchanged and strive for understanding and consensus when discussing withholding or withdrawing life-sustaining treatment from the patient. The nature and content of discussion will depend on the physician’s assessment of treatment options and the individual circumstances of the patient. The discussion should, at a minimum, include:

o a description of the underlying condition or ailment and prognosis;

o an exploration of the patient’s values, needs, goals and expectations of treatment;

o the options for treatment and their expected outcome, including potential benefit and harm;

o where the physician has concluded that treatment should be withheld or withdrawn, an explanation of the assessment and the basis for this conclusion;

o assurances that the patient will not be abandoned if treatment is either withheld or withdrawn, including an explanation and offer of palliative care;

o where there is a need or a request for additional assistance with psychosocial, cultural, spiritual, and/or informational needs by the patient or proxy or representative and/or family, an offer to seek support from institutional resources such as social work, chaplaincy, or clinical ethics;

o where welcomed by the patient, proxy or representative, the patient's personal, cultural, religious and family issues insofar as they are relevant to the decision;

o where appropriate, an exploration of potential guilt or regret associated with end of life decision-making.

3. Implementation

Treatment may be withheld or withdrawn where there is consensus between the physician and:

1. a patient who is capable of making his/her own health care decisions; or

2. the proxy or representative, where the patient lacks capacity to make his/her own health care decisions.

Provided that the physician has complied with the requirements of this Statement, decisions may be implemented in as timely a manner as possible, while respecting the grieving process for patients and families.

Once a decision to withhold or withdraw treatment is made, the need for someone to communicate this decision to other family members who were not involved in making the decision should be explored. In such circumstances, with proper consent, the physician should be prepared to assist by providing appropriate information to such family members.

4. Documentation

Accurate and complete documentation of the pertinent details of the physician’s assessment and his/her interaction with the patient and others involved in decisions whether to withhold or withdraw life-sustaining treatment is essential.

At a minimum, the physician must clearly record in the patient's health care record:

o sufficient details about the assessment of treatment options to identify the basis for the conclusion that treatment should be withheld or withdrawn;

o pertinent details regarding consultations with others and second opinions;

o if it is determined that the patient lacks capacity to make his/her own health care decisions, the basis for that determination and the identity of the proxy or representative designated in accordance with this Statement;

o particulars of the communications required by this Statement, including:

· identity of the participants in the discussion;
· where there is a proxy or representative, any limits on that person’s authority to make decisions on the patient’s behalf;
· relevant information communicated by the physician;
· concerns raised by others and the information provided by the physician in response;
· whether or not consensus was reached;
· where consensus was not reached, the nature of the efforts made to reach consensus;
· the implementation plan.

SPECIFIC REQUIREMENTS

The specific requirements for the circumstances identified earlier are set out in separate sections below. Where no specific requirements are identified, the general requirements apply. Where specific requirements are identified, those requirements supplement or modify the general requirements.

A. NO CONSENSUS - THE PHYSICIAN OFFERS LIFE-SUSTAINING TREATMENT BUT THE PATIENT/PROXY DECLINES TREATMENT OR THE REPRESENTATIVE

ADVOCATES WITHHOLDING OR WITHDRAWING TREATMENT

1. Clinical Assessment

Where the physician is confronted with a patient who declines life-sustaining treatment that isoffered, that physician should consider taking additional steps to assess the patient’s capacity to make his/her own health care decisions.
2. Communication

Where a patient with capacity to make his/her own health care decisions or a legally authorized proxy declines life-sustaining treatment for that patient, the physician must be satisfied that the decision to decline treatment is informed and voluntary in that the nature of treatment, including its benefits and risks and alternatives, are understood.

Where the patient lacks capacity and the decision to decline treatment is made by a proxy on behalf of the patient, the physician must be satisfied that the proxy’s legal authority includes declining treatment on the patient’s behalf in such circumstances.

Where the patient lacks capacity, there is no proxy, and a representative advocates withholding or withdrawing life-sustaining treatment:

o the physician should review with the representative the physician’s concerns regarding that person’s lack of legal authority to make such a decision on the patient’s behalf and the representative’s reasons for advocating withholding or withdrawing life-sustaining treatment; and

o should consider looking to other members of the health care team and/or another physician as a source of information.

The physician must be mindful of the general communication requirements, but should be prepared to meet the unique needs of the patient, particularly in respect to the physician’s communication with the patient’s family

3. Implementation

If the physician has satisfied him/herself of the matters referred to in the Communication section above, he/she must withhold or withdraw treatment in accordance with the patient/proxy’s wishes.

If a representative is advocating withholding or withdrawing treatment against the recommendation of the physician that the treatment be provided, the physician must make his/her treatment decisions in accordance with the accepted standard of care.

4. Documentation

There are no specific requirements; the general requirements apply.

B. NO CONSENSUS - THE MINIMUM GOAL IS NOT REALISTICALLY ACHIEVABLE AND THE PHYSICIAN CONCLUDES THAT LIFE-SUSTAINING TREATMENT SHOULD BE WITHHELD OR WITHDRAWN BUT THE PATIENT/PROXY/REPRESENTATIVE DOES NOT AGREE AND/OR DEMANDS LIFE-SUSTAINING TREATMENT

1. Clinical Assessment

There are no specific requirements; the general requirements apply.

2. Communication

Where a physician concludes that the minimum goal is not realistically achievable and that life-sustaining treatment should be withheld or withdrawn and there is no consensus with the patient/proxy/representative, the physician is not obligated to continue to try to reach a consensus before withholding or withdrawing treatment, but must meet the implementation requirements set out below before treatment can be withheld or withdrawn.
3. Implementation
WHERE THE PHYSICIAN CONCLUDES THAT THE MINIMUM GOAL IS NOT

REALISTICALLY ACHIEVABLE AND THERE IS NO CONSENSUS, IF POSSIBLE, that physician must consult with another physician:
1. Where the consultation supports the opposite conclusion, that the minimum goal is realistically achievable, the physician who sought the consultation must either provide the treatment or facilitate the transfer of care to another physician who will provide the
 treatment.
2. Where the consultation supports the conclusion that the minimum goal is not realistically achievable, or it is not possible to consult with another physician, the physician who sought the consultation is not obligated to continue to try to reach consensus before withholding or withdrawing treatment, but must first advise the patient/proxy/representative:
a. that the consultation supports that physician’s assessment that the minimum goal is not realistically achievable, or that it was not possible to consult with another physician and attempt to address any remaining concerns; and
b. of the specified location, date and time at which treatment will be withheld or withdrawn.

4. Documentation
The information regarding the communication between the physician and the patient/proxy/representative following the physician’s consultation with the other physician, including the specified location, date and time at which treatment will be withheld or withdrawn, must be documented in the patient’s chart.

C. NO CONSENSUS - THE MINIMUM GOAL IS ACHIEVABLE BUT THE PHYSICIAN CONCLUDES THAT LIFE-SUSTAINING TREATMENT SHOULD BE WITHHELD OR WITHDRAWN AND THE PATIENT/PROXY/REPRESENTATIVE DOES NOT AGREE AND/OR DEMANDS LIFE-SUSTAINING TREATMENT

1. Clinical Assessment

There are no specific requirements; the general requirements apply.

2. Communication

In this situation, communication is particularly challenging and important. The physician should be aware that careful discussion above and beyond what is generally required may be necessary;

The concerns in these circumstances may not relate to clinical assessment or care and may involve subjective values and judgments regarding quality of life;

When confronted with such concerns, the physician should consider seeking assistance from other members of the health care team and/or religious authorities and/or ethics and/or other consultants.

3. Implementation

WHERE THE PHYSICIAN CONCLUDES THAT THE MINIMUM GOAL IS

REALISTICALLY ACHIEVABLE BUT THAT TREATMENT SHOULD BE

WITHHELD OR WITHDRAWN, that physician must consult with another physician.

1. Where the consultation supports the opposite conclusion, that treatment should not be withheld or withdrawn, the physician who sought the consultation must either provide the treatment or facilitate transfer of care to another physician who will provide the treatment.
2. Where the consultation supports the conclusion that treatment should be withheld or withdrawn:
a. The physician who sought the consultation must advise the patient/proxy/representative that the consultation supports the initial assessment that treatment should be withheld or withdrawn
b. If there is still a demand or request for treatment, the physician must attempt to address the reasons directly and with a view to reaching consensus. The physician should consider resolving the conflict by:

i. offering a time-limited trial of treatment with a clearly defined outcome; and/or

ii. involving additional or alternative methods to facilitate a consensus, including, but not limited to, available resources such as a patient advocate, mediator or ethics or institutional review processes.

c. If consensus cannot be reached, the physician must give the patient/proxy/representative a reasonable opportunity to identify another physician who is willing to assume care of the patient and must facilitate the transfer of care and provide all relevant medical information to that physician.

d. Where, despite all reasonable efforts, consensus cannot be reached the physician may withhold or withdraw life-sustaining treatment, but:

i. in the case of a patient/proxy who is still not in agreement with the decision to withhold or withdraw treatment, the physician must provide at least 96 hours advance notice to the patient or proxy as described below.

Written Notice

The notice must be in writing, where possible, and must contain, at a minimum:

name and location of the patient;

name of the person to whom notice has been given;

name, address and telephone number of the physician;

diagnosis;

description of the treatment(s) that will be withheld or withdrawn;

date, time and location at which treatment will be withheld or withdrawn;

date and time that notice was provided;

name of the person who provided the notice.

Verbal Notice

Where it is not possible to provide notice in writing, notice to withhold or withdraw treatment may be given verbally, but must be witnessed and include:

name and location of the patient;

name, address and telephone number of the physician;

diagnosis;

description of the treatment(s) that will be withheld or withdrawn;

date, time and location at which treatment will be withheld or withdrawn;

name of the person who provided the notice.

ii. in the case of a representative who is still not in agreement with the decision to withhold or withdraw treatment, the physician should exercise his/her discretion as to what, if any, notice should be provided to the representative
before treatment is withheld or withdrawn.

4. Documentation

In addition to the general requirements of documentation, the following must also be documented:

o Where written notice has been given, a copy of the notice;

o Where verbal notice has been given:
· the reason that it was not possible to provide written notice;
· all of the information required when verbal notice is given (see above);
· the signature of the physician and a witness to the notice.

D. EMERGENCY SITUATIONS WHERE COMMUNICATION BETWEEN PHYSICIAN

AND PATIENT/PROXY/REPRESENTATIVE CANNOT OCCUR

1. Clinical Assessment

In emergent situations, where the patient lacks capacity to make his/her own health care decisions and it is not reasonably possible to identify and communicate with a proxy/representative, the physician must make a rapid assessment based on the patient’s clinical status as well as information from others who have interacted with the patient, including other involved members of the health care team, before deciding whether to withhold or withdraw life-sustaining treatment.

2. Communication

The physician should communicate with the proxy/representative as soon as possible after the decision has been implemented.

3. Implementation

The physician must decide when to withhold or withdraw life-sustaining treatment.

4. Documentation

There are no specific requirements; the general requirements apply.

E. CARDIAC ARREST AND RESUSCITATION, CARDIOPULMONARY

RESUSCITATION (CPR) AND/OR ADVANCED CARDIAC LIFE SUPPORT (ACLS),

AND DO NOT ATTEMPT RESUSCITATION (DNAR) ORDERS
Situations involving cardiac arrest are unique because, unlike some potentially life-sustaining treatments which can be provided over a prolonged period of time, CPR and/or ACLS are interim measures implemented to achieve a return of spontaneous circulation.
Actual or impending cardiac arrest is very different from a situation where a DNAR order is being considered as a proactive element of advanced care planning. The specific requirements of physicians in each of these situations are addressed separately in this Statement.

The requirements for Clinical Assessment, Communication, Implementation and Documentation are combined in this section.

1. ACTUAL OR IMPENDING CARDIAC ARREST AND RESUSCITATION

Actual or impending cardiac arrest often occurs unexpectedly and it is not possible to communicate and/or achieve consensus before either initiating or withholding resuscitative efforts.

A physician is not required to initiate or continue CPR and/or ACLS, if, based on his/her clinical assessment, the physician determines that:

o CPR/ACLS will not achieve return of spontaneous circulation; OR

o resuscitation will not result in the patient achieving the minimum goal.

If the physician is uncertain about his/her clinical assessment, he/she must consult with another physician, where possible.

In the setting of an impending cardiac arrest, where a physician determines that he/she will not initiate cardiac resuscitation based on one of these criteria, and it is possible to communicate the decision prior to the cardiac arrest, the physician will make reasonable efforts to communicate the decision to the patient, proxy or representative, and will document the discussion in the patient’s medical record and write an DNAR order.

2. DNAR ORDERS

Where a physician determines that a DNAR order is appropriate, but cardiac arrest is not imminent/impending, that physician must identify the appropriate section in this Statement which corresponds to the surrounding circumstances and attempt to meet the requirements of that section prior to writing a DNAR Order. If while attempting to meet the requirements of the appropriate section(s), the patient suffers a cardiac arrest or the physician determines that a cardiac arrest in imminent/impending, the requirements automatically change to those for Actual or Impending Cardiac Arrest and Resuscitation as set out above.

LEGAL INTERVENTION

If at any time a physician becomes aware of anything such as a legal proceeding and/or a Court Order that may impact the legal right of a patient, proxy or representative to request or demand specific treatment(s), that physician must take steps to ensure that he/she complies with the law and should consider seeking legal advice.

A statement is a formal position of the College

with which members shall comply.

PLAIN LANGUAGE TRANSLATION

Introduction to the End-of-Life & Decision-Making Conference

Joe Kaufert & Rhonda Wiebe

Today we are talking about the ethics or rights and wrongs behind the idea of stopping or taking away medical treatments that are keep patients alive. In medical language this is called “withholding” (stopping) and “withdrawing” (taking away) medical treatment. These patients we are talking May be at the end of their lives and may die. The treatments cannot cure them or may not make them better. The treatments can keep them alive for longer. The question that we want to talk about is how doctors decide who gets treatments, who has treatments taken away and who doesn’t get treatments at all. 

There are a few main points that you can think about while this debate or discussion is going on:

1. The College of Physicians and Surgeons of Manitoba is a group of doctors who make the rules that all doctors in Manitoba must follow to give patients good care.
2. This group of doctors has made some new rules for doctors to follow about withholding and withdrawing treatment for patients. One of the most important parts of the new rule lets doctors decide not to give treatment to a patient, even if the patient or the patient’s family wants the treatments. 
3. If a patient is dying, the patient may not be able to say whether or not he or she wants treatment. If he or she cannot talk to the doctor, the patient’s family might tell the doctor what the patient wants. Sometimes the patient or family and the doctor disagree about whether the patient should get treatment or not. 
4. Some people do not think that it is right or fair for a doctor to say no to treatment if the patient or family wants treatment.

5. Some doctors do not think it is right or fair to treat a patient if they think the treatment will not benefit the patient of help the patient in any way.

6. The decision to treat a patient or not to treat a patient is a hard one to make. It is even harder if the patient has a disability. Sometimes people without disabilities, including doctors, do not think that people with disabilities have good lives. This is sometimes called quality of life. But the people with disabilities and their families might disagree with the doctors. They might think their lives are really great and want treatment. 

Today, people are going to talk about withholding and withdrawing treatments, the new rule, what they think is fair and right and why.   
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Summary of the College of Physicians and Surgeons Statement on Withholding and Withdrawing Life-Sustaining Treatment

Bill Pope

I will review the College of Physicians and Surgeons rules about withholding and withdrawing life-sustaining treatments. Withholding and withdrawing treatments means taking away or not giving treatments to patients nearing the end of their lives. 

First, I should point out that it has taken a number of years of working with medical professionals to write the new rules. 

There are a few basic things you should know about the law in Manitoba today:

The first is that patients have no legal right to demand that a doctor give them life sustaining treatment.  

The second point is that a family member or friend cannot make medical decisions for a patient unless there is a formal legal document that gives that person the right to make medical decisions. If a person has the legal right to make medical decision for someone else, they are called a “proxy”. 

Third, courts have said that doctors have the power, in some cases, to take away or not give treatments even if the patient or family wants those treatments. 

Now I am going to talk about the new rules that must be followed by all doctors. I am going to talk about six different situations that might happen and what the rules say.

1. A doctor can stop treatments or not treat when a patient/family/proxy agrees that there should be no treatments. 

2. If a doctor wants to treat but a patient/family/proxy doesn’t want treatments, the doctor cannot treat.

3. If a doctor does not want to treat a patient because he or she will not recover enough to have the treatments but the patient/family/proxy wants the treatments, the doctor can refuse to treat after talking with another doctor. Before the doctor can refuse the treatment, he or she must tell the patient/family/proxy first.

4. If a doctor does not want to treat a patient, even though the patient might recover enough and the patient/family/legal decision maker wants the treatments, the doctor has to talk to another doctor. If the second doctor says treatment should go ahead, the patient must get treatment. If the second doctor also agrees that there should not be any treatment, the doctor must try to reach an agreement with the patient/family/proxy. If an agreement cannot be reached, the doctor must let the patient/proxy know that he/she will not give treatments after 4 days. If the patient cannot make a decision and if there is no proxy, the doctor does not have to let the family know that he/she is refusing to treat.  

5. If there is an emergency and a doctor cannot talk to the patient/family/proxy, the decision to treat is up to the doctor. 

6. If a patient’s heart fails, a doctor does not have to give treatment if he or she thinks the treatment will not help the patient. The doctor must try to let the patient/family/proxy know that treatment will not be given. 
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The legal status of unilateral withholding and withdrawal of treatment – A national overview

Jocelyn Downie

The laws on taking away and not giving treatment in Canada

I want to begin by explaining the meaning of some of the ideas I am going to talk about. 

Withholding treatment means not starting treatment that might save a person’s life. Withdrawing treatment means stopping treatment that might keep a person alive. The word “unilateral” means doing something against either the patient’s wishes or the wishes of the patient’s decision maker. 

There have been a number of cases that have gone to court in different parts of Canada, including Manitoba. Here is a summary of the laws.

· If the treatments will not work, the doctors can stop treatments or not give treatments. 

· If treatments might work but there are not enough doctors, nurses, beds in the hospital, money or other resources, doctors can stop or not give treatments against the wishes of the patient/decision maker if this is the policy or rule of the hospital. 

· If treatments may not work but there is some question about what the patient really wants, a court has to agree with the doctor that there should be no treatment.

· If treatment may not work and no one knows what the patient wants, and there is a question about what is best for the patient, a court has to agree with the doctor that there should be no treatment.

There are also some policy statements or rules written by hospitals or colleges of physicians and surgeons, who make rules for doctors. I think these rules must not give too much emphasis on the doctor’s authority. The rules must also be careful not to say that a decision is a medical one if it is actually an ethical one. Rules must be a clear guide for doctors. They should also set out rules about how much resources can be used. Finally, rules should have ways to settle disagreements. 

Where do we go from here? Help can come from the courts, especially the Supreme Court. Politicians need to make laws about decision-making. And hospitals and other health centres need to make rules together. 
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Whose law is it anyways? An exploration of unilateral withholding and withdrawal of potentially life-sustaining treatment in Manitoba 
Jocelyn Downie

The laws on taking away and not giving treatment in Manitoba

The issue about taking away or not giving treatment patients is very hard and upsetting to many people. 

This issue has been in the courts in Manitoba. What we know is that the court has said a doctor can decide not to treat a patient. But the court was only talking about a very specific kind of patient and a very specific kind of treatment. What we do not know is what a judge would say for a different patient in a different condition with a different kind of treatment. 

We also know that the College of Physicians and Surgeons in Manitoba has made some rules for doctors about giving and taking away treatments. But are these rules reasonable? Are they clear enough?   

What happens next?

We need to go back to the basic values, such as the best interest of the patient, dignity, equality, justice, and the value of life. We also need help from the court to make clear who has the right to make decisions and when. The College needs to focus on good communication between patients and doctors and how to solve disagreements. Doctors should go to court to get permission if they want to stop treating or not treat a patient. 

There are many people involved in these situations. They can all play a part to help make these decisions easier. 

· People can appoint legal decision makers before they get sick. 

· Decision makers must find out what the patient wants and make sure doctors know what the patient wants. 

· Doctors must talk to patients and decision makers to understand their wishes. 

· Hospitals must make rules to help solve disagreements. 

· The College of Physicians and Surgeons must make clear rules for doctors. 

· Lawyers can talk to people about appointing decision makers. 

· Courts can make laws clearer.

· Politicians can make laws on decision makers and getting treatments. 

All of these ideas can lessen disagreements; create more cooperation, more respect and more trust
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Between a rock & a hard place:  
Is the CPSM Statement an ethical remedy?
George Webster

Today I will talk about the new rules made by the College of Physicians and Surgeons of Manitoba about withholding and withdrawing treatments. This rule is supposed to help doctors decide whether to take away or not give life-saving treatments to patients. 

The main question I want to discuss is whether or not these rules are fair when the doctor and patient disagree about giving or taking away treatments.

I do not think that these rules are fair where doctors and patients disagree. I have three reasons why I do not think there is fairness.

The first reason I think these rules are unfair is because the rules say that doctors have the final say in whether or not to give or take away treatments. This is a problem for two reasons. First, there is no law that says that doctors definitely have the final say in making this decision. 
Second, the decision about treating a patient or not treating a patient is a hard and complicated one because doctors are not making medical decisions. They are actually making ethical decisions. These are ethical decisions because doctors are asking whether or not these treatments are worthwhile. To answer this question, doctors are making a judgement about who to treat and who not to treat.  

It is the patient who suffers if decisions are made to take away treatments or not to treat at all. Because of this, the patient must be the main person to make this kind of decision. 

The second reason I think these rules are unfair is the idea of a minimum goal of treatment. The idea of a minimum goal of treatment is about whether the patient can recover enough after getting the treatment. This is the test doctors use to decide whether or not to take away or give treatments. But I wonder where this test comes from and what it really means. I have 26 years of experience in this area and I have not come across this term before. 

I also see this test of minimum goal of treatment as a serious problem for vulnerable people, who may be thought of as unworthy patients for treatments. 

The third reason I think these rules are unfair is the way in which disagreements are to be settled. The rules here clearly show that the doctor’s decision is more valuable that any decision made by a patient’s family. I say this because the rules say that when there is a disagreement between the doctor and the patient’s family, the doctor does not even have to tell the family that treatment is going to be stopped. I think this is a very bad way to resolve such a serious disagreement in an end-of-life situation. 

In my opinion, a doctor should not be making the final decision. A better way to solve the disagreement is to have a third party, someone who is not involved in the disagreement, sit down with the doctor and the family to try to come to an agreement. This third party might be a judge in court.

This way of solving the disagreement would let patients, families and doctors all be a part of the decision-making process. 

PLAIN LANGUAGE TRANSLATION

Ethical Foundations for Allocating Life-Sustaining Treatments:
How do we decide which patients get treatments to 
keep them alive and which patients don’t?

Merril Pauls

There are always times when there are more people who need health care treatments than there are doctors, nurses, and money to give that treatment. 

The question I will be discussing is how we decide who will get the treatments and who won’t. 

Usually when we talk about these kinds of hard questions, we talk about ethics, which is the idea of rights and wrongs.  We also talk about ideas of what is fair and what is just. 

So when it comes to making choices about who gets treatments to keep them alive, how do doctors know who to choose? How do they make these really tough decisions? 

One way that doctors can make these decisions is using their special knowledge and experience as doctors. 

Another way the doctors can make these decisions is in their role as a professional. This gives the doctors a chance to talk with other doctors, the patient, and the patient’s family when making this decision. 

I believe that the professional role is the better one. But I also feel that our society has a responsibility to help doctors and patients and families when these decisions are being made. 

I feel we should move away from one doctor making a decision on his or her own. Instead, we should have policies or rules which would help doctors to decide what to do.

These policies would help to make sure that all patients were treated fairly and justly. These policies would also make sure that doctors were accountable or responsible for the decisions made.

When we talk about treatments to keep people alive, we sometimes use the word “futility”. Futility here means treatments that will have no benefit to the patient. 

When people talk about futility, it means that doctors are making decisions about the benefits of treatment. 

Sometimes futility means that the treatment won’t work for a patient in a certain situation. 

Other times, futility means that giving the treatment will not change the outcome or what will happen anyway. 

Futility can also mean that some people don’t think it is worth it to give the treatment. 

Finally, futility can mean that a doctor does not believe in that treatment. 

These discussions are very important for both doctors and patients.

Doctors may feel very strongly that a treatment will not help a patient, even though the patient wants that treatment. Doctors may also be upset when they feel a treatment might actually hurt a patient.

Patients, on the other hand, want to make their own decisions about treatments. They feel it is not right for the doctor to decide these questions. 
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Focused Concerns of People with Disabilities on Ending of Life

Why people with disabilities are worried about the
new end of life treatment rules.
Jim Derksen

As people with disabilities, we know that there are many people in our society who think that having a disability is not a good thing. They also believe that because we have disabilities, our lives are not worth very much. Because the assumptions that people in our society make about living with a disability focus on the bad things, we are at risk for not getting treatments that people without disabilities might get. People with disabilities fight hard to make sure our rights are protected and the laws are followed so we can feel safe.

We think there are two major problems with the College of Physician and Surgeons new rules on end-of-life treatments. 

Our first concern is the use of the words “minimum goal of treatment.” This goal is wrong as it creates a second class of people – people with disabilities. Some people may never be able to achieve this goal of treatment. That means they will never get the chance to have these end of life treatments. 

Our second concern is the rule that gives doctors the final say about giving treatments. Patients, their families and society may all play a part in making these kinds of decisions. It is wrong to allow only doctors to make this final decision about ending someone’s life. If agreement cannot be reached, the courts must decide, based on our laws, whether or not to end someone’s life. 
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Town Hall Session with Marie Edwards
In January, the Winnipeg Free Press newspaper asked readers a question. They asked whether or not readers agreed with the College of Physicians and Surgeons new rule on treatments at end-of-life. Most people did not agree.

There are some questions we need to think about. To start with what does “ultimate authority” mean when making decisions? What is the difference between patients making decisions on treatment and their family making those decisions when they are too sick to decide? When deciding on treatment, is there a difference between taking away treatment and not giving treatment? Who should decide what treatments to give patients and how do they decide? Who decides when it is time to stop treatments and how dot they decide? Can a patient or family demand treatment when a doctor does not want to give the treatment? Doctors and nurses have professional duties they must follow. Do these questions change their duties? And if we want patients, families and doctors to agree on treatment, how do we do this? Finally, what happens when people do not agree? 
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Town Hall Discussion with Nancy Hansen 

Shifting Perspectives Valuing Non-Conformist Minds & Bodies:      Care is Care

Changing ideas about people with disabilities

One of the problems for people with disabilities in the area of health is the idea that disability is confused with being unhealthy. Another problem is the assumption that people with disabilities do not have a good quality of life. This can lead to the assumption that people with disabilities are less worthy to live. 

Doctors play a big part in the lives of people with disabilities because often a doctor’s letter is needed to receive certain programs and benefits. Yet doctors may not know very much about disability. This can mean that doctors might have negative assumptions about disability and people with disabilities, which can affect their care. 
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Town Hall session with Dean Richert 

Today, I will be talking about two issues that come up because of the new rules for doctors and end of life health care decisions. 

The first problem I will talk about is the idea of “minimum goal of treatment”. Minimum goal of treatment means that before doctors decide to give a patient end of life treatments, they have to make sure that the patient will recover enough to make the treatment worthwhile. The second problem I will talk about is whether doctors should have the final power to make these decisions.

When we discuss the topic of withholding and withdrawing treatment, or taking away or not giving treatment, we have to understand that it involves the law. In Canada, we have a law called the Charter of Rights and Freedoms. This law is there to make sure all Canadians are treated equally. It is also there to make sure some people do not discriminate against other people. Discriminating is acting in a way that is not fair or just. When we look at minimum goal of treatment and the final power of the doctor, we always have to remember that in Canada we must treat all people fairly and equally.  

I believe that the rule of using the minimum goal of treatment is unfair. When a doctor decides whether or not a treatment is worthwhile, he or she is not just making a medical decision. The doctor is also making some judgments about the patient and what his or her life is like. But I think it is more important to think about is what is best for the patient.

This rule of whether or not a treatment is worthwhile also discriminates against patients who might not be able to meet the rule because of a disability or other kind of condition. It then becomes impossible for these patients to get this kind of health care treatment. 

When making health care treatment decisions, doctors must make sure they do not break Canadian equality laws like the Charter of Rights. This is why I believe it is important for a patient to be able to go to court if he or she disagrees with a doctor’s decision. The patient can argue in front of a judge that a doctor’s decision to take away treatment or not to give treatment is unfair. 

PLAIN LANGUAGE TRANSLATION

Town Hall Session

Whose Minimum Goal of Treatment Is It Anyway?

Heidi Janz

The problem with doctors making decisions about whether to give end of life treatments

I want to talk to you today about an idea called “minimum goal of treatment.” This idea means that before doctors will decide to give a patient end of life treatments, they have to make sure that the patient will recover enough to make the treatment worthwhile.

Usually, when doctors think about these kinds of decisions, they also think about something called “quality of life.” Quality of life means someone is deciding how good or how bad a patient’s life and health is or how good or bad a patient’s life and health might be if they get treatments. This can be a big problem for people with disabilities. Many people without disabilities, including doctors, do not think that people with disabilities have good lives. So they don’t think it is as important to give end of life treatments to people with disabilities.

I think that a better way to think about end of life treatment decisions is to use a “disability ethics” point of view. This idea stresses the importance of looking at patients with disabilities in new ways – not as worthless but as worth taking the time and effort to treat. It means understanding that some people with disabilities need help and sometimes equipment to eat, breathe and live. But needing this help and equipment does not mean these people have a bad quality of life. 

I think the most important thing to remember in this debate is that doctors and other people without disabilities assume things about the lives of people with disabilities that are wrong to assume. It is unfair and unjust to treat patients with disabilities differently than patients without disabilities when deciding whether or not to give treatments. This is why I think doctors need to look differently at the question of giving patients with disabilities end of life treatments.  
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Reflection: “The Path of Least Regret”

Mike Harlos 

As we have seen today, decisions about health care can be very hard to make. There are many issues to think about. These issues have a big impact on patients. It is important for doctors, nurses and other people who provide health care to help patients and families understand the different choices they might have. Doctors and nurses have a lot of knowledge about health care. But patients and families also have a lot of knowledge about themselves that doctors and nurses might not have. We must remember that patients, families, doctors and nurses all have important information to share when making health care decisions.  




�


END-OF-LIFE ETHICS & DECISION-MAKING: 





Current Policy Debates about Withholding and Withdrawing Life-Sustaining Treatment





Dr. Jocelyn Downie,


Dalhousie University


Canada Research Chair,


Health Law & Policy





June 9, 2008


8:30 am – 5:00 pm


Theatre A


Basic Medical Sciences


750 William Avenue


University of Manitoba


(Bannatyne Campus)





PLUS – A Noon Presentation by Dr. Downie Open to the General Public





June 9, 2008


8:30 am – 5:00 pm














This event is free of charge, but you MUST register in advance. A light lunch will only be provided to those who register. 





To register, please contact Lindsey Troschuk at 


(ph) 204-474-7347 


(fax) 204-474-6676


(mail) 126 Education Building


	University of Manitoba


	Winnipeg, MB R3T 2N2


 or � HYPERLINK "mailto:troschuk@cc.umanitoba.ca" ��troschuk@cc.umanitoba.ca� 

















Basic Medical Sciences Building is accessible via William Avenue, Bannatyne Avenue and through the Brodie Centre (off McDermot Avenue).  Parking is available for a daily rate of $6 in H lot on McDermot Avenue (lane access off Tecumseh Street) and $9/day in parking lot adjacent to the PsycHealth Centre on William Avenue.  Metered parking (2 hour limit) is available on Bannatyne, McDermot & William.


Red arrow indicates accessible parking.  Blue arrow indicates HandiTransit dropoff.








�





Please indicate if you need attendant care, ASL interpretation, loop system for hearing impairment or other accommodations by REGISTERING IN ADVANCE


Limited additional accessible parking will be made available in Lot E adjacent to the Tecumseh Parkade. Please request this upon registration.





 




















8:30	Welcome





9:00 “Summary of the CPSM Statement on Withholding and Withdrawing Life-Sustaining Treatment” –Bill Pope





10:15 “The legal status of unilateral withholding and withdrawal of treatment: A national overview” – Jocelyn Downie





11:30 – 1:30 Lunch for registered participants





12 -1 "Whose decision is it anyway? An exploration of unilateral withholding and withdrawal of potentially life-sustaining treatment"– Jocelyn Downie





1:30 “Between a Rock & a Hard Place: Is the CPSM Statement an Ethical Remedy” – George Webster





1:50 “Exploring the ethical foundations for rationing life-sustaining treatments" - Merril Pauls





2:20 “Focused Concerns of People with Disabilities on Ending of Life” – Jim Derksen





3:00 Town Hall: Probing the Ethics of the ‘Minimum Goal of Life-Sustaining Treatment’ and a Physician’s Final Authority”





4:30 Reflection: “The Path of Least Regret” – Mike Harlos


 





Important Web Sites:





The College of Physicians and Surgeons Statement on Withholding and Withdrawing Life-Sustaining Treatment is at


�HYPERLINK www.cpsm.mb.ca ��www.cpsm.mb.ca�





 Information about the Vulnerable Persons New Emerging Team is at


�HYPERLINK www.vp-net.ca ��www.vp-net.ca�








This event is jointly sponsored by:


Vulnerable Persons New Emerging Team (VP-NET)





Department of Community Health Sciences, University of Manitoba





Health Care Ethics Service, St. Boniface General Hospital








This one day conference will focus on the content of the College of Physicians and Surgeons of Manitoba 2008 Statement on Withholding and Withdrawing Life-Sustaining Treatment including a critical analysis of legal and ethical issues; concerns voiced by persons living with disabilities; and a “Town Hall” discussion of themes addressed throughout the day


Speakers include:


Dr. Jocelyn Downie, Dalhousie University





Dr. Bill Pope, Registrar, CPSM





Dr. George Webster, 


Health Care Ethics Service, SBGH





Dr. Merril Pauls, Dir. Medical Humanities, U of Manitoba 


Dr. Mike Harlos, Dept. of Family Medicine, U of Manitoba 


Jim Derksen, Disability Rights Advocate





Dr. Joseph Kaufert, Principal Co-Investigator, VP-NET





Rhonda Wiebe, Researcher, VP-NET





Moderators: Terry McLeod











END-OF-LIFE ETHICS & DECISION-MAKING



































































































































12 - 1


Special Noon Hour Public Presentation Sponsored by Community 


Health Sciences





“Whose decision is it anyway? 
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�  e.g. Consulting with a patient in the course of preparing a Health Care Directive or regarding an advanced care plan to address anticipated end of life situations.


� e.g. deciding whether to initiate resuscitative efforts following a cardiac or repertory arrest resulting from an unforeseen event 


� Persons who may be legally authorized to consent to or refuse medical treatment may be:


a. statutorily authorized, including:


i. a health care proxy appointed by the patient in accordance with The Health Care Directives Act, C.C.S.M. H27 ;


ii. a Committee appointed under The Mental Health Act, C.C.S.M c. M110 ;


iii. a substituted decision maker appointed under The Vulnerable Persons Living with a Mental Disability Act, C.C.S.M c. V90 ;


iv. the Public Trustee, in limited circumstances.


b. recognized by the common law, including:


i. a parent or other legal guardian of a patient who is a minor;


ii. a person with authority pursuant to a decision or order of a Court with jurisdiction.


�  See Re: Child and Family Services of Central Manitoba v. Lavalee (1997), 154 D.L.R. (4th) 409 (Man. C.A.) and Sawatzky v. Riverview Health Centre Inc. (1998), 167 D.L.R. (4th) 359 (Man. Q.B.)


� These duties include, but are not limited to, specific duties associated with the doctrine of informed consent, patient confidentiality and the duty to exercise reasonable care and not to expose the patient to unreasonable risk of harm.


� These obligations include those established in the following provisions of The Code of Conduct:


12. Provide your patients with the information, alternatives and advice* they need to make informed decisions about their medical care, and answer their questions to the best of your ability.


13. Make every reasonable effort to communicate with your patients in such a way that information exchanged is understood.


14. Ensure that information is available or has been provided to patients so that they know how to obtain care in your absence. 


* new wording added by CPSM


15. Recommend only those diagnostic and therapeutic procedures that you consider to be beneficial to your patient or to others. If a procedure is recommended for the benefit of others, as for example in matters of public health, inform your patient of this fact and proceed only with explicit informed consent or where required by law.


16. Respect the right of a competent patient to accept or reject any medical care recommended.


17. Ascertain wherever possible and recognize your patient's wishes about the initiation, continuation or cessation of lifesustaining treatment.


18. Respect the intentions of an incompetent patient as they were expressed (e.g. through an advance directive or proxy designation) before the patient became incompetent.


19. Treatments that offer no benefit and serve only to prolong the dying process should not be employed. When appropriate, an effort should be made to explain non-provision of futile treatments with patients and families.


20. When the intentions of an incompetent patient are unknown and when no appropriate proxy is available, render such treatment as you believe to be in accordance with the patient's values or, if these are unknown, the patient's best interests.


21. Respect your patient's reasonable request for a second opinion from a physician of the patient's choice.


22. Recognize the need to balance the developing competency of children and the role of families in medical decisionmaking.


23. Be considerate of the patient's family and significant others and cooperate with them in the patient's interest.


23A. When a patient expresses discontent with medical care received from you, the ethical physician will attempt to resolve


the issues. If the issues are not resolvable, the physician will provide the patient with information about the role of the College and its complaints process. (EN.06/02)


� The Vital Statistics Act, C.C.S.M. c. V60, section 2.


�  This person’s authority is limited to that legally granted to him/her by the patient, Court, legislation or otherwise. See supra note 3 for examples.





� 9 See The Code of Conduct, Articles 24-26 regarding confidentiality and The Personal Health Information Act, C.C.S.M. c. P33.5, Section 22, which permits limited disclosure of personal health information about a patient to prevent or lessen serious and immediate threat to the health or safety of any individual, including the patient, and Section 23, which allows limited disclosure to family members when the disclosure is about current care, is in accordance with good medical and professional practice, and it is believed that the disclosure would be acceptable to the patient.





� “Recognize your limitations and the competence of others and when indicated, recommend that additional opinions and services be sought”, Article 6, Code of Conduct.





� See By-law #1, Article 29 and Guideline 117.





� Where a proxy is legally authorized to refuse life-sustaining treatment and the physician believes that continuing treatment is in the patient’s best interests and that physician has reason to believe that the proxy has an improper motive for refusing treatment on the patient’s behalf, the physician should consider seeking legal advice.
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