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1 OVERVIEW


The VP-Net project represents different communities of interests around end of life issues, acknowledging that for people with disabilities, talking about end of life can be a difficult conversation. 

1.1 
Structure of the report
This report is divided into two main sections. The first section summarizes the presentations made during the meeting in chronological order. The second half of the report attempts to organize the discussions that came out of these presentations according to the themes that arose as a result. Many issues were discussed over the course of the two days and many arose repeatedly. This report attempts to look at all aspects of the discussion, including personal experiences and general observations about the system of end of life care and the impact of commonly-held values, while connecting these observations under themes that help to clarify what was learned during the Think Tank.  

1.2
Goals of the 2007 Think Tank 
The VP-Net 2007 Think Tank brought together members of the disability community as individuals with experience with disability advocacy organizations, people working in palliative care, and researchers from the VP-Net research Team. Deborah Stienstra began the Think Tank by explaining how the idea for the event came about and what the Think Tank tried to achieve:
As a team we’ve been struggling for the last three years of the project with trying to balance two very different approaches to end of life and people with disabilities. We’ve been trying to figure out how to talk about what is a ‘good death’ at the end of a good life, and we’ve been trying to hold our understandings of the fact that many people with disabilities, are made vulnerable because of attitudes, assumptions, societal devaluing, of people with disabilities which often leads to lives being shortened; leads to murder, leads to death-hastening, whatever you want to call it. In our team that’s been a source of some tension. There are very different ways of approaching end of life, and as we have struggled over the last number of years with this, we’ve tried to create spaces to talk about what is a ‘good death’ by building bridges with the palliative care community, which we’ve come to see as allies; people that share some of the same values as us. 

Research findings from the Policy theme suggested that the best way to address tensions between the disability community and the palliative care community would be to sit down together, to find a common language, and build relationships.  Stienstra explained that the Think Tank was not intended to solve our problems and tensions
…but to invite people to struggle with us, to wrestle with us… I think what we’ve been able to do is invite you to a conversation where we’re not trying to put forward answers to any one question, but trying really to wrestle with the different perspectives that there are on end of life, with the hope that with all of this goodwill, creativity, commitment, passion, respect, we will find new ways of thinking about it. Not necessarily answers, but different ways of thinking about it, of holding this tension…So we invite you to, to have a conversation today from three different perspectives, and we also ask that we talk about all three perspectives, that we don’t privilege any one of those three perspectives. 

The following three questions framed each section of the agenda: 

How do we understand vulnerability at end of life for people with disabilities? 

How does the vulnerability experienced by people with disabilities including at end of life lead to acts of euthanasia or death-hastening? 

What is good end of life care and what is a good death? 

2 
ABOUT VP-NET


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 people with disabilities. Palliative care is viewed as an alternative to the dangers of death-hastening that people with disabilities fear will be imposed on them by a society that believes life with a disability is a tragedy. This project proposes that, in instances where a person is close to the end of their lives, palliative care can become a useful tool and palliative care providers useful allies, in assisting everyone to live a good life to the end, rather than ending their lives prematurely. In the instance where a person is newly disabled and where social biases have led them to believe that they are better off dead than disabled, the project proposes that people who work in palliative care, and the wider medical community in general, could become allies to educate the public that with the proper supports and resources life with a disability can be fulfilling and rich. They can also become allies in ensuring that those resources and supports are available.

The VP-Net Logo, depicted on the title page, represents a modern suspension bridge. Maybe, during the life of this project, we won’t develop a suspension bridge, but we’re working to start developing the foundations. We believe that this involves starting to listen to perspectives from different communities with a stake in the development of good palliative care for people with disabilities.

The claim that people with disabilities are more vulnerable than the rest of society is one of the many labels people with disabilities encounter on a daily basis. This vulnerability is socially constructed; people with disabilities are not vulnerable because of the physical or mental condition of their bodies. Instead, it is a result of the prejudice, bias, disenfranchisement and devaluation that they experience in society. VP-Net is examining the extent to which there are differences for vulnerable groups of people in terms of the care they receive, the way that decisions are made by and for them, the policy frameworks that guide care, and how societal perceptions affect the availability and accessibility of palliative and end of life care.

2.1
The Research Themes

VP-Net has four research themes that explore the availability and accessibility of end of life care for people with disabilities. 

Dignity Conserving Care

Dr. Harvey Max Chochinov leads a team of researchers that have generated some of the first empirical data addressing how dignity can be understood in end of life care. This research has shown that patients experiencing a loss of dignity are more likely to endorse psychological and physical symptoms of distress, including pain, loss of will to live, depression, hopelessness and overall poor quality of life. The research has yielded an empirically based model of dignity in patients that provides care-givers a therapeutic map of the issues that may affect individual experiences of dignity. The VP-Net research will determine whether and to what extent the dignity model applies to vulnerable individuals.

Policy Frameworks and Reclaiming Language Project
Dr. Deborah Stienstra and Jim Derksen spent the first three years of the project investigating the Canadian policy contexts within which end of life care for vulnerable persons occurs and evaluating the extent to which vulnerable individuals are included as target populations for palliative care initiatives. They looked at the gaps in existing programs and the impact existing disability-related policies have on palliative care. The team developed policy backgrounders highlighting the policy frameworks federally and in four provincial jurisdictions (Alberta, Manitoba, Ontario and Newfoundland). You can find a series of fact sheets summarizing these findings on our website, www.vp-net.ca . The data gathered in focus groups has been used to develop an analysis paper. 

The leadership of this research theme realized, based on some of the discussions during this event, that there is a pressing need to address the ways in which language has been used, and misused, in Canadian society. The use of language strongly affects how we understand-implicitly and unconsciously- how we form our ideas about what it means to live as a person with a disability. Therefore, the Policy Frameworks theme decided to shift its focus for the remainder of the project, to undertake research on how language is used to reinforce notions of vulnerability, death-hastening and a lack of choices around end of life care for people with disabilities.

Ethical Dimensions of Decision-making
Dr. Joe Kaufert leads research initiatives within this theme that examines ethical issues in end of life decision-making. Key informant interviews and focus groups are being used to document the values and decision-making frameworks of care providers, ethicists, family members and persons defined as being vulnerable. In the second stage, an inventory of value statements and ethical decision frameworks, reflecting consumer and provider perspectives, will be compared in terms of their capacity to facilitate autonomy, maintain transparency and ensure equitable access to care resources. In the final stage modified frameworks and “workbooks” will serve as the basis for value clarification and advance care planning between thirty individuals communicating with their professional care providers and family members. 

Social Valuation
Dr. Zana Marie Lutfiyya leads research initiatives within this theme that examine the influence of the social (de)valuation of vulnerable populations through the construction of perceptions and biases on end of life care. The team will identify the nature of perceptions/biases regarding end of life care for vulnerable populations as held by selected care professionals, portrayed in the popular media, and embedded in policy documents. The research posits that positive perceptions might result in a positive valuation of the person leading to treatment with respect, dignity, and sensitive end of life care. Conversely, biases might include a devaluing of the person, leading to less positive treatment and potentially death-hastening activities. 

The researchers will develop, pilot test, refine and disseminate training modules to be used with a variety of end of life care professionals. The potential benefits of the dignity model developed by Chochinov’s theme, as they apply to vulnerable populations, will also be incorporated into modules. In conjunction with Kaufert’s theme, the team will develop case scenarios to allow practitioners to systematically become aware of their own biases/perceptions and reflect on how these might influence decision-making.
2 DESCRIPTION OF EVENTS 



The VP-Net Think Tank spanned two days, from the morning of June 11th 2007 to the afternoon of June 12th 2007. The meeting was held at York the Hotel, Winnipeg Manitoba and included 25 participants along with sign language and French translators. 

The first day began with a welcome by the co-principal investigators, Deborah Stienstra and Harvey Chochinov, and introductions by all of the participants. This was followed by an explanation of the research team’s hopes for the outcomes of the meeting. This led to a series of short presentations aimed at shaping the discussion of the three main questions.
4
 DAY ONE- June 11, 2007



4.1
How do we understand vulnerability at end of life for people with disabilities? By Heidi Janz
Heidi Janz began the first discussion with a presentation on the nature of vulnerability and the question “How do we understand vulnerability at end of life for people with disabilities?” Janz’s presentation raised a number of further questions about the nature of vulnerability as experienced by people with disabilities. She asked, 

1. Would you define vulnerability as a corporeal reality or a social construction?

2. What would you identify as key elements which make all people vulnerable at end of life? Are any of these elements likely to be experienced differently by, or have more of an impact on, people with disabilities?

3. What institutional and/or social structures associated with end of life are most likely caused, cause people with disabilities to experience an increased sense of vulnerability, and why do you think this is. What changes if any could be made to these existing structures in order to make people with disabilities feel less vulnerable at the end of their lives.

4. What role if any do palliative care providers have in decreasing the vulnerability of people with disabilities as they approach the end of their lives. 

5. What kind of potential exists for turning vulnerabilities experienced at the end of life into strengths? How might this change the vulnerability that people with disabilities may experience at end of life?

4.2

 How does vulnerability experienced by people with disabilities, including at end of life, lead to acts of euthanasia or to death-hastening? By Catherine Frazee

After a discussion of Janz’s questions Catherine Frazee presented via videoconferencing on the question “How does vulnerability experienced by people with disabilities, including at end of life, lead to acts of euthanasia or to death-hastening?”  Frazee began with a story about her father which provided a personal context for her views on death-hastening, followed by a description of her changing position as an activist the disability community in Canada. She concluded with a discussion of the need to rehabilitate or reclaim terminology that has been used in the past to justify or disguise euthanasia and death-hastening practices. She said, 
I think that I personally need to and am prepared to welcome back into my vocabulary and to embrace perhaps rehabilitated notions of mercy and compassion and autonomy and choice, and to adjust my posture of staring down the enemy at least until I have a clearer sense of who the enemy is.

4.3
 What is Good End of Life Care? What is a Good Death? By John Seely

John Seely, as a representative of persons working in palliative care, presented on the questions “What is good end of life care? What is a good death?” He began his discussion with an outline of how palliative care differs from regular medicine. He said “in my view palliative care is both a philosophy of care, as well as a specific set of skills, behaviours and attitudes” Seely then outlined five main features of palliative care:

1. Palliative care is about enhancing living, making the very best quality of life that we can for individuals until the time of death.
2. Focus on the needs of the whole person, be they physical, emotional and spiritual.
3. Absolute importance of attending to pain and symptom management.
4. Almost as much a part of the goals of our therapy is to attend to the needs of the family.
5. Using many members of the team, be they nurses, physiotherapists, recreational therapists, volunteers and other family members.
Seely listed “the factors that go into a ‘the good death’” which included:

· control of pain and other symptoms;

· clarity around decision-making—“clarity around decision-making that gives patients a sense of control;”

· The importance of relationships with one’s loved ones;

· affirmation of the whole person;

· the preparation for death;

· having a completion around death and making meaning—“ one of the ways in which we make meaning at the end of life is in contributing to others and leaving a legacy

He went on to discuss the difficulty of defining a good death because of the individuality of each persons needs and desires, which may also change over time.
What one person wants may differ very considerably from what another… I would suggest that a good death should be the outcome of meeting the end of life goals of care for each individual person, and to do that we need to know the goals of care for that individual, no one else can decide for that person.

Seely discussed the vulnerability of the terminally ill. He explained that 
Patients at the end of their life are very likely to feel stripped of all the factors by which they have defined themselves. The ways in which we have been able to cope with adversity, stripped of our health, our status, our control, our independence, support systems and the information that we need to make informed decisions. As a result patients, in this stage of their life are exquisitely sensitive to being judged and feeling that they are being judged adversely.
These factors can lead to a desire to end their life prematurely in an effort to regain control, or it can also lead to fears that their life will be ended prematurely or that treatments will be withheld.

Finally, Seely concluded with a series of questions. He asked, 
What are the most important issues that determine whether a death is a good one or that end of life care has been optimal, particularly for individuals with disabilities? How does a particular vulnerability associated with disability influence care and decision-making at the end of life, and then what can we do to influence care givers to optimize care at the end of life for all persons with disabilities, and what policy directions do we need to give?

4.4
Commonly-Held Values and Attitudes that Shape Society, By Zana Lutfiyya

After a discussion of John Seely’s presentation, and a break for lunch, Zana Lutfiyya presented on the topic “How do Commonly-Held Values and Attitudes Shape Society?” Lutfiyya began by referring to the social construction of vulnerability, which she argued, “has real physical consequences in the lives of people with disabilities.”  She discussed how “much of what we … come to understand about a person is based on what we assume to be in the person, but is not necessarily inherent in the person.” These assumptions are based on the perceptions of groups of people and in turn impact the lives of people as individuals. She argued that “our assumptions become so deeply ingrained that we come to assume that these are in fact characteristics that are in the person and that can represent the person.” She explained that these assumptions come to be experienced as truth by all of us which we fail to question, nor ever understanding where they come from. ”Families, people with disabilities, their families and professionals and other care givers are also part of our larger culture and may also come to agree with a variety or hold a variety of perceptions about people with disabilities.” 

She also pointed out the desire to be “politically correct” often leads people to espouse beliefs that are not consistent with their actions. She said 
...you know what we should believe, we may come to repress our actual feelings and not be obvious about them, but these attitudes I think nevertheless escape and come out and we can see them in a variety of actions, even though we may be largely unconscious about this particular process as well.
Lutfiyya discussed the ways that commonly-held attitudes lead to vulnerability in the lives of people with disabilities. She argued “people perceive individuals with disability as compromised and their lives as compromised.” This belief in the incompleteness of people with disabilities leads to a number of other assumptions including the belief that they need to be protected, not only from others but also from their own compromised lives.

She argued that “...because of the compromises they live with [people believe they] may not understand what is actually in their own best interests or be able to represent what is in their own best interests.”
She also discussed the impact of the belief that people with disabilities do not leads good or meaningful lives, and that in fact theirs is a life worse than death. The result of these assumptions is “if people in fact need to be protected from their own lives, death becomes a favourable outcome.”
This is where the concept of quality of life becomes dangerous for people with disabilities. 

There is a notion that there’s a “quality of life”, that it can be quantified and measured. However, the idea that quality of life can be quantified and measured is problematic as in many cases the person whose life is in question is often left out from the conversation. The perception is rather that it is someone outside of the person who would be in the better position to discuss or have a better sense of what defines quality of life.

Lutfiyya explained that there is also a perception that the people close to a person with a disability, their friends, family or allies may have been “co-opted in terms of their thinking” and therefore cannot exercise good judgement about their quality of life either.

Lutfiyya made reference to the history of Eugenics in North America and the influence this had on the Nazi’s Eugenicist project in the 1930s and 40’s. She argued that many of the values that motivated eugenics then have continued to exist today although “What may have changed is how that, how that history gets represented, if it gets represented at all, in any kind of public discussion.”

4.5
Death-Hastening, By Jim Derksen

Jim Derksen’s presentation intended to show the connection between commonly- held values and attitudes in our society and death-hastening in end of life care for people with disabilities. He began by noting the complexity of the issue of values and attitudes in general, particularly that not all attitudes are negative. 

These commonly-held values and attitudes relate to disabled people as people. I mean and thank God we’re treated as people with the same respect that others have often in life, and in many ways. But there are particular commonly-held values and attitudes that deal specifically with people with disabilities, and you know they’re various and they vary by culture.

Derksen noted that “commonly-held values and attitudes that shape society make up a complex universe in which diverse values and attitudes are in complex relation to each other, including various degrees of conflict and competition.” Derksen then listed a number of general attitudes that he had identified for discussion. He noted that some of these values and attitudes are of more general application to all persons; others have more direct relation to specific groups such as persons with disabilities. Of the commonly-held values and attitudes that are of specific interest to persons with disabilities, some are more particularly relevant to the phenomenon of death-hastening for persons with disabilities. The following are some of these: 

· Life, power and value belong to the strongest and most able. 
· Disability is a flaw and error to be avoided and eliminated.
· Disability is weakness, malfunction and incompetence. 
· Disability is tragic and equals suffering. 
· Disability dominates and sabotages other features of the life and personality of persons with disabilities.
· Life with disability is often a burden to persons with disabilities, their families, communities and society.   
· Life is not as enjoyable and valuable to persons with disabilities, as is to others, and therefore, the life of persons with disabilities is properly devalued by their family, community and society. 
· Association with disability and persons with disabilities is best reserved for charitable, medical and other specialists; and avoided by others as the disability experience and stigma is socially and otherwise contagious. 
 
Derksen noted that he focused on negative attitudes in this presentation in an effort to focus on the relationship between commonly-held attitudes and values and the practices of death-hastening in end of life care for people with disabilities. He listed a number of questions for discussion including:
 
· How do these commonly-held values and attitudes shape the end of life experience of persons with disabilities?
· How can these commonly-held values and attitudes be challenged before and at the end of life experience of persons with disabilities? 
· How can these commonly-held values and attitudes be remedied, or corrected and prevented from forming?

4.6
What is a Good Death? By Monica Elaine Campbell

The goal of Monica Elaine Campbell’s presentation was to build on Dr. John Seely’s presentation on What is a Good Death? and provided a personal context for her involvement in palliative care. She described the issues she and other members of her community identified for Deaf people in end of life care. 

…While in Ottawa (in early 1999) I initiated discussion with several deaf friends about our experiences of death and dying. The impetus for our interest came from my personal experiences in dealing with my father’s death after a brief illness with cancer of the liver and pancreas, and dealing with the death of a deaf friend from a prolonged illness with breast cancer, and dealing with my former roommate’s slow death from dementia and in facilitating communication between a dying patient and her family…My friends and I pondered many questions during our discussion:
· What do we know about where and how deaf people die? 
· What are deaf people’s experiences with the dying? 
· Do deaf people share a specific cultural perspective towards death and dying? 
· Do deaf people have access to information to make well informed decisions on end of life issues? 
· Is their training to education interpreters and interveners to work in this emotionally charged setting?
· Can deaf people receive training to become volunteers or support workers in hospice palliative care? Interpreters alone are not enough.
· Do training programs in medical and nursing schools include palliative care?

· Do the students receive sensitivity training to serve people with various disabilities and cultures? 
· What policies exist that protect the rights of deaf people in healthcare? 
· Are there gaps in existing palliative care programs that need to be addressed? 

Monica Elaine Campbell then discussed the key integral factors to quality living when facing end of life. The first factor she identified was the interdisciplinary team approach which Canadian Hospice Palliative Care Association embraces. She said that this approach should aim 
…to address the patient and family’s physical, psychological, social, spiritual, cultural and practical issues and their associated expectations, needs, hopes and fears, and how the patient then may prepare for a managed self-determined life closure and dying process, and cope with loss and grief during their illness and bereavement after the patient’s death.
She said that this team should include “persons who are knowledgeable about the disability or disabilities and can advocate on behalf of the patient and family.” Campbell pointed out that this has been very successful for deaf people in palliative care in the Deaf Hospice Education Project Team in Minneapolis.
The second factor she identified was competent pain and symptom management. She pointed out that a lack of knowledge about Deaf culture, and of their obligations to provide supports for communication can lead to a lot of distrust of the medical system. The third factor she discussed was clear decision-making. She pointed out the dangers of palliative care workers imposing their own idea of quality of life and the importance of clear communication. She said, 
I believe it is very important that the patient is provided with information in a language that is best understood by him or her, and that palliative care team members get to know the patient and respect his or her values, beliefs and wishes.

The next component of a good death she discussed was adequate preparation for death. She explained that 
...people usually want to know what they could expect through the course of their illnesses and plan for the events following their death. The team must respect all people as human beings and understand them in the context of their values, beliefs, wishes and preferences.
She discussed the importance of supporting the ability of people to contribute to the well-being of others and their continued participation “in the same human interaction that has been important to them all their lives at the end of their life.” 

Finally she discussed the last and main component of a good death; the affirmation of the whole person. She said 
I believe it is very important for all people, particularly those with disabilities who have experienced devaluation by members of society to be affirmed as whole human beings, not as cases or diseases or as people who can’t do certain things because of their disabilities.
In conclusion Campbell referred to a test developed by professors from Harvard, University of Virginia and the University of Washington, which measures two levels that all people operate within: the conscious and unconscious.  The conscious includes decisions we make deliberately and things we are aware of such as what clothes to choose or what books to read.  The unconscious level tells more about a person’s true feelings, which people are not consciously shaping.  She argued that this is an important factor in considering how we think and feel particularly in cases of prejudice and discrimination.  She explained the test has shown that people are not shaping those unconscious feelings themselves. Instead, they are a function of the society we live in. 

Campbell then provided a number of questions for discussion:
· In view of the leeriness that many with long standing disabilities have about discussing end of life issues, how can we inspire them to comfortably discuss these issues impacting them from the vantage point of the barriers they face due to vulnerability that is socially constructed rather than inherent in their physical or cognitive conditions? 
Knowledge is power. It is the right of all to have full access to information about end of life care choices in order to make well informed decisions.

· The primary focus of palliative care as stated by Canadian Hospice Palliative Care Association is to provide relief of suffering and improve the quality of life for persons, who are living with or dying from advanced illness.  In light of the disability community’s view of suffering vis-à-vis the general public’s view of suffering, how can we convince palliative care workers in various disciplines of the need for knowledge and understanding about suffering in the context of disability and help them to develop that knowledge and understanding in order to provide the best possible quality end of life care for people with disabilities? 
Carol Gill advises that it starts by challenging the assumed link by the public (including healthcare practitioners) between bodily impairment and suffering.  

4.7
How do and what policies make people with disabilities more vulnerable at end of life? Facilitated by Deborah Stienstra
Deborah Stienstra facilitated the discussion on the role of policies and legislation in constructing the vulnerability of people with disabilities at the end of their lives. She provided information about how policies and practices affect the vulnerability of people with disabilities as discovered through the research done by the policy theme of VP-Net.

People with disabilities are not more vulnerable at the end of life because they have impairments. They are more vulnerable because of negative attitudes about disability held by others, including their healthcare providers. These attitudes often lead people to take actions which devalue the lives of people with disabilities and may limit the choices of and control that people with disabilities have over their lives and their deaths. 

The policy theme’s research identified the following areas that create greater vulnerability at end of life for people with disabilities:

Social isolation 
People with disabilities often experience disruption in their family relationships and friendships as a result of having to make transitions, including moving to long-term care facilities, for care reasons. In some provinces, including Newfoundland, eligibility for some disability-related supports is based on family income criteria. The implications for people with disabilities may be that they have to separate themselves from their families or change their marital status in order to qualify for the supports. 

Bad medical care
Diagnosis and prognosis for some people with disabilities are provided without sufficient attention to the impact of a pre-existing disability on an acute medical condition.  For example, a person with a disability with a curable problem may not be treated because the doctor believes their life is not worth saving. Also a person with a disability in a medical crisis may not be given enough time to respond to treatment because the medical personnel do not fully understand the impact of that disability on recovery. 

Lack of knowledge  
People with disabilities do not have sufficient knowledge about what will be available to them when they enter end of life. The service systems that people with disabilities interact with may have limited knowledge about end of life care for people with disabilities. This could be addressed by disability organizations, which already provide resources to people with disabilities, developing capacity in this area. 

Access to disability-related supports 
Some people with disabilities cannot access disability-related supports if they move to a hospital or more institutional setting. For example, in Manitoba, people are no longer eligible to have their provincially supplied wheelchairs serviced when they move to an institutional setting. 

Symptom management
In areas where palliative drugs are covered for out of hospital treatment, drugs related to pre-existing disabilities are not covered or considered palliative. 

Informal care-givers 
People with disabilities provide care, but most programs for informal care-givers, including respite, may not take into account their accommodation needs. As well, disability-related support programs may not provide supports in situations of providing care. The federal Compassionate Care Leave program is largely inaccessible to people with disabilities because it relies on employment income. Many people with disabilities do not receive employment income or enough to qualify for benefits to this program. 

In general, the research of the policy theme has found that people with disabilities often face significant transitions when they face end of life, including in their housing, their family situations, their support services, and healthcare provision. Because they live with disabilities, they often have to ‘pioneer’ new approaches in new settings train new support providers, interact with new medical care providers and live with fewer family or other supports, at point in time when they are also coping with end of life transitions. This creates greater vulnerability for them. 

Questions for discussion:

1. Given the vulnerabilities created for people with disabilities by policies, how can people with disabilities resist and reject this vulnerability? 

2. Do you have any examples of resilience or pioneering activities by people with disabilities in response to these policies? 

3. What one thing would you like policy and decision-makers to know about end of life for people with disabilities?

4.8
 Policy, legislation and death-hastening, By Hugh Scher

Hugh Scher presented on the role of court decisions and policies in determine the power dynamics that prevail in end of life decision-making. He began with a definition of treatment:

Treatment is anything that is done for therapeutic, preventative, palliative, diagnostic, cosmetic or other health-related purpose. And it includes a course of treatment or a plan of treatment or a community treatment plan. So basically it’s typically considered to be any positive action that is seeking to therapeutically address a person’s state of well being in general terms. 

He pointed out that according to existing legislation, treatment “does not include the withdrawal of treatment, and nor does it include the deprivation of a particular treatment option.” This is despite the fact that in some jurisdictions, particularly in Ontario, a “treatment plan” which physicians formulate for each patient does include the withdrawal of treatment. Court decisions have created a situation where people do have to consent to have treatment imposed but have no say about whether a treatment will be withdrawn or withheld. He illustrated the problem with an example form Manitoba:

In a case called Lavallee  a few years in the Manitoba Court of Appeal, dealing with the implementation of a Do Not Resuscitate order, the Manitoba Court of Appeal found ... that it was in the doctor’s purview to implement such a DNR, because it was not a treatment, and the treatment decisions as I’ve indicated are typically considered in the purview of the doctor in exercising their obligations over the patient, and the only rights the patient had, in circumstances where a treatment was either withhold or withdrawn, was to simply make a claim to the effect that the doctor either had or had not engaged in an appropriate standard of care.
One of the major dangers in this kind of policy scheme is that patients may not be provided with all the information in order to make decisions about what options there should be or may be available.
Although it is the doctor’s obligation to provide this information, they are the ones who determine what information is necessary and “their values and their beliefs and their view of the person whom they’re treating and their view of treatment generally may very well come into play.”
Hugh Scher outlined the kinds of actions a person can take if they believe the doctor has not fulfilled their obligation or done so improperly. These are 
...typically sought through legal means; they may include going to the court for mandatory orders or injunctions, for example the maintenance of a respirator, the removal of a DNR order and things of that kind…They may also include after the fact remedies, such as wrongful death litigation, where a party is engaged in treatment, or where parties, there was a net result of the effects of treatment as to cause the harm or death or a person. We also have then available aspects of reviews through the Colleges of Physicians and Nurses.
The means are often difficult and time consuming, especially with the time limits imposed by terminal illness. 

In conclusion, Scher pointed out the importance of doctors having a full understanding of a patient, including their culture, background, religion, their status as a member of a vulnerable population, and their perspective on the world along with their wishes. It is very important 

...for the patients to understand, their families to understand, sort of the role of the doctor as a gatekeeper of medical treatment, the one responsible for allocating scarce healthcare resources, and the one responsible ultimately for making decisions that are presumably in the best interests of their patient.
He asked the group to consider and discuss 
...what should be the appropriate considerations that impact a decision to deny or discontinue life sustaining medical treatment? That’s the fundamental question, and it’s in that context that the discussions around vulnerability, dignity, autonomy, compassion and the role of the physician and the role of the patient and their family, come together in terms of trying to establish what those parameters and considerations should be.
4.9
 Policy and Legislation Impacts on a Good Death, By Joanne Taylor

Joanne Taylor discussed the role of legislation in British Columbia and the processes of ensuring consent to withdrawal of treatment and other measures at the end of life for people with disabilities and the elderly. Her discussion focused on the development of British Columbia’s Representation Agreement Act and the role citizens like herself had in shaping the existing legislation. 
In British Columbia, we, back in 1989... The community groups got together to engage in reform of adult guardianship legislation. I guess the first thing you have to know is that legislation is not generally done that way, and because we weren’t interested in being consulted, we were actually interested in being true participants in creating legislation. Out of this grassroots law reform effort came what’s called the Representation Agreement Act.
A Representation Agreement is a legal document that allows you to name your substitute decision-maker. Taylor explained that the reform of this legislation was the result of a coalition amongst a number of interested groups including 
...people with physical disabilities, the community living sector, consumers in mental health services, seniors, professionals were involved, family members, friends. I got involved as a result of an experience when my mother died and things that I was trying to put together around capability and around decision-making and, and this made sense to me.
The reform was guided by a set of agreed upon principles: the presumption of capability, support only as needed, guardianship should be the last resort and that everything should be accessible in language and financially. Taylor explained that one of the main reasons for developing a representation agreement is to ensure that you have the person you want and are close to helping to make decisions at the end of your life. Without such an agreement the physicians will use a default scheme for deciding who represents you, which is usually your next of kin. 
The Representation Agreement Act also ensures that rather than using a piece of paper like a living will, which can only contain past preferences and may be interpreted incorrectly, there is a person there who can try to have your current wishes fulfilled. She explained the Act requires the representative first checks with the patient, “then goes to pre-expressed wishes, then values and beliefs, and as a last resort in best interests.” 
She explained that the usefulness of this legislation is being undermined by a number of regional health authorities who are by-passing the legislation and designing advance directives. “They’ve ignored representation agreements, so they don’t tell patients about that option and about doing that.” One regional health authority in particular has 
...created an advance directive form that actually, part of the form has a section where you refuse treatment cause that’s really what, what their focus is…Part of the form is about naming someone to make decisions on your behalf, which of course in British Columbia is a Representation Agreement. So they’re just operating outside the law.
She was particularly perturbed by the emphasis in these forms on enabling people to have Do Not Resuscitate orders placed on their charts. She explained that this development, of alternative forms developed by the regional health authorities is a concern because “it’s about ownership, it’s about who owns the information and who owns the process, and that’s why I said I have a concern about the professionalization of some of these processes.” 

5
DAY TWO- June 12, 2007


5.1
Decision-making and Vulnerability, By Rhonda Wiebe

Rhonda Wiebe began her presentation by listing four questions in need of further discussion. She asked: 
1. What makes us vulnerable and how does that affect the ways we do or don’t participate in decision-making?
2. What are the connections between being vulnerable and making decisions about your healthcare or having someone else make those decisions for you?
3. Have we fully explored the possibility of participating, participatory decision-making? 
4. Is the disability community prepared to risk the openness that comes with participatory decision-making and is the healthcare provider community open to relinquishing some of the control that occurs when you don’t have full participation in, in participatory decision-making?

Wiebe gave an account of her personal experience both as a person with a disability and of her experiences supporting people as they die and throughout her life in her work as a pastor and disability community advocate. 

I think what’s informing what I’m going to say much more is the various roles I have played in decision-making, because I have been the person for whom the decisions are being made in critical healthcare situations. I have been a more formalized advocate...and I have [witnessed] good deaths and I have [witnessed] bad deaths, and much more recently I have been a much more informal advocate because I have a family member who is in a critical ongoing healthcare situation.

She described the social nature of vulnerability and the critical nature of support in decision-making under those circumstances:

Vulnerabilities are not just about what happens inside your own body and we’ve been talking about this throughout this... Think Tank, you’ve vulnerable when you’re unsafe. You’re vulnerable when you’re alone or in abusive relationships. You’re vulnerable when you’re the wrong shape, you’re the wrong colour, or you sleep with the wrong gender and God help you if you’re under the trusteeship of the public trustee. Having a voice, having some agency is so critical when decisions about healthcare need to be made.

Wiebe explained that in her work as a disability community advocate she has worked with the Manitoba League of Persons with Disabilities to develop a workbook called “The Will to Live Workbook” that attempts to assist in decision-making in end of life care. This kit, she explained, is
a tool that documented not only their choices if they should be in a critical healthcare situation, but also provided a means for them to describe their values, their self-concept, their attendant care needs if they needed them, their overall preferences and other factors that line out who this person is and what is most important to them.
This workbook is under further development by the Ethics theme of the VP-Net research project which Wiebe is a member of.

Next Wiebe listed a number of quotes which illustrated the importance of decision-making in the lives of people with disabilities, particularly in critical health situations and end of life care. 

“Making personal choices is basic to our sense of identity and well-being, that’s especially true of decisions about our health, our personal care and our safety.” 

Second quote: 

If illness, accident or disability-related issues prevent us from participating in the decision-making process, who makes that decision for us? What values do they bring to that decision, what influences their perception about the quality of our lives?
She explained that 
...these questions grow out of that increasing mistrust that we’ve been addressing, that mistrust directed at society in general and healthcare providers, more specifically, because they don’t experience the world in the same way as many of us with disabilities do. That mistrust is fed by the public reaction to cases like Shiavo and Latimer and by prenatal testing that eliminates foetuses based on disability.

Wiebe then compared the issues faced by people with disabilities in healthcare and end of life decision-making with the issues faced with other minorities and groups who experience discrimination. She argued 
...it might be argued that unlike any other socially marginalized group, being a member of this minority can lead to the risks of [euthanasia], surgical alternation without consent, pressure to ask for assisted suicide and denial of medical treatment, because the lives of people in this minority are imagined as unbearable or unworthy. Imagine imposing these actions on any other social minority in Canada.

She then addressed the perception that these cases, which cause distrust amongst people with disabilities, are just individual cases. She said, 
If we look at this issue through a disability lens we aren’t seeing parallel individual cases that involve persons of colour, First Nations persons, gay, lesbian and transgendered persons or new immigrants. People from these groups do face distinct and tremendous issues, but they don’t face the same scrutiny about whether they should be allowed to live.

The disability rights community is saying, that especially in matters involving the judgment of quality of life, universal values must stand the test of the disability lens, because otherwise any decisions about our healthcare, including our end of life care, can make us vulnerable. 

5.2
Decision-making and death-hastening, By Paul-Claude Bérubé

Paul-Claude Bérubé began his presentation by clarifying the legal situation around death-hastening. He said “to start off, in regards to the hastening of death in Canada, the situation is clear.  It is prohibited.  The Criminal Code says so.” Bérubé explained that there is cause for debate, despite the law’s clarity on the issue. He said 
That debate takes place for only one reason, actually.  It’s because, for several years now, we’ve seen, for all sorts of reasons, several cases where persons have chosen to accelerate the death of another individual or to accelerate their own death.
He pointed out a tension that exists between the “right” to die with dignity and take one’s own life and the criminal code. “A clear opposition can be found here between our legal dispositions that prohibit it and those from human rights that tell us ‘well, the individual has the right to terminate his or her life in full dignity’.”

Bérubé asked the members of the group to consider whether this tension is legitimate and to consider the tension between the values of “autonomy and dignity” and the right to life. He discussed situations in which people are suffering and experience a low quality of life, He concluded by saying,

Some people will say that, in these types of situations, there is a prejudice against that person’s rights, which death could eliminate, or free that person from that prejudice.  That concept of human rights has been pleaded on several occasions. It has always been rejected by the courts. The present context, which does not allow a person to accelerate their own death, the question that must be asked is:   Should we permit it?  Should we allow the hastening of death?

5.3
Decision-making, What is a good death? By Zana Lutfiyya
In her presentation on a good death Zana Lutfiyya described the final week so of the life of a woman whose story she had heard that exemplified what a good death should be and how decision-making is an important part of making it a reality. Lutfiyya explained,

I’m going to tell the story in partial answer to the question, what is a good death, and how does decision-making factor into that, that experience of a good death? And it’s a story of a woman who I’m going to call Hettie. Hettie was born with Downs Syndrome in 1950 and unusually...for that time... the attending physician told her parents to take her home and treat her as they would any other child, which her parents did, and Hettie was the middle daughter of three daughters. Because both of her parents were school teachers and her father was a principal of a school, she was able to attend school and at the age of sixteen which was school leaving age, her mother found her a job which she then held for twenty-eight years, and this was a job in the small village where she had born and grown up. [She] was diagnosed with early onset Alzheimer’s... and it was after that diagnosis that she retired from her job. And so it was the... increasing symptoms from the Alzheimer’s and the death of her mother resulted in her moving to a group home nearer to where her younger sister lived, which was about a three hour drive away.
 While in the hospital, it was decided that Hettie would no longer receive food.  Hettie’s sister’s response was to check her out of the hospital and take Hettie back to the home where she had lived for the past several years. There the staff and other women living there took care to ensure that all of Hettie’s wants and needs were taken care or, that she was still fed and received the special treats that made her life comfortable and pleasant. Lutfiyya said the staff 
...described themselves as being horrified by this notion that she would now no longer be given anything to eat or to drink, and as one of the staff people said to me, ‘you know they called it hydration, and talked about it as a medical procedure but really for us it wasn’t a medical procedure at all.’
Eventually Hettie began to refuse food and the staff saw this as an indicator that Hettie had decided for her self that her life would end soon. Every effort was the made to ensure that Hettie was never alone and had friends, family, staff and a pastor around her up until the end. Lutfiyya described the pride mingled with sorrow, that the staff expressed after having been able to ensure Hettie had a good death:
Hettie only lived three and a half weeks or so past the point where professionals suggested nothing by mouth. Nevertheless the people who were able to be with her at this time believed that she lived a good life for those three and a half weeks, and that she had experienced a good death, and also believed that if they had not done what they did that their case wouldn’t, you know that experience wouldn’t have been there…This wasn’t people puffing themselves up at all, they talked about this experience as a very difficult one in some ways. The difficulty for them was not in taking care of Hettie, but in trying to figure out some basic stuff around helping her be comfortable, helping her swallow food so that she wouldn’t choke on it and so on. They said it was very easy to be with Hettie, what was difficult was just figuring out how to support her well and not put her at greater risk…They were all very clear that they in many ways took their lead from Hettie in terms of the decision-making and um I think from an advance care directive perspective this would just be very, very difficult to capture in any kind of document, no matter how well people tried would be to do that.

6
THEMES ARISING FROM DISCUSSION


6.1
Reluctance to Talk about End of Life among People with Disabilities
Many people with disabilities are reluctant to discuss issues around end of life with healthcare professionals. This reluctance is seen as the result of a longstanding feeling of distrust among people with disabilities towards the healthcare community. Participants suggested that this distrust is a result of the needs and experiences of people with disabilities not being understood by the healthcare community. Jim Derksen spoke specifically of the experiences of people with disabilities in Nazi Germany as contributing to this collective feeling of hesitation to talk about issues related to the end of life. He related these historical experiences to what people with disabilities experience everyday, stating “we are burdened with the knowledge of what happened, and it’s not only in the past, its happening every day, because of our devaluation. “ 

Hugh Scher spoke about how perceptions about people with disabilities have affected the discussion of issues related to end of life. In looking at public policy he said
The difficulty we experience, as a community, in a discussion of these issues is that we are so entrenched… in a battle to combat these aspects of vulnerability, perception, barriers and construction that as a matter of social and legal policy it becomes very difficult. We feel vulnerability as a community in terms of dealing with these fundamental human rights issues where our lives are at risk. In a context of a society where our own access and our own inclusion and integration in the broadest possible ways is not acknowledged, facilitated and, indeed, raised on the priority list… We’re caught in this dilemma of having to work so hard to deal with the challenges or the barriers, the perceptions, and the vulnerability that comes from those challenges and the fact that the public priority setting list does not adequately address these challenges with us or on our behalf makes a discussion about end of life decision-making…all the more difficult. It makes… the issues all the more challenging, but I think also in terms of discussing these issues they must take place in the context of these broader public policy issues and battles that continue on a daily basis. 

Reluctance to talk about the end of life can result in the needs and desires of a person with disability not being heard. Monica Elaine Campbell stated that “[people with a disability] are more likely to habitually avoid the subject, but their fear may lead to more coercion of various kinds towards death-hastening.” 
6.2
Vulnerability

Vulnerability as a Social Construction

Heidi Janz asked the question “Would you define vulnerability as a corporeal reality or a social construction?” Many participants felt that vulnerability is both a corporeal reality and socially constructed. Jim Derksen stressed the importance of understanding and acknowledging how these two definitions of vulnerability affect people with disabilities. He suggested that the corporeal reality of vulnerability must be acknowledged. An example of this is vulnerability related to relying on assistive technology. Though these implements can be seen as tools for living, they can also create some vulnerability when they are not available, or stop working. The same type of feeling of vulnerability is experienced when supports are not available. This is an issue that has real ramifications, and must be addressed as such. 
Another dimension of identified by participants is vulnerability as a social construction. Derksen suggests that this comes from living in a society in which living with a disability is viewed as suffering, and as a result, there is a perception that a person’s life is less valuable. Catherine Frazee identifies how the social construction of vulnerability and disability often has little to do with what the individual is truly experiencing. She stated that the social construction of “vulnerability is the perception that we are dying because we are fragile. It’s a perception that we are not long for this world, or that we are in fact nearing end of life when we may consider ourselves at our prime.” Margot Brunner-Campbell connected vulnerability with the notion of abandonment, suggesting that if there is a perception that a problem cannot be fixed it should be abandoned.  John Seely suggested that vulnerability can be seen in terms of a social construction, as well as physical vulnerability, but adds a third dimension to the concept, which he identified as  the “meaning that we make to what’s going on in our lives.” For example, “the fear, for instance, of being dependant because we’re vulnerable.” Heidi Janz spoke of the reluctance of all people to be identified as vulnerable, but that this is particularly true of members of the disability community. Janz stated that this reticence around the idea of vulnerability related to disability has developed as a result of 

…the longstanding (pun intended) historical tendency to conflate disability with illness, thus erroneously associating having a disability with having a drastically reduced quality of life, that is roughly equivalent to the deteriorating quality of life generally ascribed to people who are severely ill and/or approaching the end of their lives…
However, it can, I think, be argued that the lived experience of us who have disabilities amply demonstrates that there are various times throughout our lives, including the latter stages of our lives in which our disabilities do in some way render us particularly vulnerable. Therefore, it seems apparent that any in depth discussion of end of life issues affecting people with disabilities must include some purposeful endeavour to grapple with this notion of vulnerability

This perception of people with disabilities has a variety of repercussions. One of the consequences highlighted by Catherine Frazee is the treatment of people with disabilities by healthcare professionals. Many people spoke of how being seen as vulnerable leads to experiences of being/feeling undervalued, resulting in a loss of agency allowed by physicians. The devaluation of peoples’ lives and experiences affects peoples’ ability in the realm of decision-making, and in accessing to services. Many doctors think that when a person with a disability comes into a medical facility in a crisis, the crisis state is normal. Deborah Stienstra stated  
…sometimes people will project their discomfort level around this issue onto that individual rather than addressing the individual directly...and that can sometimes compromise the way in which medical decisions are made and treatment options are delivered or denied.
As well, the medical community may see things such as needing assistance with daily activities as unnatural, though using a respirator, for example, is a normal part of life for people with respiratory issues.  Nancy Hansen stated, “it’s important that medical professionals become more comfortable with disability and impairment on a daily basis so that their discomfort levels that they may experience don’t compromise treatment options provided.”
Socially constructed ideas of vulnerability affect all other aspects of an individual’s life. Brunner-Campbell suggested that being seen as vulnerable affects all other aspects of an individuals life, “because now you are economically vulnerable, you are socially vulnerable, you are vulnerable in your own family, you are vulnerable in everything that makes you a being, because of potential for abandonment.”  Scher spoke of how the perception of disability may lead to vulnerability. He stated,
Physical barriers or corporeal aspects may lead to feelings of vulnerability because of difficulties in accessing various aspects of social and other aspects of life and also looking at the issues of the social construction of disability and how people with disabilities are perceived, and how that impacts.
Vulnerability Resulting from a Rationing of Resources

The rationing of resources and inability to access supports plays a significance role in creating vulnerability, and contributing to a lower quality of life for people with disabilities. Many participants spoke of the role of medical practitioners as the gatekeeper for accessing resources and supports, as well as treatment plans, and access to treatment. Nancy Blain shared her experiences of resource allocation and vulnerability. As care-giver for her parents at the end of their lives, she was faced with “…the necessity to fight for [this] precious allocation of resources because the lives of my parents were deemed to be not as worthy to receive those resources…”
Policy makers and government also play a role in the allocation of resources. Evelyn Gounetenzi suggested that government decisions not to cover the cost of expensive medication can be seen as the rationing of resources as well as a form of death-hastening. Joanne Taylor identified a disconnect between policy and actions of practitioners on the ground and distribution of resources for purposes of educating public and healthcare practitioners. She discussed the need for people with disabilities to be involved in the discussion around policy and resource allocation. 
Paul-Claude Bérubé identified a lack of financial resources as significantly affecting resource allocation. He stated that the medical system in Canada has changed, from one which existed 15 or 20 years ago. In the past, the Canadian medical system was able to provide services and meet the needs of almost all people. The current medical system, on the other hand, lacks financial resources, which in turn, forces hospital institutions to demonstrate a lot of imagination in the care that it must give to the population, and unfortunately, this involves making choices.” These decisions are often made on the basis of age, and are affected by quota and case. The aging population will be most significantly affected by resource allocation based on these factors, particularly in accessing curative and palliative care. 
Vulnerability that Leads to Acts of Euthanasia

Many participants spoke of the commonly-held attitude in society that “death is better than living with a disability”. This notion contributes to the idea that acts of euthanasia towards a person with a disability are done in the name of mercy and compassion, rather than as an act of murder. The debates over the ethics of euthanasia continue around cases like that of Tracy Latimer. 
According to Catherine Frazee, societal attitudes and perceptions of life with a disability have led to “abuses of futile care policies, abuses of Do Not Resuscitate orders and abuses of the whole notion of quality of life and determinations of quality of life”.  Seely spoke to the relationship between perceived vulnerability and death-hastening, 
If we get under the skin of another, or ourselves recognize that we all carry enormous personal vulnerabilities and its those vulnerabilities that lead to inappropriate end of life care, inappropriate death-hastening measures by the healthcare system that has devalued the individual, or by the fears that the vulnerability engenders in an individual that leads to the request for death-hastening.
Care-givers and people with disabilities have often been significantly affected by this perception, as they have internalized this idea that their life isn’t worth living. Catherine Frazee stated,

.
Pressures, sometimes subtle pressures and sometimes very overt pressures, were being brought to bear upon people with disabilities to refuse treatments that would prolong their [lives] or were brought to bear upon spouses, partners, and decision-makers to refuse those treatments or to accept those treatments…adulation for choices that inclined toward death and the persistent … but increasingly reported in research from places of care, disabled infants, disabled children, disabled adults have died prematurely in hospitals and care facilities under the watch of ethics committees that oversee their practice, the laws and the policies and the institutional practices.
She spoke of her experience as an activist around issues of euthanasia. She noted an “ambivalence toward the premature deaths of many disabled people” held by the medical community and society at large. She stated,
We, as disabled activists, expressed our outrage each time and we try to connect the dots that linked these Canadian cases, revealing a pattern whereby disabled victims were consistently depersonalized, portrayed as not long for this world, and perpetrators, those who killed, were consistently presented as desperate people acting in accord with their conscience and necessity. Rather than moral outrage that we all experienced each of these deaths seemed to invoke little more than a brief wringing of hands.

These perceptions of people with disabilities have led Frazee to become
…vigilant, and outspoken …and stare down the unrepentant killer. Challenge every attempt to justify these homicides... I would allow for no ambivalence, no mitigation, no new categories, special categories, of homicide… With every word, every argument, and every strategy to defend the lives of disabled children, and vulnerable adults …the way I became allergic to the concept of mercy and for a time as well alienated from the notion of compassion or at least extremely wary of its easy distortion and misuse, and deadly consequences…For the activism that this narrative describes that frontline widened within a broader cultural context we’ve talked about it this morning in which violence against disabled citizens is and has been condoned.

6.3
Resisting Vulnerability

Rehabilitating Language

One of the ways to challenge notions of vulnerability is by looking at how words are used and understood. Throughout the two days of the Think Tank, the idea of the need to rehabilitate language was discussed. In particular, people spoke of the need to reclaim words such as consent, compassion, dignity and protection, and how they are applied to people with disabilities. Scher spoke to the importance of reclaiming the word ‘dignity’,
Personal dignity has been defined by the Supreme Court of Canada as the essence of true equality under the Charter of Rights. Personal dignity is also what’s relied upon in terms of expressing some of these other core values that we’ve referenced here and, of course, it’s also the value that those who would seek to promote euthanasia and assisted suicide policies have basically adopted as the means by which to justify their ends. So I think the most significant reclaiming that needs to occur is to reclaim the concept of personal dignity in the context of these other values and to come up with a definition and application of the concept of dignity in a manner that reflects the kinds of values that we’re talking about as being enabling and also that promote a vision for how to do proper end of life care and thinking in these areas.
There was agreement that a common language must be developed between the medical and disability community as a way to develop an understanding of the experiences of people with disabilities. 
The Place of Sympathy and Empathy

Several presenter asked participants to think about the role of sympathy and empathy in care-giving relationships and what these terms have come to mean to people with disabilities. Deborah Stienstra described this, 
A value of compassion and empathy is often interpreted through a disabling attitude that says life with a disability is often a burden to people with disabilities, their family, community and society. Well the place that gets interpreted in is in palliative care, in critical acute care systems…

Catherine Frazee spoke about the difference between sympathy and empathy, saying, 
...to sympathize or when we receive sympathy there is a distancing that takes place, a distancing that of course is not present when empathy [occurs]… Caring about the needs of disabled persons requires that each of us accept and embrace the dignity and the beauty of our own imperfect and unruly bodies.
Finally, many participants spoke of the need understand how these values are misused, and to reclaim the words sympathy and empathy. 
6.4
Defining a “good death”

What is a ‘good death’?

The perceived vulnerability of people with disabilities is related to a perceived lack of quality of life by the wider society. It is problematic to think that a good quality of life can be measured or quantified; the same might be said for determining what a ‘good death’ is. Many people suggested that what is defined as a ‘good death’ differs from person to person.
Participants examined some of the factors that might contribute to having a ‘good death’. John Seely identified several factors, including: symptom/pain management, state of mind (depression, anxiety, and clarity), state of relationships, choices made in the past, and potential future, and belief systems /spirituality/ the afterlife. Campbell spoke about the need for a holistic approach to end of life care, urging that healthcare professionals 
...strive to address the patient and family’s physical, psychological, social, spiritual, cultural and practical issues and their associated expectations, needs, hopes and fears, and how the patient then may prepare for a managed self-determined life closure and dying process, and cope with loss and grief during their illness and bereavement after the patient’s death.

She stressed that in taking a more holistic approach to care, cultural pain must be addressed along with traditional notions of pain: emotional, physical and spiritual. In order to address cultural pain, healthcare professionals need to develop a greater cultural competency, particularly in terms of the experiences of people with long-term disabilities.  Several speakers acknowledged the fact that the experience of families and friends should also be considered when speaking of a ‘good death’, as they ultimately have to live with the death of a loved one. 

Having the ability to make decisions and have those choices respected was mentioned as key to experiencing a ‘good death’. Wiebe suggested that a good death is one in which “you choose to participate in whatever way you can in the act of your own dying”. Lutfiyya used the story of her friend Hettie to exemplify what she sees as a ‘good death’. Lutfiyya emphasized that Hettie’s death can be seen as “good” because died in her home, was surrounded by the people she loved, and that most importantly, her decisions were acknowledged and valued until the end of her life.
Consent

Scher described a dichotomy that often develops between healthcare professionals and the needs/desire of the family/patient. This dichotomy is rooted in differing perspective: doctors may try to avoid treatments that are intrusive, whereas family and others may want to continue treatment at all costs. He identified the “dichotomy between the requirement of consent on the part of the patient and ... the doctor who in essence serves as the gatekeeper to what healthcare options are to be made available to that particular patient.” 
Seely further articulated this point, suggesting that ”the potential conflict that arises… is where patients or the patient’s families are wanting life-prolonging treatment and the medical staff feeling that such treatment is futile [and they] are resisting”. He stated that this differing perspective should be resolved by healthcare professionals engaging in on-going consultation with families, as it is the family who have to deal with the way their loved one dies. He feels that when doctors are required to call on an ethics committee or a court to decide the treatment path for a patient, there is a failure on the part of the medical profession to engage in this dialogue with patients and their families.   
What is a ‘bad death’?
Wiebe offered insight into two types of “bad deaths.” First, a life that is ended prematurely, 

...a prescribed end of life where someone else decides that it’s time to cease whatever technology or services that you depend on, they decide that should no longer be existing and so they, in a sense, prescribe that your life is now over.

 The second is 

...a coerced end of life, where people hit that point where they feel so devalued and so unsupported and so much like they can’t contribute anymore, and they get that message from the environment in which they live, so they choose either through assisted suicide or other means to say ‘I’m now done, this is the end of my life.’
Anna Macquarrie asked participants to consider “when does end of life begin?” She urged us to remember the experiences of people with disabilities, who live with life-sustaining supports,

Thinking from the perspective of people with intellectual disabilities and their families, and particularly people with significant disabilities who may in fact be living a life that requires supports that other people see as end of life care. So they require significant life-supports and, in some ways, they may or may not have what other people see as competencies to answer questions about their lives or communicate in sort of traditional ways and to ensure that that becomes part of this discussion. I was just looking at one of the points about being kept alive on life-support when there’s little hope for meaningful recovery, and looking at how that notion can sometimes be imposed on people, particularly people who require significant supports.
6.5
Decision-Making

Power

Wiebe spoke to the importance of power and decision-making, stating “making personal choices is basic to our sense of identity and well-being, that’s especially true of decisions about our health, our personal care and our safety.” Campbell identified several factors that facilitate decision-making, including, 
…autonomy, openness, clear communication, dignity, respect, trust, honesty and equitable access to care resources...It is a patient’s right to have full access to information about diagnosis and treatment in order to make well informed decisions. A patient feels empowered when participating in treatment decisions. A patient whether he or she has a disability or not, must be allowed to determine what he or she considers as quality living.


Many presenters emphasized information as crucial to decision-making. Paul-Claude Bérubé said, 

When I talk of decisions, I necessarily mean… that we must know all of the facts in relation to making the decision.  In other words, we have had information, perception and interpretation, but there are rules to follow here before a decision can be made.  We must ensure that these rules are followed.  Ultimately, however, the element that follows is truly making the decision.  And that decision can lead us, finally, to action, or even to inaction.  Because the decision may not necessarily be only to act, but perhaps also to do nothing.
The ability of a patient to make decisions is often influenced by the power imbalance between the patient and healthcare professionals. Doctors are ultimately the gatekeepers of treatment and access to resources. Doctors will consider the harm and benefit of treatment based on their perception of the patient (which are coloured by issues of quality of life and perceived level of suffering). It is important to recognize how values play into decision-making. Deborah Stienstra pointed out that when the medical community does not understand how powerful these values can be. Medical professionals 

...make choices that undermine people’s autonomy, the autonomy of people with disabilities, or when they make choices about labelling people in ways that undercut people’s ability to make their own decisions, um or make assumptions that people with disabilities can’t live ordinary daily lives.
The experience of the patient and the perception of the doctor might be very different. This disconnect can lead to an increased powerlessness or loss of opportunity to make a decisions by the patient. Nancy Blain suggested that the opportunity for decision-making is important as it has the potential to address “the lack of control, lack of knowledge, lack of a voice” and vulnerability, as well as contributing to a ‘good death’. Further, Wiebe spoke of how this power imbalance can inhibit decision-making;

First of all, you have to have an end-product, you have to have a decision ... Secondly, part of decision-making can be this process of trading off and compromising, especially in time pressured situations. If you have a power imbalance then it’s actually an antithesis to good decision-making. I would suggest that the precursor to decision-making is discussion with the perspectives of both recipients and providers of healthcare, and that advance directives from everything that we have heard are quite ineffectual in that process. 
It is important to start talking about decisions around treatment and death before reaching a crisis situation, which often makes decision-making more difficult. There was some discussion about the importance of having a substitute decision-maker, or proxy, as well as advanced directives. 
DNRs

Joanne Taylor shared a story about a friend who was asked to sign documentation without receiving information about the implications of signing the form or discussion of possible situations that might arise as a result. She spoke of how a DNR order is often equated to “Do Not Care”. 

Capacity and consent

There are many issues that affect perceptions of people with disabilities’ capacity to make decisions. There is often a paternalistic notion within the medical community about who should make decision for people with disabilities, including questions about capacity affecting their ability to give consent. 

Many participants challenged traditional notions of capacity and consent, looking at the importance of substitute decision-makers when a patient is deemed incapable of making decisions. By creating opportunities for supported decision-making, people are able to maintain agency and power, and ultimately their humanity.
It is also important to consider the reasons why people give or withhold consent; do they feel they have no other choice? Wiebe spoke to the experience of not being able to participate in decision-making, and the reluctance and apprehension on the part of people with disabilities to allow doctors to make decisions when the patient is not able to,
If illness, accident or disability-related issues prevent us from participating in the decision-making process, who makes that decision for us? What values do they bring to that decision, what influences their perception about the quality of our lives? These questions grow out of that increasing mistrust that we’ve been addressing, that mistrust directed at society in general and healthcare providers, more specifically, because they don’t experience the world in the same way as many of us with disabilities do and that mistrust is fed by the public reaction to cases like Shiavo and Latimer and by prenatal testing that eliminates foetuses based on disability.
Deborah Stienstra highlighted how the perception of vulnerability impacts notions of capacity and consent,
The attitude that might come to how people interpret it is that disability is weakness, malfunction and incompetence, and the place that this gets interpreted is in advance directives, discussions, representation agreements, informed consent treatment, substitute decision-making, guardianship and vulnerable persons acts, all of which shape who gets to be seen as having consent and capacity, and who doesn’t. 

Scher highlighted the importance of the on-going discussion about capacity and consent,
There’s consent and capacity boards across the country that would benefit from the perspective that people in this room and across the country could bring to these issues which are all to often left as a matter of political patronage rather than simply reflecting diversity of the persons for whom consent and capacity are perhaps most at issue. 
Communication

Communication between families and healthcare professionals is crucial in terms of sharing information, and ensuring families have enough information to make decisions. By creating an on-going dialog with families that is open and honest, other mechanisms of arbitration can be avoided. In speaking about the importance of communication in the decision-making process, Nancy Hansen stated ”...I would like to see a lot more effective communication given because how decisions are made depends on how information is delivered and what type of information is delivered, and the way in which that can be improved is through effective education...”
Scher spoke of the importance of effective communication throughout our life, and at the end of life,

...Effective communication runs several different ways. It runs between family members, so that the family members are clear what their wishes are and have a good understanding of their values, beliefs and what decisions they would wish to have taken in particular circumstances. Effective communication also must occur between family members themselves, trying to negotiate and balance the diverging interests of individual choice and autonomy, of dignity and of proper medical care and proper decisions reflective of individual values, beliefs, religious preferences and other considerations.
He said there must be, “effective communications between individual families and the hospital staff and this would be a prime example of how not to have a discussion about a particular end of life treatment...” 
He shared his personal experience with his aunt, offering this insight,
One must be ever more vigilant, in terms of how one communicates and the manner and the substance of such communications with hospital staff because, in my experience, its not uncommon [that] while hospital staff may very well want to be helpful, they also come with their own perceived notions, values and agenda,  part of which is to ensure the care of the patient, but part of which is also to ensure that their perspective of dignity gets carried forward as well, and whatever that may differ from the family’s or the individual patient’s perspective of dignity and these are things that need to be balanced... Communication is obviously of critical importance between all the relevant parties. Balancing these competing values of choice and autonomy, self-determination and dignity, together with proper medical care. The best interests of the patient, their views, their beliefs, their values, all of these considerations are the kinds of things that I think this situation raises for me. 
Paul-Claude Bérubé spoke about aspects of good communication and its importance in decision-making,
Naturally, it begins with the concept of communication, and within communication, there are three essential elements:  information, discussion and questions, but not necessarily in that order.  It can start by a question, or by information, or even also by a discussion that will lead to information or questions. These are all elements of communication ...And when you have been able to digest this communication, the element that follows can exist on two levels:  perception and interpretation.  And again, not necessarily in that order.  There are people who will have a perception of what is being said, others that will start with an interpretation without even considering their perception of what they have understood. 

6.6
Commonly-Held Attitudes and Beliefs

Commonly-held attitudes and beliefs about disability impact people with disabilities on a daily basis. Jim Derksen provided a description of these attitudes and beliefs, stating,
Life, power and value belong to the strongest and most able. Disability is a flaw, and an error to be avoided and eliminated. Disability is weakness, malfunction and incompetence. Disability is tragic and equals suffering. Disability dominates and sabotages other features of the life and personality of the person with disabilities. That is to say, that people will easily see attributes of an individual person with a disability, but then will often deduce or reason that the disability itself somehow distorts or sabotages that otherwise good thing. Life with disability is often a burden to persons with disabilities, their families, communities and society. Life is not as enjoyable and valuable, and this is in particular reference to the utilitarian philosophers. ... So life is not as enjoyable and valuable to persons with disabilities as it is to others, and therefore the life of persons with disabilities is properly devalued by their family, community and society. And finally just to add insult to injury, association with disability and persons with disabilities is best reserved for charitable, medical and other specialists and avoided by others as the disability experience and stigma is socially and perhaps otherwise contagious.
Zana Lutfiyya agreed with Derksen’s assessment, adding, 

This means that much of what we perceive or come to understand about a person is based on what we assume to be in the person, but is not necessarily inherent in the person, him or herself, but rather our assumptions.
Societal values and beliefs ultimately affect the ability of people with disabilities to have relationships, or participate in community or society. Lutfiyya suggested that the, 

Common attitudes that are held about people with disabilities, that their physical health is compromised, that the ability to enjoy and take part in life in all kinds of respects is compromised, and that mental competence is compromised result in paternalistic attitudes and create a heightened experience of vulnerability for people with disabilities. Further, these attitudes lead to the perception that people with disabilities do not have a meaningful life by society’s standards. There is a larger societal equation that disability is worse than death and that living with a disability is worse than being dead.
It was also mentioned that people have differing perspectives based on their experience,  
When you are a disabled person, you see things one way, but when you come from the medical profession, you see this way, and when you are a researcher at a university, you see it differently still….  Everyone may say the same thing, but we don’t necessarily perceive it the same way…So much of all this revolves around the issue of perception, and we must.... what we must do is whatever it takes so that this perception is as equal as possible for everyone.

Several people spoke of how to begin deconstructing these values and beliefs in our society. Derksen spoke about conscious and unconscious beliefs. Often the unconscious beliefs are socially constructed. As a result, these unconscious assumptions and beliefs need be brought to the surface, articulated, and challenged.  Taylor stated that we must 

...challenge and dispute [values and beliefs], and it’s difficult to do that because as I say they’re so politically incorrect, we don’t generally talk about them. But it is a necessary kind of task, and it seems to me that in palliative care or end of life circumstances we need to name these things and then we need to challenge them and refute them. 

6.7
Policies and Laws

There is a disconnect between those who create policies and laws, and those who are most greatly affected by those policies and law. Taylor said:

You know we often find a disconnect between the practitioners who have a better understanding and what’s going on at the policy level in terms of regional health authorities that appear to have tremendous power and autonomy to decide what they’re going to do with their resources, and the provincial Ministry of Health doesn’t appear to have [power]. The accountability is not there at least from [the perspective of] those of us in the community watching. We have to think about how decisions are actually being made through policy and of course that has implications for resources and if all the resources are going to educate the professional community or make the professional community aware and not to the community of people with disabilities, seniors, so that we can um use tools, develop our own tools, etc… The issue of resources is really important in this discussion.
People living with disabilities need to be part of the decision-making process when it comes to laws and policies, that way they can reflect their experience, and needs. 

7
Conclusion

A number of major themes and questions were identified during the course of the dialogue developed at the VP-Net 2007 Think Tank. This event contributed to and furthered the discussion around disability and palliative care that was begun by the VP-Net team at the Spring Institute held in 2006.

One of the major contributions of this event was that it identified future outcomes and goals for the VP-Net project to continue their work with direct input from the stakeholder communities they target. 

Many participants stressed the need for the development of further dialogue between the disability and medical communities in order to create a better understanding of the needs and experiences of people with disabilities among both groups. This dialogue could be achieved through more opportunities and events, such as the Think Tank, hosted by the VP-Net project, as well as through curricula at Medical schools and through the media. 

This final section of the report will outline some of the future outcomes and goals identified at the event.

7.1
Future Outcomes and Goals

Educate Doctors

Several participants spoke of the need to educate doctors about the perspectives, experiences and needs of people with disabilities. There was some discussion about education through continued dialogue between the disability and medical communities and the need for more formalized education of medical professional about the unique experiences and expertise of people with disabilities. 
There was an identified lack of understanding about the needs of people with disabilities when accessing medical care. Nancy Hansen highlighted how the lack of a true understanding of the experiences of people with disabilities can inhibit medical professional from being able to provide the best treatment options. She suggested that doctors often think that when a person with a disability comes in to a medical facility in a crisis, that the crisis state is normal. Further, the medical community may see things such as the need for assistance with daily activities as unnatural, though it is a normal experience for that individual.  Hansen said, “I think it’s important that medical professionals become more comfortable with disability and impairment on a daily basis so that their discomfort levels that they may experience don’t compromise treatment options provided.” 
Doreen Gyorkos shared how the lack of understanding on the part of the medical community has affected some people who are hard-of-hearing,
When someone is say in, well say in hospice and the medical people come in, unless we start training medical people as to the needs, they walk into the room, they are talking as they come in, they’re, you know their backs are turned to us, they come in with information pertaining to us, do not come up and stand in a, in a position where we can speech read or find out exactly what is taking place. Invariably they walk in and stand with their backs to a window and when we’re trying to speech read all we see is the glare of light behind them which forms a halo. We cannot see the face, we do not know what they are trying to say to us and they turn and they walk away.
Many people spoke of the importance of creating a dialogue between the disability and medical communities as a way of fostering trusting relationships, to understand one another’s experiences, and to learn from one another. Meenu Sikand suggested that an acknowledgement of the abuses experienced by the disability community in the past needs to be made within this dialogue in order to facilitate relationship-building. Further, this dialogue and relationship-building can be seen as important to fostering decision-making power in the disability community. Scher observed that there is a
…need to look at collaboration in terms of determining who our allies are and collaborating with people of similar interest, be it the medical profession, palliative care specialists, the disability community, other interested stakeholders, the religious communities, etc. and to also understand better who is sharing a perspective different than our own and understand where they’re coming from and why, and being able to respond to those issues and to the extent possible find common ground. I think once we’ve developing that level of thinking, that level of scholarship and that level of confidence in our position and perspective, we’ll feel a lot more comfortable taking on those that hold different perspectives, and in essence challenging their views of the world, and try to see how we can find common ground on what we agree on in order to determine what it is we need to work further on to move further ahead as a community.
To begin this process of dialogue and education, it is necessary for the disability community to reach out to the medical community. Paul-Claude Bérubé suggested that the disability community reach out to 
... all of the medical professional ranks:  those who treat, doctors, hospital institutions…in fact, everyone who should have a certain education… and we should give them a presentation to teach them that what vulnerability truly means for persons with disabilities, and to explain to them that their perception is not necessarily that of the person who is living it, but rather will not absolutely be that of the person who lives it… and how to reconcile these two perceptions.
Several participants identified the need for disability issues to be included in the curricula at medical schools. Wiebe spoke of the resistance to courses on disability being integrated in to Community Health Sciences at the University of Manitoba. In looking at curricula from coast to coast, little was found in the ways of the experiences of people with disabilities. Hansen identified the need for the inclusion of disability in a medical school curriculum, saying,
Some kind of teaching template or module to make this whole process a natural part of educating medical professionals as part of their education and incorporate it into every element of what they do, not just an optional added extra that you have on the third Tuesday of the second month before you finish your  medical school. ‘Cause medical professionals run into disability all the time and it’s still a surprise whenever people with disabilities show up, so and that surprise and lack of knowledge often mitigates decisions that are made.
Scher described a multi-pronged approach to educating medical professionals, 

...looking at universities, med schools, the accreditation programs, the places where educational policy are set are the places where one would begin in terms of achieving a broader systemic change in addressing some of these educational requirements, but also in terms of specifically educating hospitals themselves, hospitals boards, hospital ethics committees, joining hospital boards of directors, joining hospital committees, assisting and joining with long term care facilities because these facilities will often have their own medical people and their own social workers and others come and do these presentations to residents about how their end of life decision-making plans should be done. And I’ve attended some of these things and they scare the hell out of me. So being involved in those processes and impacting those processes is fundamental in terms of effecting change at the grassroots level. 

Popular/ Public Education to Dispel the Fear of Disability

Along with doctors, there is a need for public education to dispel the myths associated with disability. Doreen Gyorkos spoke of this fear and the need to address these misconceptions,
I was just thinking you know probably the greatest problem that all of us encounter is the fact that it is the public that is afraid of us, that is frightened [of] us, that is, just does not understand and I think in the back of their mind is saying that ‘there but for the Grace of God goes I’ and we need to educate the change in the attitude towards an understanding that just because a person is unable to walk or is unable to communicate does not make them a lesser person, that they have a great deal to offer to all of us if we only give them a chance. And it is the ignorance of understanding exactly what the problem is that is in society and that is sort of where we have to reach out and make them understand the needs and that we have a lot to offer,  every single one of us.

Scher stated that we must begin, 

...working together to develop the community resources in order to mount a campaign to win over the hearts and minds of the mainstream population. [In order to do this, we must work on] developing community resources in order to ensure that we have influence, both in terms of social aspects of change, in terms of the popular media.
Scher urged the disability community to be prepared for this task. Court cases and political decisions can facilitate public discourse and education on disability. He said,
Eventually there’s going to be a nationwide dialogue on these issues and we need to be positioned as a community and as a group to respond to these concerns in, not only an intelligent and a sensible way, but also in a way that’s going to resonate with the greater population, because if we can’t change the hearts and minds if you will, or convince the mainstream population that our perspective is valid and one to be preferred over others, then we don’t stand much of a chance, even though we may be proud of ourselves for some of our accomplishments internally. 
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