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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. 
The Institute was titled “A Good Life Until the End: Palliative Care and People with Disabilities,” which illustrates the belief held by the VP-Net team that good palliative care should be part of the spectrum of a good life. The Institute was held June 12 and 13, 2006 at York, the Hotel in Winnipeg, Manitoba. There were 66 participants (not including attendant care personnel) including representatives from the palliative care community, the organized disability community in Canada, government and academia.
The institute began with a ‘dialogue’ between researcher Harvey Chockinov and long time disability rights advocate and leader in the disability community, Jim Derksen. This was followed by keynote presentations by Adrienne Asche and Judith Heumann and a response to the keynote presentations by John Seely. This was followed by a discussion panel including, Jill Taylor-Brown, Paul Daeninck and George Webster. 
The second day of the event began with a dramatic presentation of a play by VP-Net post-doctoral fellow Heidi Janz. This was followed by a keynote presentation by Carol Gill. The rest of the second day was split into three workshops, the first addressing the question what attitudes currently shape end of life care? The second addressed the question what would good palliative care for people with disabilities would look like? The third and final workshop looked to the future and asked have the questions: has this discussion brought you to a different place from where you where when you came, and if so where? And what tangible actions can we take from here to move this conversation forward?  


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.

1.1 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 caregivers 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

Dr. Deborah Stienstra and Jim Derksen investigate the Canadian policy contexts within which end of life care for vulnerable persons occurs and evaluate the extent to which vulnerable individuals are included as target populations for palliative care initiatives. They also investigate the gaps in existing programs, and the impact existing disability-related policies have on palliative care. From key informant interviews and policy document reviews, the team will develop policy backgrounders highlighting the policy frameworks federally and in four provincial jurisdictions (Alberta, Manitoba, Ontario and Newfoundland). Focus groups of people with disabilities in each of the four provinces, coordinated by the Council of Canadians with Disabilities, will identify ways in which the needs of people with disabilities are or are not being met in palliative care. The data will be used to develop an analysis paper. Participants will be asked to develop options. In years 3-5, we will undertake a comparative analysis of the policy frameworks in Canada and Australia.
Ethical Dimensions of Decision-making
Dr. Joe Kaufert leads research initiatives within this theme that examine 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 Chocinov’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.
Goals of the 2006 Spring Institute
The primary goal of the 2006 VP-Net Spring Institute was to bring people working in palliative care together with members of the Canadian disability rights community to create dialogue between them, and to clarify the concerns of the disability community in regards to the accessibility of appropriate palliative care. The Institute was intended to begin a conversation and was in no way expected to bring a resolution to existing conflicts or problems in the system. It was simply intended to make both the palliative care and disability community aware of the importance of appropriate and accessible palliative care for people with disabilities.
VP-Net co-principle investigator Deborah Stienstra began the institute by introducing the theme and general intention of the conference. She explained that this institute was inspired by  conversations between members of the research team of the VP-Net project with the disability community that have lead to the recognition that too often, in the public media, people with disabilities are only discussed in relation to situations where people’s lives have been ended for them by someone else. The media, and the general perception of end of life for people with disabilities tends to focus on sensational cases of people whose lives have been ended because of someone else’s assumptions about what their life was like. The fact that these people might have been living a good life, or how we can work collaboratively to ensure that they are given the supports and resources to do so, has been mostly ignored. This institute sought to open up a dialogue about how this can be achieved; what the current problems are with the system of end of life care for people with disabilities and how to include their perspective in the palliative care system.

The 2006 VP-Net Spring Institute sought to create a safe space for two very different groups, with differing perspectives, to have an open and honest dialogue about end-of-life care. Stienstra explained that “We did not assume that this conversation would happen or that it would be easy. We simply sought to make the space available for something to begin.” 



Day One
1.2 Dialogue: Jim Derksen and Harvey Chochinov

Jim Derksen, a leader in the disability community in Canada, and Harvey Chochinov, co-Principal Investigator of the VP-Net team and the director of the Manitoba Palliative Care Research Unit at CancerCare Manitoba, re-enacted a dialogue originally presented at the 2005 Canadian Hospice and Palliative Care (CHPCA) Conference in Edmonton. Chochinov led a conversation that outlined some of Derksen’s personal history and enabled Derksen to illustrate why discussions about end of life are difficult for the disability community. Derksen began,

It’s difficult to realize that we’re all very mortal and that the end is coming one way or another. Also I think its very easy to see that many people die of chronic diseases where they know that they’re near the end of their life.  I’ve had three younger siblings who died of Cancer, so I’m familiar a little bit with some of the palliative care issues. There is a sense we need to be able to talk about this, we need to find some safe space to plan and to understand and learn more.

He spoke about how negative societal assumptions have led to the viewpoint that disability equals tragedy. Derksen discussed the widespread negative attitudes toward the lives of people with disabilities in our society:

People feel we have a very tragic life experience. Sometimes this is characterized as "You're so brave" or "I wouldn't be able to be as brave as you are, to continue living the life you do live." More often it's a little more subtle, as in "I really admire you" or sometimes it's just "I would commit suicide if I had your disability, I couldn't go on." Becoming aware of these common social perceptions is a very common experience for people with disabilities. Perhaps this awareness is not as common for people with intellectual impairments, as nondisabled people are less honest with people they feel aren't able to understand in the same way nondisabled people do. So you see, for people with disabilities, opening a dialogue on death with nondisabled people is to immediately be very exposed and feel very vulnerable.

He illustrated his point with anecdotes from the disability movement’s experiences with the Tracey Latimer case. The Latimer case, explained Derksen, and the widespread public support for Robert Latimer, illustrated a power imbalance that exists in a society that devalues the lives of people with disabilities. Derksen pointed out that Latimer refused medical interventions that could have helped his daughter but he nevertheless used her ‘suffering’ because of the threat of using assistive devices or interventions to justify his own actions in killing her. Chochinov asked Derksen to explain why this case is a “lightening rod” in the disability community, and he explained:

The situation of a disabled person being killed by a family member or another caregiver is not uncommon. We have a list of 15 or 20 people-and there are probably more-who have died in this way. What was unusual about Robert Latimer was that it occurred in the early '90s, when we had begun to think we were safer in our society. And when Robert Latimer said he was righteous in what he had done in killing his daughter Tracy, he was supported by public opinion.

He made an appeal to the public and essentially said, "I did what should have been done, I did what needed to be done, I did the right thing. If you had been in my shoes, you should have and would have done it as well." So he became extremely dangerous in the sense that he was promoting death-making in the public arena in regard to people with serious and significant disabilities, people who are very vulnerable. And then we began to realize that, on the talk shows, letters to the editors, and opinions surveys, about 80% of the population agreed with his assertion that he was the victim, that he was being victimized by the courts and by the justice system. People actually saw him as the victim and members of the public were more than willing to speak out in public to the effect that he should not be found guilty or serve jail time. Tracy, the 12-year-old daughter Robert Latimer had killed, didn't seem to be anywhere in the picture as a victim; no one seemed to have any regard or concern for her as a human being who, without her agreement or knowledge, was put to death by her father. It seemed extremely dangerous to us. We saw that many other people with serious disabilities would be at serious risk if we let Robert Latimer's public opinion defence go unchallenged. Other parents of disabled children were phoning into talk shows and doing press interviews saying that, if Robert Latimer did not spend time in jail, they would also kill their children.

There are many examples where the lives of people with disabilities have been completely devalued in Canada. There was a young man working at a residential institute for persons with disabilities here in Winnipeg, who, in the night, suffocated a young boy who had a severe disability. This killer was contrite the next day and felt guilty, but when he tried to confess to the nurse in charge of his ward, to other hospital officials, and to the police, his confession was just simply not accepted. People didn't want to know and refused to believe what he had done. He spent more than 10 years carrying the burden of his guilt around before finally, after many counselling relationships with psychiatrists and others, someone finally decided to believe his story. He ended up going to court and was found guilty of manslaughter and served a few years. But that story told us, again, how much we are at risk; that we are so devalued that any further validation of the killing of people with disabilities, as Robert Latimer was seeking to validate his own behaviour, would put us at greater and greater risk.

There were several young disabled people killed at a nursing home for young disabled people in Ontario. Instead of anyone being charged with manslaughter or murder, there was a much lesser charge of administering a toxic substance made against some of the guilty caregivers. Again, the justice system was showing that it would not protect us. Then there were public voices like Robert Latimer's, asserting the righteousness of hastening death for people with disabilities. For many of us, it was a shock and a wake-up call, seeing that much of the public perceived the killer of a disabled person as the victim to be supported.

Next Chochinov asked Derksen to discuss his views on the way the media portrays these kinds of actions as “beneficence; that is, this is presented as a way of putting an end to someone's suffering?”  Derksen responded: 
I think we need to deconstruct it. Robert Latimer was advised that Tracy needed a feeding tube, so that she would not aspirate, and would be able to keep down mild pain-killers like Tylenol. He referred to installing a feeding tube as a mutilation of his daughter. When medical advice was that she have pain-relieving surgery-similar to a hip replacement procedure-he again referred to it as a mutilation, as something harmful rather than good. It is important to understand that Robert articulated a particular social attitude, favouring standard physiological appearance and functioning. In considering withdrawing or withholding treatment toward the end of life, dependence on a wheelchair for mobility can be seen in a negative light. Other negative perceptions might include dependence on artificial respiration, dependence on a feeding tube for nourishment, and inability to control bowel movements or urinary processes, such that a person might need incontinence supplies or help in the washroom. These are often set up as a list that describes a reduction in quality of life, such that a person might not want to go on living, and that may sometimes be the case. The perspective from a disabled person's point of view, however, may be quite different. The wheelchair may be seen as a liberating tool, the feeding tube as a liberating means of acquiring nourishment, incontinence supplies and assistance in washroom activity as liberating and enabling people with disabilities.

The general public does not realize that people with the most acceptable disabilities-those with spinal cord injuries, who are most often working, who often already have an education, work experience and most often appear without significant body distortion-are most often incontinent. They live in the most feared situation of incontinence. In more severe quadriplegia, this may include needing their bottom wiped, and this becomes an absolutely normal, regular part of life for many people with disabilities. The same is true of artificial nourishment, artificial respiration, and so on. So this illustrates a big divide between people with disabilities and societal fears about disability. Robert Latimer spoke for those on the other side of the divide, for their abhorrence, fear, and devaluation of people with disabilities. We, on the other hand, could easily identify with Tracy Latimer. That the public wouldn't identify with us made this an extremely important case.

Jim Dersken related this to palliative care by explaining that what the medical community deems “suffering”, may bear little resemblance to a person’s life experiences. He discussed how interventions, which people like Robert Latimer see as a “mutilation of his daughter,” are often experienced far more positively by the people who use them.

Among the descriptors of people who are at end of life, where withdrawing or withholding treatment may be an issue, dependence on a wheelchair is seen in a negative way and it’s talked about in terms of ‘dependence;’ “dependence on artificial respiration”, again its talked about as dependence. Dependence on a feeding tube for nourishment is dependence; inability to control bowel movements or urinary processes such that a person might need help in the washroom or might need to wear a diaper or you know incontinence supplies.  All of those things are kind of set up as a list that describes a reduction in “quality of life,” such that the person might not want to go on. And often that’s true of course.  But, the perspective from the disabled person may be quite different; the wheelchair is a liberating tool, the feeding tube is a liberating means of acquiring nourishment, continence supplies or assistance in washroom activity are seen as liberating, enabling people.

To illustrate how some medical interventions that are characterized so negatively become normalized and enabling in the lives of people who use them he related a story about an individual who was seen as extraordinary for receiving ‘breakfast’ through a feeding tube. 

My friend David had always been able to eat through his mouth, but as his disability progressed, he began eating pureed food to avoid aspiration. He became very malnourished at one point several years ago and decided to go to a feeding tube. I spoke to him at the time that the Terry Schiavo was in the media. I asked David, when he got up in the morning and was having some food, what did he call that? He said, "I call it breakfast, and when I eat later in the day, I call it lunch and dinner." It's just simply that these are different ways of being liberated and becoming normalized.

Chochinov responded by pointing out that “Most within the palliative community and palliative care profession would argue that those interventions that you mentioned only become problematic if they are in fact prolonging the course of dying as opposed to the period of quality of living.”

Derksen acknowledged this perspective, but pointed out that doctors, though they have a lot of authority and power in our society, do not necessarily separate themselves from pervasive negative attitudes toward disability. 

I think the important thing to remember is that doctors, even though they are placed in a position of much decision-making authority, are still part of our society and have grown up in an environment where stigma against significant disability is ever present and pervasive. I see us all as participating in this environment of pervasive inherited bias. Unless we make particular efforts to try and correct some of the attitudinal influence that we experience in our lives, we probably participate and pass on these culturally embedded values. So it is as important that people with disabilities continue to articulate our different perspectives about characteristics that may upset people, or that people may not be as familiar with as we who use the technologies everyday.

The topic of doctor assisted suicide is also a difficult one in the disability community because it is seen to reinforce other threats to the autonomy of people with disabilities. Chochinov asked Derksen “Why is it Jim, that outside of the disability community, physician assisted suicide is often represented as a way of our being able to exercise personal autonomy, whereas within the disability community it’s seen as a way of undermining autonomy and really threatening a collective sense of worth?” 

Derksen responded by discussing how, for people who have recently acquired a disability and are facing decreasing capacities, may be unable to deal with the changes. They may see the result of such changes as an inevitable declining quality of life and “see assisted suicide as a liberating thing.” However from the perspective of people who have had disabilities for a long time, or grew up with a disability, the offer of doctor assisted suicide may “sound like more of the same” message that your life isn’t worth living or is a burden. 

If, when the issue of choice to live or die comes up, people are told that they are in a situation where it's natural to want to die, where the motivation to suicide is assumed, then discussion about assisted suicide is understandably threatening. Where it is assumed that people can anticipate a loss of quality of life, or not be able to integrate and accept new technologies or reduced capacities in their lives, it is understandable they might prefer to die. In such instances, assisted suicide might then be seen as liberating. Alternatively, if throughout our whole life we've been struggling against the assumption that our lives are a tragedy worse than death itself, then this discussion becomes an assault on our autonomy. If we believe we are alive now because we have chosen not to accept these assumptions, statements, or more subtle coercive indicators about the tragic nature of our lives, then in the moment when the subject of choosing life or death comes up, it is understandable that we will feel threatened and will say, "No, I choose life." To some extent, we know we're alive because we've been able to choose life and we've been able to convince those around us that we choose life. Why then would we suddenly alter our self-defence behaviour?

Derksen asserted that people with disabilities should be seen as competent and autonomous by people working in palliative care. While the palliative care and disability communities do share some values, some care providers have acted inappropriately out of ‘kindness’ due to their biases and assumptions around people with disabilities. However, he indicated that there is hope in building dialogue and opportunities such as the VP Net project for this purpose. 

I do think there is a way for us to understand each other and for the life experience and perspective of somebody who lives with a significant disability to be respected and understood by the palliative care practitioner.  I think it’s dialogue and exchanges such as we’re doing that will lead us to a safe space where we can have the help we may want and need at the end of life. 

Chochinov’s asked Derksen what could be done to build bridges between the palliative and disability communities. Derksen stressed the importance of discussion between individuals at conferences, the need for people with disabilities to get more involved in palliative care, and the need for political engagement in both the palliative care and disability communities. 

There are many, many people who are in palliative care and who’ve been leaders, practitioners, and who are disability community members and representatives who need to come into the discussion.  We need to bring up points that I’ve not thought of or different perspectives, because no doubt there are varieties and ways of looking at these issues that you and I between us can’t represent adequately.  So we need to enlarge the discussion and there are many good reasons for doing so, and I hope that this will occur.

Derksen concluded by further suggesting that political involvement could include a palliative care/ disability movement alliance, being active when people with disabilities are killed, making public and court challenges, and promoting good palliative care over euthanasia. He outlined the importance of a strong alliance between the two communities in order to influence public policy matters.

1.3 Keynote Presentations
Adrienne Asch- Bioethicist, Edward and Robin Milstein professor at the Wurzweiler School of Social Work and professor of Epidemiology and Population Health at the Albert Einstein School of Health at Yeshiva University in New York City
Adrienne Asch began her presentation by commending Jim Derksen on his gentle yet effective efforts to bring the many questions posed by people with disabilities to the attention of people working in palliative care. As a result, in this presentation she explained, she would focus on questions to be posed to the disability community instead.


She used a story about a situation in which she was able to find common ground with Peter Singer to illustrate the need for dialogue between the world of palliative care workers, bioethicists, and people with disabilities. Asch explained, “Peter Singer is sometimes known as the foremost bioethicist in the world, sometimes known as someone who believes people with disabilities should die…He’s not generally a great hero in the world of disability.” Their story began at a bioethics conference in Japan in 1998:

Neither of us had anything to do in the evening, no one wanted to play with us for dinner. So we went to a karaoke club. And the ground rule was we could talk about anything except the things on which we knew we disagreed. And we spent four hours. This was actually quite cool because we found out we’re just about exactly the same age, we’re both of Jewish parents, and we have lots of political views in common. It was very interesting to see the kinds of commonalities we had. So that then, a year and a half later, when he came to Princeton University and we had one of our first public debates about disability, we knew what kind of framework we shared as well, as well as where we didn’t agree. 

The need to avoid certain subjects illustrated how strongly people who engage on the subject of bioethics and disability feel about their views, and yet there is the ability and a need to listen to each other, find common ground and have faith in each other’s ability to contribute to what they know. People with disabilities and people working in bioethics and palliative care do have common ground, but it takes special efforts to come to recognize that. 

Asch further stressed the need to identify common ground and “points of convergence between people with disabilities and the best in medicine.” She listed a number of values in medicine, and particularly palliative care, held in common between these groups that “are all in the service of making life rewarding:”

· A respect for individuals; 

· A desire to make life as meaningful as possible for as long as it can be; 

· An interest in how medicine assists in living life whether we’re dealing with cure or treatment, or amelioration of symptoms. 

She acknowledged that her representation of the values of medicine may have been based on an idealized version, because everyone, disabled or not, has a horror story of a health care professional treating them badly or disregarding their opinion or even their presence in the room. However, she argued that in order to cultivate dialogue it’s important to focus on the positive side of the medical profession.

We need to go in respecting the potential for physicians to be our allies, if we’re non-physicians, if we’re in bioethics, if we are people with disabilities. And physicians similarly need to believe that people with disabilities, and any non-physician human being has something to teach you. And if we go in with that, as I think this conference is an effort, we can have our best kind of dialogue. 

Next, Asch discussed the tension that arises when people in the disability community take the position that we should “never honour a person’s request to stop treatment.” She explained that “as someone who believes that people get to make decisions, including decisions I wish they didn’t make” she was not comfortable with placing that limit on their choice. 

We have all made decisions that someone we cared about thought we shouldn’t have, and we made them anyway. Some of them, we think we made the right decisions, some of them we know we made the wrong decisions. This is a terrible thing to say about death because it’s an irreversible decision; you can’t unmake it. I know I’m saying something very problematic, but I think we have to think about it.

The right to take risks and make choices about one’s own life and healthcare are important principles in the disability rights movement. It can be argued that it is therefore important to recognize everyone’s right and ability to make decisions for themselves in this regard. To do otherwise might allow people to argue the opposite position; people with disabilities should not be allowed to make the decision to live if a higher authority has decided that further treatment is futile. However, many have argued that the desire to be allowed to die amongst people with disabilities is related to the way society treats people with disabilities and that the depression and marginalization that leads to this desire should be treated through empowerment before resorting to death hastening.

Next, Asch discussed the way that the disability community responded to the Terry Schiavo case. “We, as people with disabilities, had some things to say but I think we said it about the wrong kind of case.” She then outlined the areas where the disability community did have important things to say in the Terry Schiavo case.

 We can talk about the unsavouriness of perhaps both Terry Schiavo’s husband and possibly her parents. We can talk about how the pro-life movement and the religious right co-opted disability when they actually don’t necessarily care about disability except when it suites other purposes. We can talk about how the republican administration…should not have gotten into the act, even if they were saying some of the right things for one of the only times in the their last six years. 

However, she pointed out that the Schiavo case received more focus within the disability community than perhaps was warranted, given the prevalence of less sensational but equally important cases.

I think the cases we as people with disabilities have to talk more about are miss-diagnosis, too quick diagnosis. There are some terrible stories of people being diagnosed as being in persistent vegetative states who within months or a few years start to communicate again, and that’s very, very alarming. 

Asch argued that cases like those of Barbara Howe, which she discussed in the Hastings Centre Report are “more problematic for the palliative care community and people with disabilities to work together…There are going to be more Barbara Howes. I have no idea how many and this should worry everyone.” Asch went on to explain the situation Barbara how and her family found themselves in and why this case is of particular concern to the disability community.

Barbara Howe was a 79 year old woman with ALS (Amyotrophic Lateral Sclerosis). She had lost her capacity to speak, she was alert. She had three daughters, two of whom were visiting constantly. She had been in a hospital for many years. Now why she was in a hospital instead of in her home with personal assistance I don’t exactly know. She needed a very, very great deal of assistance. She needed to be moved and turned every few minutes in order to prevent pressure sores. She cold not speak, she could not move. She could no longer make very many gestures facially, so her ability to respond was extraordinarily limited. She had named one of her daughters as a health care decision maker for her and had instructed daughters—and the staff understood these instructions—that as long as she was appreciating visits from her family she wanted to remain alive. No one disputed that statement, and no one disputed that she had named her daughter as her decision maker. What then became disputed was that…she was continuing to enjoy those visits. It was never very clear on what basis they disputed that. It was clear that her health care insurance had been exhausted—this wouldn’t probably exist in Canada—it was clear that she did experience physical discomfort. It was clear that her health care providers experienced emotional discomfort at continual administrations of food, antibiotics, physical turning, and were uncomfortable with the lack of gesture and responsiveness from this woman. The hospital went to court to remove her daughter as a health care proxy and to say that the treatment she was getting was futile and inhumane and that she should be removed from it…What happened was that Barbara Howe died before the conclusion of things. But a settlement was reached when, according to her attorney, a very reluctant daughter said ‘all right if my mother’s still alive by June 30th I’ll be willing to end respiratory support.’ This was in March. Her mother died in May. 

Asch argued that the hospital should never have gone to court in this case for three reasons: 

· First, because the last time this woman was able to communicate she was enjoying her life, we must assume that she continues to enjoy her life, since she has not expressed a view to the contrary.

· Second, because she had appointed a medical decision maker in her family who was in frequent contact with her, on whose judgment the assessment of whether her she was continuing to enjoy the visits should have depended; 

· Third, if they took a view that valued family decision making they should have respected the family’s decision. 

To help combat this kind of bad decision making and death hastening Ash advocated greater activity in the area of bioethics from the disability community to teach medical practitioners about life with a disability. 

This is where we need to be talking together and we need to agree that people with disabilities have things to teach the palliative care and medical world about life with pain, life with use of mechanical devices. We need to be on ethics committees. We need to be going to bioethics and medical conferences…and we need to read and write for bioethics journals. We cannot be merely critics and outsiders. We have to get in the game. We need to be critics and outsiders as well, but we need to get in and get people to listen to us. Similarly, people from the medical profession have to pay attention to people with disabilities. 

Asch pointed out that research shows many medical practitioners and healthcare workers believe that people with disabilities experience a lower quality of life than non-disabled people, despite other research indicating it is not disability per se that impacts quality of life as it is the same factors that affect everyone’s quality of life; things like income, relationships, unemployment etc. 

She concluded her discussion by stating her belief that the focus of the disability movement has been on people who just want to live their lives, unmolested by healthcare providers, with the supports they need to live meaningfully. However, she argued, the cases to be dealt with in palliative care are people who are going to die, and they present different issues to the palliative care and disability communities. 

These are people who are going to die no matter what happens. Now can palliative care learn from people with disabilities how to make those days and weeks and months of life more meaningful? Yes, I think it can. But I think we have to recognize that the landscape of bioethics and palliative care is more complicated than Not Dead Yet wants to paint it.  
Judith Heumann—World Bank advisor on disability and international development 
Judith Heumann opened her address by pointing out that end of life issues faced by people with disabilities in developing and rich northern countries are very similar, despite significant differences in socio-economic issues. She argued that these similar issues in end of life stem from beliefs found around the world that having a disability is a tragedy. 

She then compared this perception of disability as a tragedy to the belief that being a woman is a “tragedy” in many countries where one’s gender can impede one’s ability to make contributions to their society. In both cases marginalization is the result of society’s assumptions about certain people’s abilities and the barriers or discrimination that result. Heumann pointed out that by empowering themselves through legislative and attitudinal change woman in many wealthier countries women have successfully overcome many barriers to participation, and the reality of “tragedy” that results discrimination in society.
Heumann then reiterated the need for dialogue brought up by Derksen, Chochinov and Asche. She challenged the disability and palliative care communities to consider a number of questions.
One of the issues that has to be addressed in this conference here, is how do we continue to learn from each other? How do we form a coalition which is a more proactive coalition? …If there is an agreement, for example, that there is insufficient personal assistance services available for people who need that type of support to live in their home, to move about the community and to work, what are we doing as a coalition to try to improve personal assistance services? 

It seems that by improving the ability of people with disabilities to participate in their communities the belief that disability is a tragedy can be combated and lead, in the end, to better healthcare and end of life care. 

Heumann then explained that advances in technology can be useful to facilitate communication at the end of life. As an example of how a lack of supports can lead to worse end of life care for everyone Heumman pointed out that elderly people who acquire communication impairments are very rarely given technologies or assistive devices that would help them communicate. She argued this is because both the money and policies to make this happen don’t exist and providers of services are not being appropriately trained. To illustrate the gap in supports for people in end of life care she addressed a question to the people working in palliative care in the room: 

Do you have beds in people’s homes or in the places where you are working which require that people not have to be turned on a regular basis? Because there are beds out there now that require no moving at all. These are not criticisms at all. These are really issues of how do we learn about the technology that’s out there? 
She suggested that by talking to people with disabilities and family members we can learn what people need and can use to support them at the end of life.

Heumann then discussed the “Bouvier case” to illustrate how a lack of supports can lead to despair and even a desire to die. In this case a woman with cerebral policy entered a hospital and requested assistance to die. Heumman explained that, according to the view of many people, this woman was clinically depressed due to the fact that she had lost her job and her husband, and this was affecting her desire to die, but it was her disability to which her despair was attributed. In this case the highest court of California decided in her favour, to allow her to die, despite her obvious need for emotional support. Although the woman is still alive despite the court decision, the case is troubling because the court supported the belief that it is easier to allow people with disabilities to die then provide the support they need to find hope and meaning in life.  

She discussed the fact that people who acquire disabilities in the course of their lives are less likely to be part of a disability movement and therefore require greater support as they go through major physical changes at end of life. She said “These people are not getting information or support from other disabled people. These people grew up non-disabled and believing that disability is a tragedy.” She argued that it is the responsibility of people working in public health to educate these people about alternative choices and means of living meaningfully with a disability. 
Heumann then addressed some of the inconsistencies in care around the world and how looking at the developing world can help us see where we have made progress and where progress is still needed. 

First, she discussed the problems of care for people with disabilities in developing countries, where a significant amount of donated money or development aid from wealthy countries is put into prevention of disability while the need for interventions that allow people with disabilities to “live a reasonably decent life” are neglected. 
She then pointed out similarities between the lives of people with disabilities in developing and in wealthy countries are both structured by the assumption that their lives are not as valuable. She argued that these assumptions impact how people with disabilities are treated “when we present ourselves in a state of emergency” in a hospital. She used an example of a friend to illustrate how people with disabilities or their families are forced to prove their humanity by showing healthcare workers that they have lives and are not always “sick” before they receive healthcare that will save their lives. 
 Heumann discussed the importance of peer support for people with disabilities to both overcome the perception that life with a disability is a tragedy and help people with disabilities learn from each other how to adapt to changes brought on by disability. She recounted a story from India that illustrated how proper supports can change attitudes about disability. She described “the Commitments Project” which trains people with disabilities to be community development workers and set up self-help groups for people with disabilities in rural communities. After visiting people who had participated in these peer support groups Heumann said it was clear that “The issues these people were discussing were very much the same” as those discussed by people in wealthy countries. They reported that coming together had resulted in an increase in respect from their communities. In her examples people reported changes such as being addressed by their names for the first time, and increased recognition of their ability to make contributions by community leaders. 
Heumann illustrated the contribution that peer support of people with disabilities can have in crisis situations and during natural disasters with an example of people who worked at the Independent Living Centre in Lahore, Pakistan. 
After the earthquake, where they now know there’s 782 spinal cord injured survivors, the medical facilities there were completely unprepared to deal with that number of people who had spinal chord injuries …The Independent Living Centre got involved immediately. They jumped into their trucks. They were driving around to all the effected areas trying to find disabled people. They began, over a period of months, to insert themselves…to work in the rehab facilities that had been set up. With great reluctance form the doctors who didn’t believe that there was any value for these disabled individuals to be meeting with these newly disabled individuals. Even though the health care workers there hadn’t been trained in spinal cord injury, didn’t know about pressure sores, didn’t know about bowel and bladder care and the disabled people did...They were able to help form this alliance where care workers and people from the disability community are now working more effectively together…The result is that these newly disabled individuals—disproportionately women…who in some cases were married and were giving their husbands permission to marry another woman because they believed that their lives were finished—were now beginning to see their lives as having possibilities because they were learning how to take basic care of themselves. There was discussion going on about what to do for them to leave the hospitals and to be able to go back home.
Her stories illustrated that coming together as a group to learn from each other can empower people with disabilities to change perceptions of life with a disability significantly, to contribute to their communities more, and to increase their physical safety. 

Heumann concluded her discussion by drawing a connection between the examples of people living with disabilities in developing countries, in wealthy countries, and people at the end of their life by emphasizing the underlying influence of negative assumptions about the quality of life of people with disabilities and their ability to contribute to their societies all over the world.

This discussion is going from stories of what it’s like having a disability, where there isn’t an immediate threat of death to stories… of people who are in their final stages of life. I think all of these stories however, really do come together. And they need to be seen as being part of a whole. In order to enable people to live with dignity and to die with dignity we do have to be able to respect people’s lives and we do have to be able to help them achieve a quality of life, for however long they are going to be living, which is meaningful to them. And I think we also have to recognize that newly disabled individuals need more support than others. We need to really know which groups are in the community that could immediately come in and start working with people …. I think we all need a sense of assurance—I’m sure everybody in this room needs this—that the decisions that we’re making are informed decisions, and that when we’re not sure we can make an informed decision; that we have a group of people that we can at least talk to, to help us become educated .
To conclude the panel discussion, Adrienne Asch added that there were a lot of themes that had become evident in the previous discussions, but there was one main point that had come out.

The real point that I hope you’re getting is: respect that individual, respect the contributions they can make of whatever form. And respect the decisions that their families are making as long as all of those decisions are informed by respect for the potential of people to contribute to one another regardless of their level of impairment. 

4.3 Response to the Keynotes
John Seely- Palliative care physician and former Physician in Chief, Ottawa Hospital and Dean of Medicine, University of Ottawa.
 John Seely began his response by picking up a number of threads that he identified in the panel discussion during the morning. He pointed out that there is a lack of research or literature on the topic of disability and palliative care, and that meetings and research that come out of the VP-Net project will make an important contribution to the field of palliative care.  He then identified a number of important commonalties of interest and lessons to be shared between the disability community and palliative care workers. 

Patients facing terminal illness—which is traditionally the population of patients we look after in palliative care—are marginalized, devalued and poorly served by the medical community in many respects, much as are persons with disabilities. We have much to learn from individuals living with disability, as to how they have found meaning, how they have found hope and purpose in life when things appear to be a possible tragedy. And part of the work of those of us in palliative care is to try to help people find meaning and find hope in the remaining days, weeks, and months of life. 

John Seely then outlined five distinguishing features of quality palliative care to clarify misunderstanding about what palliative care is about and how it differs from the traditional medical perspective. 

1. Quality of life:

Seely said that quality of life “can only be defined by the person concerned. Cannot be defined in any objective way and certainly cannot be defined by observers outside the individual concerned or by the health care provider community.” He affirmed that “Palliative care is not about helping patients die, it’s about helping them live until the end of life. It’s not about shortening life or hastening death. And there’s great potential for misunderstanding in that.”
2. Whole person care:

In regards to whole person care he focused on psychosocial and existential suffering. He said “First of all we are body, mind and spirit. The three are inextricably intertwined and care of the needs of patients who are potentially facing life threatening illness involves as much attention to psychosocial, spiritual and the existential issues as it does the physical issues. Because of the concern about the existential spiritual issues and quality of life, palliative care teams are enormously concerned with the issue of dealing with suffering. We tend not to talk much about suffering in medicine; we don’t tend to talk much about healing. We tend to focus on things that we can objectify and measure. And the most difficult part of palliative care has to do with dealing with suffering, however that is expressed. It may be expressed as anguish, demoralization, a form of depression, soul pain etc. and these issues are not easily articulated by patients; they’re not easily articulated by the staff looking after these patients…The point is that they don’t lend themselves to quick fixes, which is the tendency in medicine.
3. Pain and symptom management:

Seely explained that “In the traditional medical system, symptoms tend to get devalued because they can’t be objectively measured… We tend to assume that symptoms take care of themselves if we take care of the disease…Whereas if one is dealing with a non-curable illness or chronic illness, it’s not possible to cure and so the symptoms become paramount if we’re going to respond to the concerns of the individual.”
4. Focus on family:

Seely explained that in the pursuit of relief of suffering, and whole person care palliative care recognizes “that family, broadly defined as significant others in the life of a person, is extremely important to helping that person be healed, to find meaning and to find hope in their life.  Family also must speak for the individual concerned when they are no longer able to express their own wishes.”

5. Focus on interdisciplinary teamwork: 

John Seely distinguished palliative care from traditional medicine on the basis of an interdisciplinary team approach. He explained that this comes from the recognition that “no one person can do it all. What we really need are non-hierarchical teams consisting of physicians, nurses, social workers, chaplains, volunteers, patients, etc... We need to find ways of working together with input from the patients.”

He used this framework to draw attention to the commonalities between the palliative care and disability communities and to distinguish palliative care from the traditional medical perspective. “These five features tend not to characterize the traditional medical system, which is focused on curing disease, as opposed to treating the illness as experienced by the individual.”  Instead, Seely argued, in palliative care the end that is being pursued is the relief of suffering. 

The emphasis in palliative care is on the bio-psycho-social, spiritual, existential, as opposed to biomedical or a strictly linear view of thinking. The emphasis is on symptoms, these are all characteristics that define care of the chronically ill or patients with chronic disabilities or patients with palliative needs where the time frame may be shorter but the skill sets and the attitudes are very similar.

John Seely asserted that palliative care is often incorrectly linked with the right to die movement. He explained that “palliative care, since its roots in the 60’s with Cicely Saunders, has voiced strong opposition to euthanasia, assisted suicide and measures to hasten death. And I strongly hope that we will continue to do so.” However, he acknowledged that terminal sedation is a growing practice that needs to be very carefully monitored so that it does not become more widely accepted. 

There’s a real risk and there are many in the world now in various countries who are trying to conflate the field of palliative care with initiatives to hasten death, which calls up all of the fears that Jim and others have spoken about this morning. I’m referring specifically to the practice of terminal sedation which has to do with giving drugs…that sedate a patient to the point that they can no longer eat or drink; where the express outcome is to relieve suffering but the subtext of that is that this will lead to hastening death.

He explained that because of the complexity of suffering at the end of life, which is often really an expression of existential or spiritual need and may be expressed in terms of hopelessness and an inability to find meaning, the medical community is increasingly likely to resort to “quick fixes” like terminal sedation. He said “to help individuals in this particular area does not come easily. It certainly doesn’t come as a result of giving a patient a drug or any other simple intervention.” He argued that this trend needs to be resisted in the field of palliative care. Seely suggested that the potential contributions of the perspectives and experiences of people with disabilities is pivotal, in order to ensure that all alternative means of supporting people at end of life are explored.  Seely’s comments were a turning-point for many people in the room. The humility displayed by John Seely illustrated hope in a partnership between the two communities and his discussion of the role of existential crisis or suffering at the end of life became a major theme in the ensuing discussion. 

1.4 Discussion Panel: George Webster, Jill Taylor-Brown, Paul Daeninck

Panelist: George Webster—Bioethicist at St. Boniface Hospital Winnipeg.
George Webster highlighted the importance of distinguishing between suffering and pain which was alluded to by Adrienne Asche in her presentation. In his deconstruction of the language used around bioethics and end of life care Webster touched on the relationship between autonomy and vulnerability. He said “How we use language and what we mean by terms is really critical. I’m very interested as a bioethicist in how we understand autonomy.” He said “I’m intrigued by how easily autonomy can be trotted out when it’s so close to communal abandonment or morally mutinous in terms of the community taking responsibility and supporting colleagues in the community who are disadvantaged and are vulnerable.” Webster argued that the claim that assisted death is the realization of their right of autonomy “is an escape hatch for bad social policy.” He further argued that when cases of assisted death are discussed in the media the tendency is to focus on the ‘right’ of the individual to end their suffering while the real issue of the community’s “inability to attend to profound suffering” is not discussed. The outcome in cases where people are provided with the means to end their lives is, in his opinion, simply “abandonment.” 
George Webster discussed the publication of the Gronenburg Protocol in The New England Journal of Medicine, which outlines “a step-by-step process for the intentional killing of severely handicapped newborns in the Netherlands.” He pointed out that the lack of commentary around this publication is a good example of where the disability community needs to be “at the table” as Jim Derksen and Adrienne Asche suggested. Webster said “being there to comment and to respond from your community would make such a tremendous contribution to the public debate.”

Webster then used the Schiavo case to illustrate how some of the cases we hear about in the media about euthanasia are co-opted by many different parties. “I was terribly bothered by Terry Schiavo’s situation and I’m reticent to bring it up. I do believe…the whole process of her dying was co-opted on many, many different levels both by politicians and by the religious right.” He concluded by stressing the importance of civility in end of life discussions.
My plea, in all of that discussion, was for civility ...Even if we had fundamental disagreements philosophically, when we talked about discontinuing nutrition, my plea, a very Canadian plea, was that we have good manners and that we’re also civil in our public discourse. I think that’s so important in these types of conversation that evoke such deep emotion in people. 

Webster also discussed the need to think about “the ethics of the ordinary, or ethics in the ordinariness of things.” He said, 

We talk about ethics of the extreme, the cases that are in the media, the hard cases. But I’m challenged by Heuman’s comment ‘what will happen to me this evening when I go to the emergency and how will the community that receives my there, how will they receive me? What will they think of me? What assumptions have they drawn just by virtue of the fact that I live with a disability? What conclusions in this sense have they reached, if any?
An emphasis on sensational cases can draw attention away from the violations of people’s rights in the healthcare system on an everyday basis which result from biases towards people with disabilities. The risk people with disabilities face going to the hospital is not solely euthanasia, but also takes the form of abandonment, neglect or second rate care. 

Finally, Webster reinforced the importance of one’s personal views of disability raised by Judith Heumann; “it’s only if we know our own minds and our own hearts that we will come to any understanding of others that we’re in dialogue with.”

Panelist: Jill Taylor-Brown—Director of Patient and Family Support Services, Cancer Care Manitoba.
Jill Taylor-Brown began her presentation by reiterating the importance of examining one’s own prejudices when providing care. “I read somewhere a great saying: ‘put your ear down to your soul and listen hard’ and that’s what I feel like I need to do again and again having heard everything this morning.” 
She emphasized the link between despair and suffering and the availability of the supports people need to maintain hope and meaning at the end of life. She recognized the relevance to her own work in cancer care of Dr. Harvey Max Chochinov’s work “around the issues of the desire for death in people who are facing a life threatening illness.” She argued from her experience that “when the supports and services are available thar desire to die in many cases disappears because of the supports being there and I think there’s commonality around that.”

Taylor-Brown reiterated Heumman’s discussion of peer support and highlighted its value in providing a sense of community and in learning from one another. “There’s something magical about bringing people together who are in like circumstances. Whether that is a group of people who have cancer or are disabled. There’s just something about being able to feel a sense of community and learning from one another.”
She also commented on the difficulty in selecting appropriate language when some people are offended by terms that others embrace. She discussed a kind of hierarchy of patients with cancer, where some people feel more valued because they are ‘survivors’ while others feel like failures if they are less likely to live.

I think about the people with cancer that I work with who become offended being called “survivors”… feeling that it’s not just about surviving its about thriving. Others, who have been moved into what they themselves say is that different camp where they’re clearly not going to survive, feel like they’re the failures of the cancer world. 

In this hierarchy she also discussed a common experience she called “the Lance Armstrong Phenomenon.” She explained that some people with cancer she works with may feel devalued because, they say, “we can’t all be Lance Armstrong and if society’s heroes are people like Lance Armstrong it becomes another burden to feel like ‘I’m just not as good, or I’m not being the kind of person with cancer that the world would like me to be.’”

Taylor-Brown concluded her comments by emphasizing that though suffering is different for everyone, in the end, all of us want the same thing: to be loved, and to know we have made a difference in the world. She referred to the existential suffering discussed by John Seely and connected his observations to a book written by Eric Cassell, The Nature of Suffering and the Goals of Medicine, in which the author discusses “that core of ourselves that exists within us no matter what the shape or size of our bodies or abilities.” She further explained “It is when that core is suffering that is existential suffering, which is such a hard thing to deal with...It’s that kind of suffering, I think, that is what I see in my work. This existential suffering is different from the suffering of pain”, which she said, we have the technology to deal with, but existential suffering at the end of life may be a universal experience that we need to learn to deal with and support those who experience it.

Panelist: Paul Daeninck—acting medical director of palliative care for the Winnipeg Regional Health Authority
Paul Daeninck began his presentation by stressing the importance of communication as a physician. He stated that as a physician, you are not helping your patients if you are not communicating with them. “That’s the nature or the basis of what we do, I mean as a physician when I see a patient I sit down and I talk with them to find out what where they’re at, what’s their problems, what do we want to do together to make it better? If we are not doing that, if I as a physician am not doing that, I’m not doing anything. I’m not helping anybody.”
Next, Daeninck also addressed the issue of “labels” and the difficulty of negotiating appropriate language when working with a diverse community of people with disabilities.
Even the term ‘vulnerable person’ was rejected by a few individuals. So it’s really hard because when you’re in medicine there’s this political correctness that you’re always supposed to be doing. People aren’t ‘Deaf’ they’re ‘hearing impaired,’ they’re not a person with a disability; it’s something else you’re trying to describe it as. It’s really very difficult to navigate that because there’s always someone that you feel that you’re going to insult. 
He suggested the way he has found to deal with the complications language presents is to communicate with patients about how they want to be identified. “I think it’s very important again to talk to the person…and say how do you want to be known? How comfortable are you with this or this or how do you call yourself?”

Daeninck then discussed his personal experience with his Deaf son and how it has impacted his work in medicine. From that experience he said he has gained an understanding of the need to identify the unique needs of each patient he sees. “I have a number of Deaf clients that I work with and it’s interesting because every one of them comes with a whole different bag...Each person, each individual that comes to us has their own little bag of tricks or their own lives and I think that we have to deal with them individually.” Daeninck also explained that his personal experience with his son has helped him communicate with Deaf patients and recognize the rights of people with disabilities to receive necessary accommodations to ensure they get proper healthcare.
Sometimes, you know I do sign well enough to communicate with some people and sometimes I need to bring in an interpreter because I’m not sure that they’re getting everything that I say and its’ so very important that they understand what we’re going for. It’s the same sort of thing as if this person was Croatian and could not speak to us; we would get a Croatian interpreter. Well why not for someone who is hearing impaired, Deaf, or that sort of thing?
Next, Daenick discussed the impact the power imbalance that exists between physicians, other healthcare workers, and patients can have on the quality of care people receive. 

As medical students you aren’t told about that power imbalance. In fact, you know, it’s kind of the opposite: you are the top of the pyramid, you have this power and you’re gonna be able to deliver that to people. And yet when you get out there everyone wants to put you at the top of the pyramid and I have—for years—been very uncomfortable being at the top of that pyramid because I'm working with people with wonderful skills—much better skills than I—at dealing with many things.  And as Dr. Seely described, you want to have a team that’s on the same level. When you have a team that’s on the same level you suddenly look at patients and families the same way; that they come into it with certain skills and certain attributes that we can all learn from. 

Daeninck concluded his presentation by discussing the subjective nature of quality of life brought up by a number of panellists. He noted that one’s perception of quality of life changes over time and according to your circumstances. He said, “The quality of life that I would define for myself is going to be very different from my wife or my father or Joe Blow two streets down. And I think that’s something that we all have to remember when we are dealing with patients.”  Daeninck emphasized that people’s perception of quality of life is related to their ability to cope with change; many patients find that after going through changes in their health or abilities they are often more able to adapt then they had anticipated. As a result, he argued, you can’t take what people have said in the past about wanting to die if they acquired a disability as their final word. He said “although someone has said something (about not wanting to live with a disability) previously, you still have to go back and you have to review that. You have to reset the goals, what are the goals today? What are the goals going be tomorrow, when we sit down a talk about it?”
1.5 Discussion Period 

Members of the panel and the audience were then asked to join the discussion and engage each other further on the issues raised in the panel presentations and responses.
Adrienne Asch began by noting that many of the responses highlighted the difference between ‘quality of life,’ which is often used to rationalize the restriction of care for people with disabilities and people in end of life care, and the search for meaning in life, or existential suffering. She recalled, “the comment that was raised, that at the end of lives people want to feel that they’ve made a difference on the earth, that their lives have had value to themselves and other people. I think that a lot of the push for assisted death is because we haven’t done the work that would help people through that existential struggle.”

She then pointed out that providing palliative care for people with disabilities might be the wrong focus. She advocated asking what the experience of disability can contribute to palliative care instead. 

I don’t think of this as palliative care issues for people with disabilities, because for most of us who have disabilities for a while, it’s not our pre-existing disabilities that are going to put us into palliative care. It’s palliative care for everyone…One of the pieces of learning to be done, for people in the palliative care world is, what does the experience of living with a disability have to contribute to how we all think about the dieing process?.. We, from our life-long, or many years of, experience living with a disability may have something to contribute to palliative care for everyone. 

John Seely responded to these comments by pointing out another major concern in looking at palliative care for people with disabilities. 

The real risk I think…is that someone is going to devalue that person as a result of their disability and be a little bit quicker in stopping various forms of therapy or giving up on the patient …Colluding is something that is a big trap in palliative care; colluding with the patient’s despair and giving up on the possibility that we can help that patient through their despair and find hope in the face of death.

The second theme Seely pointed out from the discussion was the role of people with disabilities in helping people who acquire impairments at the end of life to learn to cope with those changes. He argued that this should occur in combination with the education of people working in palliative care on how to support these people. He described this as “what the community of persons living with disability has to teach the populations of patients living with the palliative care community.” He said the disability community “has a tremendous amount to teach us about how to help people cope with what seems like a tragic situation … And for many… losses of control really do seem to make life no longer worth while. So I think you have something to teach us about how we can help patients find hope and meaning in the face of those losses of control that they’re experiencing so they don’t give up.“
Irene Feika, past chair of Alberta Committee of Citizens with Disabilities and of the Council of Canadians with Disabilities, commented on the importance of recognizing the individuality of people with disabilities and their ability to contribute ideas and strategies for their own healthcare. She said “I think that those of you who work with people…in palliative care the importance of the individual cannot be over stated.” She used a personal experience to illustrate how healthcare providers can tend to focus on an impairment that is not related to their current healthcare issue and make assumptions about them as a result. She advised the healthcare providers in the room, when faced with a person with an obvious or mobility impairment, to be aware that “maybe they cannot do some of the things that you, as people who help them transition into the next phase” want them to do, “but maybe there are things that they can do if you ask them. Ask them what it is that they can do, what it is that they want to be able to do? And work with them and help them and allow them to do as much as possible themselves.”
Nancy Hansen, professor in the University of Manitoba Disability Studies program, brought up a new issue that she described as “collective social discomfort levels.” She argued that these need to be addressed “because a lot of what directs the types of interventions people with disabilities get are directed by a deep, visceral, unrecognized, discomfort level.” Therefore more focus needs to be placed on “what is really driving the decisions that healthcare providers make on a daily basis.” She argued that “a lot of people when they enter hospital with disabilities enter in an acute phase of some type. Often that’s the only experience medical professionals see a person with a disability in. So they assume that their entire life process is like that and that’s not the case.” Hansen said that to combat the discomfort, which can lead to bad healthcare decisions for people with disabilities, “we have to get really comfortable and a lot more aware of the day to day realities of disability.” 

John Seely responded to Hansen’s observation, which he described as “a very interesting psychological phenomenon” that comes from “the discomfort that we feel in the presence of another person’s pain, another person’s discomfort, another person’s disability…I think that that is something we have to recognize and reflect on at a personal level if we’re going to be effective in working with patients who are in pain.” He explained that he has considered this discomfort as an explanation for the failure of the medical system to deal with pain effectively. 

We’ve known how to treat pain for a number of years now and yet every study that I know that’s looked at the treatment of pain in every population, in every part of the world, finds consistently that we do a damn poor job. I think it’s because of the discomfort that we feel in the presence of another person’s pain. And so we tend to not see it, we tend to deny it, or neglect, or downplay it or devalue it ... And I think the same is true with suffering.

Next, Harry Wolbert asked George Webster to explain “Where does an ethicist get his ethics from? Do you come to your profession with, are you spiritual or what does an ethicist do and where do your ethics come from?” Webster responded:

Well I can only speak for myself. There’s as many different bioethicists as there are belief systems I think. Mine happens to be in… philosophy and theology. That’s my background. And I think the task of the bioethicist....would be to be ruthlessly intellectually honest…What I mean by being ‘intellectually honest,’ in my work, is being able to distinguish between the points of view that I would hold as an individual and what “reasonable people” …or thinkers would believe about a particular question. I think, when I’m involved in a consultation about an ethical matter, I have an ethical obligation and duty to disclose the range of options and alternatives and views that people would hold on a particular question. If I’m asked for my view I’ll give it.
Secondly Webster emphasized the need to avoid being “compliant” as a bioethicist; “You need somebody who has enough knowledge of themselves to know what their thresholds and boundaries are, but also able to ask difficult questions in a delicate and non violent fashion.”

Rhonda Wiebe, from the ethics theme of the VP-Net project, asked the panel to discuss “exactly what end of life care means?” She explained that she herself has “a life-threatening disability” which can cause her to become critically ill, in the intensive care unit, and yet recover and eventually return to work, only to get critically ill again. Her personal situation, and that of other people with fluctuating disabilities, “messes up some of the more traditional understandings of palliative care where there is a linear trajectory.” She made the point that people often say ‘it is not your disability that will get you into palliative care’, but this is not necessarily the case for people like her.
John Seely responded to her question by acknowledging that pinning down when exactly the end of life is coming is something palliative care has been struggling with. This is due to its history in care for people with cancer, which he explained, has a more linear progression than many other terminal conditions. He said it is true that sometimes people are brought into palliative care because their doctors believe they are at the end of their life and yet they are eventually well enough to be discharged again or they simply remain stable for an extended period of time. He then stated that experiences like Wiebes’s can help develop the field of palliative care to better deal with the grey area that some people with disabilities may enter between end of life care and regular health care. 

Sheila Carlin, President of the Canadian Association for the Deaf, asked the panel to discuss the reluctance in our society to talk about issues around death with young people. 
Jill Taylor-Brown responded to Carlin’s question by reflecting on how society treats death as a taboo subject. From her experience in Cancer Care and Palliative Care, she said, “we’ve learned over the years is that it’s much better to be more open and honest with children.” She suggested that there may be some change occurring in our society that is making people more open about these kinds of discussions. For example, she said “I know that there are some programs in public schools around trying to, even in public health, trying to talk about death and bringing it out as less of a taboo subject.” She also suggested that, as we return to the practice of enabling people to die at home rather than in a hospital away from their families, people may again become more open about discussing death with children and youth.

Paul Daeninck also responded to this comment by emphasizing how the unique perspective of the younger generation is potentially refreshing. He said he thought of “how differently younger people see health care, for example, than we might. I really do think that they bring a tremendous gift to our community. If we can engage younger people (we could) bring tremendous insight and perspective on what we’re so used to seeing with particular eyes with new eyes.”

Next, Barbara Beauchamp from the Manitoba League of Persons with Disabilities and CCD, described her personal experience in healthcare where, she experienced an overall lack of communication or awareness about her disability. She explained that in her 5 month stay in the hospital the staff had failed to notice her visual impairment entirely. She asked the panellists to discuss the issue of communication in health care.
John Seely responded to her comment by first affirming his passionate stance on the issue of communication in healthcare. “I think it’s the single most important thing we do in the medical profession or in the health care profession. We communicate more than anything else we do ….The ability to help people find meaning, hope, heal, etc. is more dependent on communication than anything else we do. So it’s absolutely paramount and yet we give it lip service by and large still in the medical profession.” He described how he advocates for better training in communication for doctors and the lack of commitment there appears to be in the field to investing the time and resources necessary.

One of the things I always point out to physicians is, how do you learn to be a better tennis player or a better golf player? You have to have a coach who gives you feedback and that means having somebody sit in and watch the physician or the nurse as they’re communicating. That takes time and personnel and we tend not to give it the priority that we need to, and so we attempt to give short courses on communication and miss the point.

However, Seely also said that communication has been made a priority in the education of palliative care physicians because “many health care professionals come to us already with some education but we find that their communication skills need improvement. So we’ve made that one of our big priorities and we make sure that people walk away from whatever education that we’re giving being good communicators.” He also affirmed that the perspectives of people with disabilities are central to making improvements in this area, and that conferences such as this one are excellent opportunities for the voices of people with disabilities to get heard. 

Paul Daeninck added to John Seely’s comments, stating that he believed the problem comes from the culture of healthcare. “The culture of health care in our time is one that does not want to engage with the people that they’re serving for the most part.” He used the example of physicians “who put a No CPR Order on patient’s record without any dialogue or conversation with the patient or with the family. And that occurs in our city.” He blamed the structure of healthcare systems for creating a culture that inhibits communication. 

I think our routines in health care and a lot of our practices in health care—the way we structure health care—works against that kind of attentiveness and that kind of conversation. So it’s a systemic problem. It also contributes to mistakes and errors because we don’t have that kind of conversation and dialogue.
Next, Marie Louise Gagnon from CCD asked the panel to comment on situations where people are in denial about their disability. She said “what do you do in palliative care when every time when somebody comes in a little worse and are still in denial, how do you handle that? Because we all need what we need and if denial is it then is that what you need?”

Paul Daeninck responded “I think one has to be really careful about denial; that we don’t attempt to destroy it while working constructively with people to try to help them find activities that are going to improve their health. But recognizing that’s the only way they can cope with what they have at the time.”

Doreen Gyorkos, as a person with a hearing impairment, reiterated the need to focus on good communication and be aware of the variety of means through which people with hearing impairments communicate. She stressed that this is particularly important in palliative care because such a high percentage of people acquire a hearing impairment as they age.

Gyorkos also discussed the physical environments of palliative care wings which, because they were originally set up for cancer patients, are not accessible or not equipped for people with physical disabilities. She said, in her experience, recognition of the bad design of these wings has led to the segregation of people with disabilities to separate wings of the hospital rather than improvements in the original palliative care section. 

In conclusion, Harvey Chochinov addressed a question to his palliative care colleagues in the audience. He offered an anecdote for them to consider in which a physician he knew who witnessed the dialogue between Jim Derksen and himself and had initially judged Derksen based on his appearance. However, on hearing their discussion this physician changed his perception of what Derksen had to tell him, and acknowledged that he was ashamed of his initial reaction. Chochinov asked the audience if, after hearing what had been said that day, they had been led through a similar revelation. He concluded by saying, “Hopefully this dialogue, hopefully this panel, has opened you up to that same kind of disquietude, to that same kind of space where you can start to consider some of these issues.”  
1.6 Respondents from Disability Community

Monica Elaine Campbell—Canadian Association of the Deaf, and graduate of Multi-Discipline Palliative Care Program, Algonquin College in Ottawa 

Campbell discussed how her interest in palliative care developed from personal experiences that included “dealing with my father’s death from cancer of the liver and pancreas; dealing with the death of a member of the Deaf community; dealing with my former roommate, who is slowly dying from vascular dementia, and my experiences in facilitating communication between a hearing patient and her family at a hospital. The patient was dying from voice box cancer.”

She explained that because the patient was no longer able to speak or write and because the hospital staff was aware of her adept speech reading skills, they asked Campbell to intervene to facilitate communication. Campbell explained that she read the patient’s lips and vocalized for the patient’s family. In this manner, she was able to relay 85% of what the patient wanted to convey to the family, despite the patient’s weakness in moving her lips.

These experiences were an impetus for her to initiate discussions with some of her Deaf friends about their experiences with death and dying.  A few of the questions that she and her friends pondered and discussed were:

· 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 there training to educate interpreters and intervenors to work in this emotionally charged setting?

· Can Deaf people receive training to become volunteers or support workers in hospice palliative care?

Questions begot more questions.  They knew that they had stumbled upon a significant problem that was not being addressed adequately by society.

She described how she and a number of people from her Deaf community enrolled in a Multi-Discipline Palliative Care Program at a community college in Ottawa to try to address the lack of answers to questions she and her friends had been asking.  She graduated from the program in June, 2006.
Campbell then highlighted the distinction among the Deaf, deafened and hard of hearing, and the languages used by these groups.  She explained that people who are Deaf share not only a common language (ASL or LSQ) but a sense of pride in their culture.   Deafness to them is a positive cultural identity not a disability.  People who are deafened or hard of hearing typically use spoken language and rely on visual forms of communication such as speechreading, text and occasionally sign language.  These individuals may use hearing aids, cochlear implants or other assistive devices.
Campbell stressed the importance of being aware of the Supreme Court of Canada’s 1997 Eldridge versus British Columbia ruling that guarantees communication accommodations – whether professional sign language or oral interpreting, professional intervening for the deaf blind, real captioning services or technical devices – be put in place ensuring barrier free health care for Deaf, deafened and hard of hearing.

Campbell then outlined factors that affect how Deaf, deafened and hard of hearing people cope with death:

· “What their primary language is and where they live and whether or not they have discussions of death;” 

· “Whether or not they have residential school or mainstream experiences;” 

· “Ninety percent of deaf children are born to hearing parents and very few hearing parents are able to communicate in sign language.” 

· When hearing loss is acquired, for example, if a person is deafened late in life, it would produce challenges in dealing with the death of someone if the person hasn’t successfully dealt with his/her hearing loss;

· “Attitudes and assumptions; often there’s a mindset among many hearing people, including professionals, that Deaf people don’t understand complicated messages so they get only basic information;” 

· “The lack of understanding about Deaf culture and accessibility needs of Deaf, deafened and hard of hearing people.”

Campbell also raised the issue of the lack of health care information generally available to the Deaf community. She explained that the Deaf community is approximately 8-10 years behind hearing people in HIV/AIDS knowledge and awareness. Campbell conjectured that the same figures apply to the Deaf community’s knowledge of palliative care.

She concluded by sharing several recommendations to help remove communication, cultural and institutional barriers that limit Deaf, deafened and hard of hearing people’s access to information to make well informed decisions about end-of-life care: 
1. Be aware of the communication needs of the specific groups of people with hearing loss;

2. Be aware of the Supreme Court of Canada’s 1997 Eldridge vs BC ruling that ensures barrier free health care for Deaf, deafened and hard of hearing people.  This ruling is very important but unfortunately, its implementation across the country has, for the most part, been disappointing;

3. Educate people who are Deaf, deafened, and hard of hearing about health care issues, including palliative care;

4. Provide cultural awareness and competence training for health care professionals;

5. Include people who are Deaf, deafened and hard of hearing on Advisory Boards;

6. Be aware of resources that are beneficial for people who are Deaf, deafened and hard of hearing and health care professionals.  For example, where to book interpreting or intervening services.
7. Provide service with a ‘can-do’ attitude instead of one of dependency and pity;

8. Provide opportunities for training to Deaf, deafened and hard of hearing people in becoming palliative care volunteers or support workers. 

· She recommended that the training “use culturally and linguistically appropriate materials and workshops” in order to “help the Deaf better understand the physical, psychological, emotional, social, spiritual and cultural aspects of hospice/palliative care. The services can be provided at home, hospital, hospice or a long term care facility.”
9. Conduct a needs assessment based on the descriptions of the experiences of people in the Deaf community and other communities of people with disabilities based on various locations across Canada. The information gathered would be used to “come up with new concepts and information to set up training programs to expand the palliative care movement” across disability.
Valerie Wolbert—President of People First Winnipeg
Wolbert related her experience of being declared incompetent, which resulted in a loss of control over her own life. After this event she was forced to obtain permission to do things, such as go on a vacation abroad, from someone else.  Wolbert stressed the importance of treating people with disabilities with respect. 
Earlier today one of the doctors was mentioning about individuality. When I was under the public trustee I wasn’t an individual. I didn’t feel like I didn’t have any individuality but after I got off the public trustee I felt free again…I didn’t have any control where I lived; my money, I had to prove to the psychologist that I was competent. As a person with a disability freedom and dignity is important to me, if I’m nearing the end of life. A person with a disability who is dying should be treated with respect
Don Penney- Volunteer at the St. John’s Independent Living Centre
Don Penny explained that by sharing his perspective he could add a view of people with “newly acquired and often shorter term disabilities.“ Penney shared his personal experience with ALS using a number of stories of how, after he was diagnosed with ALS at the age of 49, he found support among peers who also had disabilities and their families. 
His first story recounted the barriers faced by a family that struggled to secure support for their daughter with ALS, who eventually died at age 19. He used an anecdote from their long struggle to secure supports for her to illustrate how the health care system and the rationing of resources are discriminatory and difficult to navigate. 

Penney reported that after the girl’s father was finally able to identify the correct government department to apply to “He was given a six page application form to complete which he did on the spot. When he passed it back in, the receptionist advised him that the approval committee would not meet for another month, and that he would be contacted in due course. Clyde proceeded to explain that Janine may not be alive in a month, but the answer he received was, ‘that’s the process.’” After the lengthy application process, and a long delayed response to their application, the family decided to go ahead and build a ramp to enable their daughter to get in and out of the house. Unfortunately, when the inspector arrived and discovered that the ramp had already been built, they were refused funding. 
Penny then described his own situation and the few very constrained options he and his family had, within this system, to try to get the supports they need.

In the past eighteen months I haven’t required very much help from the system. Over the next four and a half years I will become a Barbara Howe…The options at this point that we face are number one; I can divorce my wife of twenty-nine years so that the system will not include her substantial secretarial income as they complete their financial assessment to see if I qualify to receive any services. Second choice, cheat the system, by having my wife cash in her RSP’s, not mine, her RSP’s, and transfer her retirement savings to one of her children, for safe keeping from the clutches of the system. And the third choice I have is to refuse all medical treatment and move out of VP Alley as quickly as I can; death hastening. I can’t help but wonder what decision I will make to ensure a good life to the end.

He emphasized that in end of life situations there is often a need for immediate action in a system that is overly complicated and discriminatory toward people with disabilities. Penney said the system,
Lacks any compassion whatsoever; it treats people unfairly, and in my opinion it downright discriminates against people living with disabilities and especially those of us living with progressive disabilities. The time for action I feel is now. And I will make a solemn promise today that with all of my energy—whatever I can do, whatever energy I can muster for as long as I can—without exception I’ll try to make the move from VP Alley with dignity and respect for everybody.
Finally, Penney asserted that good work is being done in the area of palliative care for people with disabilities and that palliative care has the potential to provide care when informal caregivers can no longer do so.

1.7 Discussion Period:

Deborah Stienstra invited members of the audience to share their own experiences in relation to palliative care and discuss “how you’re going to get people out of Vulnerable Person Alley?” 

Roy Muise, a member of the Council of Canadians with Disabilities, and president of the National Network for Mental Health from Halifax Nova Scotia, began the discussion period by first reflecting on his initial reluctance to attend this institute. However, after hearing the first day’s discussions he declared he was glad he came despite them. He said “I came thinking I don’t know if I have a whole lot to offer or not, but then listening to everybody speak today, I do realize that I do have things to offer.” He described a common scenario that people with mental illness face when dealing with people in the medical profession.
I came to the realization, based on my own personal experience and the experience of literally thousands of other people living with mental illness, when the time comes in our life that possibly because of another illness, we are faced with palliative care, will we actually be listened to? The reason I say that is that so many of us has had the experience of going to a doctor with a physical ailment and the minute they find out we have a mental illness, we’re dismissed, its all in your head, there’s nothing wrong with you.
Muise concluded with a plea to those working in palliative care in the room to take what people with mental illness say seriously when they come to see them: “listen to them though and listen for the physical signs as well, because I think it’s very, very important.”
Deborah Stienstra then noted that the voice of people with Alzheimer’s was absent from the current discussion, not because they were not welcome but because it was difficult to find people who could participate. To illustrate the unique issues faced by people with advanced dementia she described a scenario within her own family in which a family member with Alzheimer’s was misdiagnosed. She was diagnosed with cancer and spent a month in the palliative care wing while her husband and family prepared for her impending death. Eventually she was re-diagnosed with appendicitis and underwent surgery. The story illustrated how some people with intellectual or psychiatric disabilities may also be disregarded by the medical community, and as a result they and their families undergo unnecessary trauma and grief. She also pointed out that this issue requires more attention from the disability community.

We talk about autonomy, being able to say what we want, being clear about what we need, and often cases with people who live with advanced dementia, its very hard to find out what they want directly. So we rely on others to say what they want or we rely on their past stories of what they wanted. But I think we need to think through how to understand the lives of people with diverse experiences of disabilities. We also need to underscore that there are folks who, for whose voices can’t even be represented here.

Catherine Pearse then pointed out that many people enter palliative care without family or other social supports. She said, “There are many, many, many people living with and without disabilities who may someday face palliative care with no support. This is a reality because their families may have turned their backs for whatever reason, maybe this has been longstanding and there’s physical pain, there’s suffering, existential pain, but there’s also emotional pain and mental pain.” She explained that for some people behaviours and life decisions may have occurred in the past that the person’s family and friends don't understand leading to alienation and isolation. In these circumstances, when a crisis occurs, and there is the need for end-of-life support, no one who knows them is there for them to be an advocate or a substitute decision-maker. Family/friend alienation and isolation can be the source of the emotional pain, which cycles into further problems including serious depression.

She also added that there is a body of literature she became aware of as a student of Disability Studies that related to the discussion of the culture of healthcare and the importance of Deaf culture in providing healthcare to Deaf people. This literature, she explained, addresses the need to express “the needs of people with disabilities of whatever kind in cultural competence training for health professionals. I found some words that really opened up a whole new area, the area of ‘cultural safety’ which came out of nursing in New Zealand, some wonderful writing there, ‘cultural humility’ and ‘insurgent multiculturalism’.” She suggested that the members of the panel and audience interested in the subject look into this area of literature. 

Barbara Beauchamp, Chairman of the Manitoba League of the Disabled, suggested a number of articles she found that may also be of interest to audience and panel members. “There are a series of articles that I picked up at St. Boniface Hospital. One is ‘Euthanasia Prevention Coalition’; another is called ‘Last Acts: A National Coalition to Improve Care and Caring Near the End of Life’, and it’s called, ‘When Patients Cannot Eat or Drink.’ The third is from the World Conference on Bioethics, and it’s ‘A Universal Commitment to the Dignity of the Human Being.’”
Marie Louise from CCD brought up another issue for people with mental health issues in palliative care. She explained that she has been diagnosed with a unique psychiatric condition that coincides with recovery from viral infections. To her she explained, this means that she is afraid once she enters palliative care she will be experiencing depression and the doctors will “collude” in the way described by John Seely. She said, “If I’m going to be in palliative care, I’m not going to feel very well, therefore the fear with me, apart from being alone, is that I’m going to be in that mood and they’re going to let me go.”

Deborah Stienstra pointed out that it is in situations like hers where peer support becomes particularly important.

Harvey Chochinov then addressed a question to people working in palliative care. He referred to his comment about the shock and surprise he experienced when he first heard the stories from the disability community. “I’m wondering was it just my naivety, or do other people who work in palliative care or who work in medicine feel equally blindsided, confused or surprised by these issues?”

Joe Kaufert responded by discussing the history of discussions aimed at educating people working in healthcare and medical students. He explained a number of factors which have led to their ineffectiveness in the past and why this dialogue was more promising. He discussed the difficulty in engaging medical students with the organizational and cultural barriers to providing quality end of life care.

Physicians and medical students didn’t see addressing systemic barriers as being part of their mandate. They were there to engage things clinically and individually or even at an individual ethics level; they didn’t see making the system more responsive as part of their responsibility. Some medical students stated that they felt devalued by consumers who told stories of suffering associated with psychosocial factors or barriers to care where the individual physician may not be able to intervene. So I appreciate this panel because it engages barriers that people working in medical education really haven’t found a way to bring successfully into the curriculum. 

John Seely also responded to Chochinov’s question and acknowledged that, when he first began reading on the topic, he initially responded defensively and “felt very confronted.” However, after reading more and attending the VP-Net Institute his perspective changed.

It started to open my eyes up and I must say I’m going to leave today with a renewed sense of our shortcomings and what we need to do within the palliative care community...I don’t think I’ll ever look at a person with disabilities in the same way again. And I feel ashamed to admit that after a lifetime in medicine, I think it’s been a very, very powerful conference thus far, and so yes. It is confronting and stirs up all sorts of things from my perspective.

Francine Arsenault elaborated on the issue of the tone of those discussions between the medical and disability community. She explained that when she first entered into the movement of people with disabilities she was alienated by the very critical attitude that was taken by many people. However, she eventually realized that their anger was a result of being unable to distinguish between the person and the pain they may have experienced in the healthcare system. She explained that making those conversations more fruitful required “time for people to mature and recognize that you don’t blame the person that’s trying to help you, and so it’s not a personal thing, it’s a part of the life system that we haven’t let go of yet and we’re all learning.”

Diane Driedger observed that similar comments were made twenty five years ago when she interviewed people in rehabilitation to document the history of the disability rights movement. The people she interviewed then were equally puzzled but were more likely to discredit what people with disabilities were saying and doing, calling it a “phase” they would get over. In contrast she said in the current conversation “twenty-five years later, you’re not saying it’s a ‘phase’, you’re truly listening, which is great, and realizing those things. But I think that we had to go through all these stages in twenty-five years, this is a historical process of beginning dialogue, which is really great.”

Day Two
1.8 Dramatic Presentation: Voices at Dying, Dying to be Heard, a play in one act, by Heidi Janz

VP-Net post-doctoral fellow and playwright, Heidi Janz, wrote and organized a dramatic presentation to highlight the issues surrounding palliative care for people with disabilities.  Using humour to engage the audience, she presented many of the players with a role in provision of quality end of life care to people with disabilities, including a government researcher, a palliative care physician, a person with a disability, and a person with a disability and a terminal illness. 

The play touched on a number of themes discussed in the Institute. A major theme portrayed in the play was the lack of awareness and defensiveness amongst healthcare providers about why people with disabilities may feel vulnerable in end of life care. This was portrayed in the play when the doctor exclaimed “Sorry, but I’m really having trouble with all this talk about ablest biases and these implicit conspiracies to prematurely end the lives of individual with disabilities. You seem intent on painting us physicians as these diabolical villains based one or more than your own paranoias!”

Widespread assumptions about the quality of life of people with disabilities among health care providers and in the media; the lack of supports and assistive devices for people with disabilities who are dying, the basis on which scarce resources in healthcare are distributed; the lack of  accessibility in palliative care wings; a lack of appropriate training of staff in palliative care to support the needs of people with disabilities; and the conflation of palliative care with death hastening were all touched on in the play. 

The tension involved in the struggle to advocate for better palliative care in the context of living until you die, was addressed when the female character with disabilities asked “who’s going to have the energy to do that kind of advocating for better access to palliative care, when once we’re at the point of needing it, all our energy is going to be taken up by just trying to live until we die?” The play also touched on the fear in the disability community that such advocacy will reinforce the perception of people with disabilities as sick or dying; as the female character with disabilities points out, “The mainstream media would just use it to reinforce the idea, in a lot of people’s minds, that disability is somehow automatically related to death.”

Finally, the play portrayed hope for progress in building a dialogue between doctors in palliative care and people with disabilities, was portrayed as the doctor was eventually able to see problems with the system that make people with disabilities more vulnerable. Taking advantage of this new level of awareness among both the doctor and the characters with disabilities, the government researcher proposed focusing on small things the two sides have in common as solutions rather than focusing on problems. She suggested, “These solutions will be the basic building blocks for a bridge between the disability community and the medical community. Let’s imagine that each block is representative of a common goal that both groups can work towards.”
The play was very well received by the audience and has been further developed since the Institute. At the end of the play Deborah Stienstra commented that Heidi’s script “made obvious what the issues are from each perspective and you let us laugh at ourselves… and I'm sure we can all see ourselves and see the wisdom that you shared with us.” Stienstra then invited responses from the audience. 

John Seely responded by saying “what’s occurring to me is that we’ve got to bring this sort of thing to the medical community...This is so much more powerful than reading about it or even hearing the discussions. Yes they’re very powerful, but this brings it alive in a way that touches our hearts... We now need to think about how to reach out and touch the much larger community of physicians and nurses who are working in these fields.” Seely was so moved by the presentation that he urged that the play be reproduced at the 16th International Congress on the Care of the Terminally Ill in Montreal, September 2006.

1.9 Keynote Presentation: 
Carol Gill- Associate Professor, Department of Disability & Human Development, Director of Graduate Studies, PhD Program in Disability Studies University of Illinois at Chicago
Gill opened her keynote address by expressing her initial hesitation in becoming involved in an Institute with the term “Vulnerable Persons” in the title.  She explained that while people with disabilities may at times be vulnerable, they are not vulnerable in the way that most people assume or expect them to be.  People with disabilities are rendered vulnerable by social devaluation; despite North American culture’s disdain of vulnerability in adults, the vulnerability of people with disabilities is socially constructed.

Gill explored two different models of disability and how the models impact palliative care.  She explained that the medical model of disability views disability as “atypical”, as a problem inherent in the individual that requires remedy.  Within the medical model, there is a focus on pathology.  The social model conversely, views disability as different, yet neutral.  Disability is a result of the interaction between the individual and society, not a result of the individual’s impairment.  Gill asserted that the social model of disability explains the “correlates of disability”, such as why people with disabilities go into ‘exile’ in order to receive assistance and supports.  She explained that medical settings are “dangerous places” for people with disabilities.  When people do not operate under the social model of disability, detrimental assumptions are often made about them that impact the care they receive.  Gill offered examples of these assumptions including the belief that the people with disabilities in medical crisis are ‘hopeless cases’; that people with disabilities do not lead full and valuable lives; that people with disabilities are dependent on the assistive or medical devices that they sometimes employ; and that assistive devices are ‘extraordinary measures’.  Gill also argued that attempts of medical professionals to secure Do Not Resuscitate orders from people with disabilities in emergency situations may compromise the medical care they receive.

Gill then discussed the factors that construct vulnerability: alienation, devaluation, managed care pressures, and culture.  Alienation can lead to vulnerability as can inaccurate assumptions about the quality of life of people with disabilities.  Managed care pressures are also a concern.  Gill explained that it is easiest to care for people if they are able to do everything for themselves or if they remain in bed all day.  Professionals may therefore not take the time to transfer someone out of bed where they are able to do more for themselves, leaving them vulnerable to the whims of others.  Culture also plays a role in the social construction of vulnerability because there is less tolerance for people who do not meet the modern-day expectations of speed and flawlessness.

Carol Gill also outlined several complexities related to people with disabilities and palliative care.  She questioned how we define who is disabled and when it is appropriate for someone with a disability to enter palliative care.  She also asked “What is suffering?”  She asserted that there is a need to challenge the assumed links between bodily function and suffering, and that such assumptions often lead to more suffering than does the disability in question.  In addition, Gill advocated that socially constructed suffering requires social solutions.

Gill listed several ‘rules’ regarding disability and biology.  

· You cannot read a person’s potential by assessing functional limitations

· Vulnerability is not caused by biology: it is psychologically, socially, culturally, politically and economically constructed;
· You must believe in life with a disability before you can provide good palliative care to disabled persons.

In conclusion, Gill noted several commonalities between the palliative care and disability communities.  She explained that both communities “devalori[ze] cure, value engagement, appreciate creative thinking, and honour humanity”.

1.10 Workshop 1: Attitudes that create barriers to good end of life care
Led by Zana Lutfiyya and Dr. John Seely
Zana Lutfiyya began the workshop by reminding the audience of two particular statements made the previous day for them to keep in mind during their discussion.
Judith Heumman challenged us to consider what our perceptions are: deep down what are our perceptions about disability and about living with a disability? And what that might mean for care, support, or assistance throughout one’s life, including at the end of one’s life? 

Today Carol Gill said, and this is much more a direct quote; ‘You, we, must believe in life with disability before we can provide good palliative care to disabled persons.’
Dr. John Seely also suggested “in thinking about attitudes that shape end of life care, sometimes it might be helpful to think in terms of attitudes that get in the way of providing good end of life care as a way to make the changes in those attitudes that we need to see.”

The discussion began with a short period of individual self-reflection by the audience followed by a 15 minute discussion at each table to share ideas on the topic. The outcome of the table discussions was then shared in a large group and recorded on a flip chart.
Margo Brunner-Campbell from CCD, spoke for her table and presented three main points. The first was an emphasis on non-hierarchy, discussed by John Seely in the 6 characteristics of palliative care.  She discussed the importance of “The connection and community that can be built into palliative care,” which she said could create an environment where “everybody is in that same boat together, so there is no hierarchy between the people in the medical professions and the people who are receiving care.” 
Job Goudie, from the same table, also discussed the way that spirituality can help people get through existential crisis when facing the possibility of death. He described a personal experience to illustrate how his spirituality helped him when he was believed to be dying; “I was dying and I wanted to die, but I was at peace, [because of] my spirituality, my belief. So even though I was dying it really didn’t bother me because of my belief.”

Next Brunner-Campbell discussed the way that identities or groupings, such as ‘person with a disability’, ‘the temporarily able bodied’, or ‘the medical community’ can serve to segregate people and inhibit cooperation. She explained “we use language to silo people; to identify people. By doing this you are already presenting a hierarchy. If you are looking at Temporarily Able Bodied (TABs) people, and we’re putting people into silos of the communities they belong to, it stresses difference over similarities.” 

This theme was further developed by Harvey Chochinov who described what the term Temporarily Able Bodied means to him; “even though we might think of there being silos, those of us who may not have a disability today aren’t immune from having a disability tomorrow.” He suggested that thinking about it this way “makes it feel less like ‘us versus them;’ in fact we’re all in this together. It’s simply a matter of time until we do have a disability. When we discuss these issues in this way, it feels less like we’re discussing the needs of one small community but rather, the needs of anyone who happens to be mortal.”

Margo Brunner-Campbell also discussed the different values people have coming from the disability community or coming from the medical profession. She suggested that though these different values exist, and we may feel the impulse to impose our values or beliefs about what is best for another person, we need to resist that impulse. She said, “We need to look at people’s values and how they are similar in many ways but that certainly we need to respect the differences.”  Harvey Chochinov also added that this observation related to the issue of quality of life, and the need to avoid thinking we can evaluate quality of life on behalf of another person.

Rhonda Wiebe explained that at her table they discussed the need to build communication between healthcare workers and people with disabilities. Specifically she said, “There were experiences that were shared where people had just not been heard. And often, if a person with a disability has an expertise about their own body, that doesn’t get taken into consideration when they go into care.” 

Her table also discussed the need to make institutional policies and processes more flexible, combined with better communication, to make end of life care better for people with disabilities. Wiebe explained a story shared by a person at the table:

We also were privileged to have a person who is employed as an attendant at the table and he was saying that the one time in six years that he was allowed to go into a hospital setting with the person who had hired him to provide some assistance that it was much, much easier for everybody there whether it was the medical staff or so on because he had been trained very well to know exactly how things should be done. And yet institutionally there’s a lot of barriers where there just simply isn’t policies that allow attendants who have long term relationships with people with disabilities to come and help them out.
Leslie Udell contrasted this experience with her experience working with people with intellectual disabilities. She explained,

In my experience, in supporting people who have an intellectual disability, number one as support providers we generally don’t allow them to remain in the hospital without us standing guard. But interestingly enough hospitals demand that we have staff in place. They do not want to be providing that care without us there. I’m not sure what that says except perhaps the medical community feels they know all about the physical and the body and stuff, and so they know best about your body but they don’t know best about your mind and they’re scared to death of those folks who maybe think or process information in a different manner.

Rhonda Weibe, speaking for her table, also discussed how communication is linked to the issue of values and the question of “What values are getting put into play and what’s driving those values?” She used an example from a story shared at her table to illustrate how communication is needed to overcome people’s assumptions.

There was one example given at the table where someone had just felt so prodded and poked and not respected and not listened to and everything else that they finally just said ‘that’s it I give up, no more treatment’. Was that really a decision about the person wanting to die with dignity or was that just about giving up because they were so tired being left entirely out of the process? In the end this person did want to choose to discontinue treatment but that wouldn’t have been something that the medical staff would have gleaned because they never took the time to talk to her. 

Wiebe connected the issue of the values of the healthcare workers in this case to the question of who has the power to assert their values and be listened to in end of life decision making. She explained that for many people, “Sometimes you feel undermined by other values and I think that’s been stated before here. Or your values are undermined by your families’ values and in the end who gets heard in situations if you’re a person with a disability?”
Yutta Fricke, representing her table also discussed communication. “The lack of respect for human dignity came up as a topic generally for people with disabilities.” 

Fricke said her group discussed the lack of supports to facilitate communication in the healthcare system, particularly for people in the Deaf community and other people with hearing impairments: “Interpretive services aren’t easy to come by… It depends on the time of day and how much lead time.” Fricke explained that this is an issue not only for people actually in care, but also for their family members who may be Deaf: 

For one person here that meant she didn’t have one-on-one time with someone dying… Even if the person who is Deaf is not the one who is in a palliative or end of life situation (there is still) the need for someone who is Deaf to have that interpreter service to make saying good-bye possible.

Fricke’s group also lamented the lack of resources being put into ensuring that doctors or health care workers are good communicators. She said, “Given the resources that are put into medical training, why isn’t there a corresponding amount of time taken to train people to communicate? … Maybe start by talking about the doctors’ or the nurses’ own fears. I think we have to face these fears in ourselves and what dignity means to us (and for those doctors) in order to then start down the road to being able to communicate with people who are in that place.“

Heidi Janz also discussed the need to bring about “valuing difference” through better education. She said “One of the main things that we talked about is the need for education across the board in terms of the sort of thing that Carol Gill alluded to about valuing differently lived lives. There was a lot of discussion about the hugeness of this task. I think what it comes down to is that we all need to do what we can, where we can, and then apply it equally…to both communities.”
Jill Taylor-Brown, speaking for her table, discussed the pervasive fear of difference in our society. She said, the table had discussed the way “individually we are unique and each of us has different aspects of us that may pose challenges to society’s perceptions of us…and sometimes people are afraid of that uniqueness and may be afraid of that difference.” They also discussed the problematic nature of the concept of normal, and “society’s lack of compassion.” Finally, this table also discussed the difference that had become clear throughout their discussion between the philosophy of palliative care and more mainstream medicine. They observed that palliative care places an emphasis on the person, using more holistic methods, which one does not receive in mainstream medicine.
Barbara Beauchamp then discussed “differences in their perception of different disabilities” within the medical community. She said, “In palliative care that’s extremely important because with the disabled every one of us around the table has a different kind of disability and this has to be accounted for. And I think it makes the medical community’s job in palliative care a little more difficult because they can’t just say ‘here take an aspirin’ or something like that.” She also reiterated the need for healthcare workers to distinguish between physical pain and suffering in dealing with patients in palliative care.
John Seely responded to these commendations of palliative care, as different from a lot of medical care that is based on a linear, cure based philosophy. He said, “I think that palliative care is a philosophy of care that obviously grew out of the care of the dying, but our job now in palliative care is to bring that same philosophy to all of medicine…I think that we need to get away from the technologically oriented focus on cure.”
One table also discussed the pervasive belief that nursing homes are inevitable, and the resistance one faces trying to convince people that it is possible to die at home. The participant said, “We talked about the fact that it’s when you try to talk about alternatives to nursing homes or anything like that that you often get really dismissed. People get angry because it’s like ‘well that’s normal, everybody has to go into a nursing home’ … So it’s really hard to get beyond that and talk about alternatives.”
Irene Feika asked the people in the room to discuss ways of talking about death with someone like her foster daughter who has limited communication, is deaf and has cerebral palsy.

John Seely responded, “I don’t know that there’s any simple answer but there are a number of resources out there. I think that individuals of all ages and all intellectual capacities have an understanding of death and would be able to handle that if done sensitively.”
Harvey Chochinov also responded by emphasising that people with disabilities should be recognized as people capable of grief. He said, “It seems to me difficult to talk about loss and grief without talking about love. If one has the capacity to love, whether disabled or not disabled, then one has the capacity to grieve.” 

Harvey Chochinov then asked John Seely to identify some attitudes that “might create barriers to palliative care on the part of healthcare  providers?”

Seely reiterated the need for education and communication amongst people working in palliative care.

The providers, the physicians and nurses who provide palliative care, are well intentioned and well meaning, empathic, compassionate individuals. But I think they also reflect the biases of society and many of those are implicit and so if we’re going to change the attitudes we need to expose them to individuals with disabilities to hear some of the stories that we’ve been hearing today. I think that’s, to my mind, the most powerful way in which we can begin to change the attitudes.

Adrienne Asch concluded the table discussion with some observations about the institute and the future of the dialogue that was developing there. She said, “I think this has very largely been a way for people with disabilities to speak about mostly the pain of not being understood by the medical profession and it’s been very necessary. And, at least to the extent I can tell, people in the medical profession have listened. Now this is very hard to do, but they have, you have. If I have anything to do with the next version of where to go from here—and maybe I will—I think we can take this model and do much more of it in the United States as well as in other Canadian areas.” She also suggested that the stories shared during the Institute could be used to develop resources to help improve palliative care for people with disabilities. She suggested,

Take a set of questions and a set of cases that have come up in people’s experience and let’s wrestle together… let’s work together at round tables, at workshops, with people from palliative care and people from the disability world to think about how to practically solve the problems that are in the trenches of day-to-day palliative care. Get yourselves ten cases or twenty cases, and work together for a day or two days on how to work with these kinds of problems. You could create a case book. This could be a real publication that people all over the country, all over the world would want. 

1.11 Workshop 2: What is good palliative care for people with disabilities?

Led by Joe Kaufert VP-Net Ethics theme leader and Marcelo Garcia, physician at the Winnipeg regional Health Authority
Joe Kaufert began by explaining that “the mandate of this session is to talk a little bit about what excellent and responsive palliative care would look like for persons with disability, perhaps in a more pragmatic way.” To balance out the discussion Kaufert asked to hear from those in the audience working in palliative care and asked Carol Gill to respond to their answers.  
Pat Danforth began the discussion by outlining what she believed good palliative care for people with disabilities would look like.

In good palliative care, the environment must be totally accessible; that includes wheelchair access, access for persons with hearing impairments and visual impairments, people who are Deaf… We need a space for all persons with all types of disabilities. It’s called universal design. We need a core of volunteers who are knowledgeable about disability and understand the dying process. We need support workers who have been trained to understand disability supports. We need a system that allows the individual to have who they want with them 24/7. Palliative care also needs to be available in the home and in a setting that is not necessarily a hospital type setting. And one of the more important things, nobody wears a uniform. 

Joe Kaufert contributed his thoughts on one of the major barriers to good palliative care for people with disabilities; a lack of exposure to disability perspectives among physicians and other healthcare providers. He said, “One of the things the ethics theme has been dealing with has been the rather limited exposure that at least preclinical students get to palliative care but, particularly to the special issues of disability.” He explained that even though for the past 25 years Community Resource speakers at the University of Manitoba have been presenting independent living issues for medical students disability perspectives, these have not been linked with ethical issues and end of life decision making. In addition, he explained that the VP-Net Ethics theme research with medical students had suggested that they were more influenced by clinically trained teachers. He also explained that when disability modules are presented they can often conflict with other discussions of end of life issues presented by clinically trained instructors.

Rhonda Wiebe expanded on Kaufert’s observations by explaining that other social factors also come into play in ensuring access to good palliative care. Because of these factors marginalized people are excluded from palliative care. She discussed people with disabilities who have been homeless for many years, including people in the end stages of AIDS.

If you've been a street person a lot of your life, moving into a suburban hospice is not necessarily something that's going to feel comfortable for you. There are social access issues that come into play. If you are a person who is HIV positive or has end-stage Aids and you’ve lived in the core area of a city and you go into a suburban hospice, you may find socially there are real rubs that make it very difficult for you to fit in, especially if you're dealing with or enjoying alternative lifestyles. Those people tend to really fall between the cracks and not get any care at all.

She also explained that there are people living in downtown hotels in Winnipeg, where they may have been dying but they could not receive homecare because it was considered a workplace health and safety issue to send homecare workers there. This is despite the fact that “Manitoba Health had placed these people in these hotels for their last days. Those are people that just aren’t on the radar a lot of the time when we talk about palliative care. So good palliative care would include marginalized people as well.” 

Joe Kaufert asked Carol Gill to comment further on the issues of entitlements, economic and otherwise, which she brought up during her presentation. First, she addressed the issue of economic access, and determinants of who gets how much funding based on their needs, as evaluated by an outsider.

There’s the issue of getting funding for the kind of care and options that you need especially when some of those options may be deemed extraordinary by observers who don’t have first hand experience with your needs. But then there’s the day-to-day entitlements, as I mentioned, what about the entitlement to have the time to get support, to transfer out of bed and back when you need to, when in my case such transfers make the difference between you know having pneumonia and not if I’m in a hospital or being able to function and feel once again self determining and in control of my life and my body and my environment, my immediate environment versus not? And so the entitlement to assistance, respectful assistance, adequate time taken to offer that support, these are entitlements that I think can really make or break the experience of engaging with health care.

She used an example of a person she worked with in the end stages of cancer living in a hospital. She explained that the man requested an electric wheelchair as his strength declined; his goal was to remain as active as possible and to be able to go out into the community. His request was turned down on the basis that it was not cost-effective, and the staff believed he should be using a manual wheelchair to keep his strength up. She said “He was just absolutely devastated emotionally by the turn down and the reason was because the one thing he wanted to do until he died was go out in the community and take walks with his wife side by side not her behind him pushing.”

Marcelo Garcia explained that one of the major reasons for a lack of accessibility in palliative care is the expanding range of people who are now receiving palliative care. He explained that “one of the things that we are dealing with is the difficulty of trying to reach people that we haven’t reached before. Not only people who have cancer, but more and more we’re seeing that palliative care and end of life care is extending to people that have different end of life diseases or illnesses. And traditionally palliative care as a movement started mostly among people with cancer, and many programs have focused mostly on oncology patients.” He also discussed the variation in care available across provinces and even from city to city, which creates a barrier to quality care for everyone.

Harvey Chochinov asked Garcia to expand, with concrete examples, on “some of those very real day to day challenges that you know the physicians or the nurses grapple with. I mean what are the sorts of challenges that might cause the team to pause or to stumble or to kind of be confronted with the limits of their abilities or their experience?”

Garcia explained that one of the most difficult challenges of the expanding range of patients they work with is the greater variability in the state of the patients. He explained that with cancer there is usually a fairly linear development of the disease, while with “people with other illnesses at the end of life, especially neurological illnesses and cardiac respiratory illnesses, their course is very up and down. At one moment it appears that things are looking very bad and the team is trying to make decisions about what’s the next step and the next day the person is alert again and everything seems okay again. So it’s dealing with those issues and how much we should be doing when things are not good.” 

He also explained that with some illnesses patients have to adjust to dealing with a whole new team when they have been used to doing things a certain way up until they enter palliative care. He explained;

With people with chronic illnesses that have had other care providers the transition is difficult because sometimes their focus has been different. In palliative care for the most part the focus has been in providing comfort care and not being too active in the sense of trying to find problems, just dealing with the problems as they come. So there’s a lot of things that we don’t do as much, as far as doing much lab work, doing more x-rays or doing certain interventions that probably were done on a regular basis before for patients and once they come to palliative care we don’t do them as regularly.

In response, Carol Gill brought up the situation of many people who have no advocates in their life. She asked;

What about the people who have no advocates? What about the people with chronic conditions and disabilities who have been pretty self-determining, who have been almost ruggedly independent or who have lost family members along the way who were their trusted advocates and who are much more isolated at the end of life? I think we need to think creatively about systems of advocacy and representation for them. To have people who understand life with a disability, to be their ally and representative to the end, in whatever system they’re in.

GIll also pointed out that when you have lived with a disability for a long time you get used to pre-planning and anticipating obstacles, which may make adapting to the ad-hoc, ‘let’s wait and see’ approach described by Garcia difficult to adjust to at the end of life.

Barbara Beauchamp asked Garcia to further explain the approach of palliative care that does not actively anticipate problems, but deals with them as they arise instead. She asked “Do you not take care of the chronic disease and still actively pursue it even if the person is disabled and then at the end of life transition stage?”
Garcia explained that her question brought up the issue of when in life does palliative care begin? He explained, “I guess palliative care is just ‘palliating symptoms’ and you can do that through the whole life. So palliative care doesn’t mean only end of life.” However, he explained that though people may have chronic illnesses, when they have to decide to enter palliative care they no longer expect to live more than six months. He used two examples of renal disease and a chronic neurological disability to illustrate the fact that there is a judgement call involved in deciding when end of life and therefore palliative care begin.

People can go on for many years with chronic renal disease as long as they’re getting dialysis, for the most part. And so what happens many times is we are called when that person decides himself or the family or the team that dialysis is no longer going to be offered. So their life is going to be limited…And usually we get involved at that point. And when it’s a person with a chronic neurological disability it will likely come to a point when that person is not able to drink or eat anymore and it has been decided by the family or the person or the team that that person is not going to be artificially fed and so that life is limited and probably that’s when we would step in.
Don Penny then suggested a vision of end of life care that would fulfill his dream of an independent death, to go along with independent living:

My thought would be, when a person receives a terminal diagnosis, that’s when end of life care should start because that’s basically the start of your end of life journey. And so I would like to see the end of life care start at that point and basically have one team assembled so that, whether it’s inside the home or outside of home, at the hospital or whatever, you have one team while I’m independent and living at home, but just another part of the team at the hospital, well let’s say for the last two weeks or month or whatever it takes to move on. So that’s my dream and that’s my concept of palliative care.
Valerie Wolbert then asked Garcia and Kaufert to explain more about advanced decision making or advanced directives. She explained that she and her husband both have one that their own doctor knows about but which other doctors, who she would see in an emergency, would not.
Rhonda Wiebe responded to the question by explaining the work she has been doing around advanced directives and issues around rights to demand treatment when doctors have declared it futile. She explained that her work has arisen out of controversy surrounding a number of court cases involving people with disabilities in end of life care. 

Rulings have been made that say that it is a physician and a physician’s decision alone to determine whether or not you can continue life sustaining treatment. You can refuse treatment, and that grew out of the sort of death with dignity movement that happened about two decades ago where people felt like they were being used almost as medical guinea pigs and they just wanted to die peacefully. And so they could then refuse treatment. However, if you are a person who wants to have treatment and it has been decided that treatment is ‘futile’ you have no recourse to get that treatment according to the law.

She explained that there were also a number of situations where people have had Do Not Resuscitate Orders placed on their charts “without their consent or the consent of their proxy or family members, and without them even being told that this DNR order had been put on their chart.“ Her work has arisen out of these situations, and court cases that came about as the result of “the devaluing of people with disabilities who were sometimes seen as not viable. That was not necessarily based on an immediate medical condition but on a long standing disability.” To combat this she has developed a document called “A Will To Live” based on the principles that healthcare professionals need to be aware that there is more to sick individuals than their impairment and that that person knows best how to manage their care. “This workbook was put together—and is still in its evolving stages—where people can not only record who they are in a much more holistic sense, but why they want to live and what their care preferences are.” 

Valerie Kellberg then discussed her own fear of social isolation when she is near the end of her life and the need to incorporate the social model into end of life care. She referenced an example from a friend of hers who had an a agency coordinate the contributions that friends and family made to her life, taking care of basic needs and little comforts, until the end of her life. She said this service provided a paid coordinator who connected with all the family and friends to coordinate and support their involvement with her friend. 

It was fantastic because it helped the direct family by taking the pressure off of them having to field innumerable calls and the stress of trying to ask for help from friends. It helped everyone know how they could be supportive without being intrusive and adding stress…I really feel that it would be so valuable to have non paid people around me at times of my life where I need support. So I guess all I’m saying here is ensuring that we’re building in that social model…where it isn’t just about medical and paid resources and institutional services and things. How can we build in the little things and sometimes those are perhaps even harder you know to build in but that they’re needed?
In response to a comment that deciding when life should end “is playing God” and a question about what ‘artificial’ nutrition means, Harvey Chochinov referred to the story Jim Derksen told the day before that demonstrated how, what seems like a “goop” being inserted into a person to an outsider, to the person who is receiving it, the process is simply “breakfast.” He asked the group to consider “is there a time when measures do become artificial? I wondered if there’s a dividing line between artificiality versus non artificiality, it’s whether or not the measure is prolonging meaningful quality living versus prolonging the time that one’s spends dying?”  
Carol Gill responded to Chochinov’s question by rejecting the dichotomy between natural/artificial and developing other terminology instead:

I would vote that we abandon the artificial/natural divide completely and choose another term because I think what you’re describing is a very valid interest in developing terminology for that and developing concepts about that. But I would vote for something more like “intrusive” or “unwanted” or “unneeded” or something like that rather than “artificial/natural” because so much of the lives of people with disabilities have been lives that have been judged “unnatural.”
Gill illustrated the arbitrariness of the distinction between natural and artificial with an example of a talk show host who rejected wheelchair dancing, and claimed ‘that’s not real dance.’ She said, “Well you know we beg to differ. It’s real dance and who can say what’s not ‘real’ and what is? And so I think the artificiality question gets into questions of what’s ‘real,’ what’s ‘valid?’ And those have never served disabled people well unless those standards are extremely expanded.”
Monica Elaine Campbell then touched on three brief but important observations about the discussion up to that point. The first was the need for more “emphasis on the cultural aspects of palliative care. I believe you cannot really separate culture from palliative care but that’s very important.” Her second point was that “grief and bereavement support is part of palliative care. I haven’t really heard very much about that here at the conference and I think that there should be more emphasis on that to ensure that the loved ones who are left behind have the support that they need for grief and bereavement.” And finally, she pointed out that all the discussion about pinpointing when the end of life begins detracts from the point that holistic care should “be part of the general health care.”

Tim McIsaac then brought up the issue of the scarcity of resources, and that in Canada doctors not only make decisions about end of life, but that they make those decisions in the context of scarce resources for healthcare. He pointed out “if we assume that the same perceptions of people with disabilities that exist with respect to education and employment exist in the health care system, I think that that has pretty big implications given the way that our health care system is financed.” 
Joe Kaufert concluded the workshop by responding to McIsaac’s point with an observation from his research on the attitudes of medical students. From interviews and focus groups with medical students he had found that they were very uncomfortable with being placed in the position to make those kinds of decisions about allocating resources:

In some cases they felt uncomfortable with that, but they were being trained pragmatically to work in intensive care or other care situations where they were seen as a decision maker because they had the expertise and the controlled technology. And I know that’s an ambiguous issue for individual clinicians just as it is in terms trying to engage clinicians in the equity issues.

1.12 Workshop 3: Where are we now? What next?

Led by Harvey Chochinov
The workshop was aimed at concluding the Institute by developing ideas for future action and research in palliative care for people with disabilities. Harvey Chochinov asked the participants in the conference to “have a conversation about where your at now with respect to where you started off; are you at a different place and if so, what is that place? And what are the real tangible steps, pieces of advice, recommendations that you might be good enough to pass along to us so that we can take yet further steps forward?”

Chochinov invited Carol Gill to begin the discussion by sharing her final thoughts with the group. She pointed out a central issue in advance directive and living wills brought up in the previous discussion. 

One of the things that I would like us all to explore a little bit more is the ethical responsibilities of palliative care specialists as a group…It’s clear that we have a pretty critical situation here. It’s much easier for people with disabilities to be denied treatment than it is for them to get treatment. I mean that’s a very serious ethical problem and I’m wondering what palliative care specialists a) feel that they need to do about that and b) maybe there are efforts that are underway that I don’t know about.
Gill recommended that palliative care specialists give more consideration to social influences on the decision to enter palliative care; the possibility that a patient has been referred to them not because they are on an inevitable trajectory but because they are not aware of all their options. She asked a question to be explored further in the future:

Do palliative care specialists ever feel that maybe those determinations are made prematurely either because the patient doesn’t know all the options that are available or there’s been some sense that either a health professional or others in the patients’ lives have seen their life differently than maybe they do or disabled peers might? How many times might a palliative care specialist have a person referred to them who has had decisions made for them or they’ve made decisions themselves that put them on a premature course to dying mostly because of withdrawal of supports?

In terms of what had changed in her as a result of this conference she said she was comforted by the knowledge that medical students feel uncomfortable in the position of making decisions about economic resources and life and death. She said “I thought that was a real ray of hope. I hope that one of the reasons they’re uncomfortable is because they either know or they sense that they’re not really experts about everything, and they’re probably not experts about a lot of aspects of my life or the life of other people with disabilities in chronic conditions.” 
Gill made two suggestions for practical action in the future. First she suggested developing “a white paper, a report, training materials that could be part of medical school curriculum or other health professional curriculum.” Secondly, she suggested that either the Canadian Society of Palliative Care Physicians or the American Board of Hospice and Palliative Care Medicine would have interested physicians who could get together and develop some papers or standards that would address inequities and marginalization of disabled people in palliative care.”

The next participant speaking for her table, listed a number of issues they had discussed. The first issue they discussed was the role of technology in the lives of people with disabilities and end of life. She said that the statement that they agreed had had the most impact on them was the idea of using adaptive and assistive technologies or interventions, such as ‘artificial nutrition’ in the same way one regards “the steps into one’s house”: merely a part of and means of living. She also pointed out that technology can be a double edged sword; “in this death denying society we have people are also looking for technologies to be the cure all,” people tend to rely on it to solve social problems that it cannot remedy. 

She also explained that they discussed the need for people with disabilities to overcome a fear of palliative care where it is believed some ‘death making’ occurs. She said, they discussed “finding a way for people to become comfortable and being part of that palliative care perspective.”
In terms of practical steps for the future the table had discussed bringing groups like Hospice and Palliative Care Manitoba together with groups that provide supports for people with intellectual disabilities to create a palliative care program accessible for people with intellectual disabilities.
The next participant, representing his table, related that they were also in a different place after the discussions at the Institute. He admitted “from a personal perspective I’m light years ahead of where I was before I came…I made a monumental decision; when I go home I’m going to get myself a wheelchair because there are things that I won’t do because of fatigue and places I won’t go. But now it just dawned on me that, yeah, if I use a wheelchair I can do all the things I want to do. So this has been very beneficial personally.”
Barbara Beauchamp then related what her table had discussed in terms of future steps to take. She suggested “where we can go now is to have more workshops such as this…Have more lectures for the disabled community. Have them informal or formal it doesn’t matter but they need to take place. We need to have more printed material accessible to us as well as CD’s and videos because these can be used in large groups…that we can get either from the website or the internet or order from libraries. This will help us know more about what is going on.” She concluded with a recommendation to the medical community “to be more aware of all the aspects of palliative care, the cultural, social, physical, emotional, the pain and suffering, and the use of necessary drugs.”

1.13 Wrap up and Reflection by VP-Net Team

Led by Deborah Stienstra and Harvey Chochinov
Deborah Stienstra began the wrap up section by informing the audience about the follow up activities the VP-Net team had planned for the next year. First, she mentioned the intended development of a VP-Net Website where the Institute participants can go to find out more information on the activities being pursued by the research team and any reports or tools that would be developed out of the research and the conference. She also mentioned that the policy theme of VP-Net, in partnership with Jim Derksen, planned to travel across the country doing focus groups in Alberta, Manitoba, Ontario and Newfoundland in 2006-2007. She informed the audience that she and Jim would be returning to those locations over the year “to share the results of the research and to do community forums in each of those locations where we were before.” Finally, she added that another forum was intended for the spring of 2007, hosted by CCD, to talk about some of the critical policy issues that are coming forward during the year and their implications. 
Harvey Chochinov then reflected on how unexpected the success of the Institute was. He explained that the feel and format was very different from a traditional medical conference and “in some ways…it felt historic without being, without trying to be too dramatic and by that I mean  ...I do feel that not only have we personally arrived in a different place, but it seems to me that it really has pushed the conversation forward. And to be honest I really hadn’t anticipated that. I didn’t expect that the project would somehow tangibly feel like it had arrived in a different place than it started off at two days ago. And I think we have lots of people to thank for that.” 

After a number of thanks and recognition of the speakers, audience members and other collaborators on the VP-Net Project and the Institute, Stienstra added a thanks to the Council of Canadians with Disabilities. She noted that with Jim Derksen as an advisor from CCD they had set up the date of the Institute to coincide with CCD’s 6 month council meetings to enable interested members to attend the conference. “Not only did that save us tremendous costs and for that we’re deeply grateful, but I think it allowed such a variety of voices to be heard and I can’t tell you how much that means to me, and I think to our work as a team. It feels like this project just expanded its base of being and I think we have a lot to thank CCD for in this partnership.” Harvey Chochinov concluded by saying that he saw “these last two days as being an important process in the course of that research; finding out in what way the community can help us engage in this dialogue and bring the dialogue further as they have.”



Conclusion

A number of major themes and questions were identified during the course of the dialogue developed at the VP-Net 2006 Spring Institute. It was generally agreed that participants came out of the experience with a new perspective and understanding of the state of palliative care as is relates to the experiences of people with disabilities and other vulnerable populations. The major themes and questions are outlined below.
 “Vulnerability” is socially constructed:

It was argued by a number of the participants, particularly Carol Gill, that vulnerability is not caused by biology: it is psychologically, socially, culturally, politically and economically constructed. She argued that when people do not operate under the social model of disability, detrimental assumptions are often made about people that impact the care they receive.  
Attitudes of healthcare workers and general population:
Assumptions about the lives of people with disabilities both in the general public, the media and among healthcare workers were discussed extensively at the Institute. Some of the assumptions discussed include the belief that the people with disabilities in medical crisis are ‘hopeless cases’; that people with disabilities do not lead full and valuable lives; that people with disabilities are dependent on the assistive or medical devices that they sometimes employ; and that assistive devices are ‘extraordinary measures’. These assumptions come into play when there is a conflict between the opinions of the healthcare worker and the person with a disability in end of life care. 
The power inequality between healthcare workers and people with disabilities was also discussed. Particularly, the ways that the values of healthcare workers can come to dominate those of patients who are often not able to assert their values and be listened to in end of life decision making. As a result, in the current health care system, it is far easier for people with disabilities to refuse treatment or be denied treatment than to get the treatment they need or want.
The need to develop training and information materials for care workers and people in the disability community as well as the general populations, based on the experiences of people with disabilities, to raise awareness, increase comfort with and understanding of disability issues was identified as a necessary future step to combat the impact of negative assumptions. 
Activism from the disability community in bioethics and palliative care was identified as another means of combating the impact of negative assumptions about the lives of people with disabilities. People with disabilities are often reluctant to discuss death and dying because of the fear that this will reinforce the common assumption that disability is automatically linked with death and suffering. However, in order for change to occur in the palliative care system and ensure that people with disabilities and other ‘’vulnerable’ populations are able to live until they die the disability community needs to participate in debates about bioethics, euthanasia and death hastening. 

Communication is essential for good end of life care:
The need for greater communication between the palliative care community and people with disabilities, both as a group and on an individual level, was a major theme of the institute. The culture of the healthcare system, which discourages engagement with patients, was identified as a major obstacle to communication and good end of life care for people with disabilities. In particular the communication needs of the Deaf and hard of hearing were identified as an area where healthcare in general and palliative or end of life care needs to improve due to the lack of information people recieve about end of life care as well as high rates of hearing impairment among elderly populations.
Existential suffering is separate from the experience of disability: 
The issue of the difference between physical pain and existential suffering at the end of life was often discussed during the institute. It was argued that existential suffering is far more difficult for healthcare providers to deal with, and requires greater communication skill than treating an illness. “Colluding” was identified “a big trap in palliative care” which occurs when palliative care workers join in with the patient’s despair and give up on the possibility that they can be helped to find hope in the face of death. 
Identity and language, difference vs. similarities
Communication was also identified as an important step in negotiating the issue of language and identity. Identifying groups of people or communities according to labels such as “the disability community”, the “temporarily able bodied”, or the “palliative care community” was seen to stress difference over similarity and inhibit mutual recognition in the dialogue being developed.  

Some of the participants who work in palliative care at the Institute also discussed the difficulty they experience finding the best language to address the difference between impairment and disability with their patients. In particular the labels “survivor” or the word “vulnerable” were questioned because of the hierarchical relationship between different groups of people that they represent. 

Accessibility and assistive technologies/interventions:
The role of assistive technologies or devices in enabling people with disabilities and people with newly acquired impairments maintain meaning and hope at the end of life was also discussed extensively. It was argued that it is most often the lack of necessary disability related supports that lead people with disabilities to wish to die. a major barrier to good end of lie care identified at the institute as the inaccessibility of palliative care units due to the history of palliative care’s focus on cancer care. The need to provide supports until the end was identified as an important means of improving end of life care to enable people to live until death
The challenge of palliative care for people with chronic impairments: when does end of life begin?
The expanding range of people with terminal illness entering palliative care was identified as a major challenge. Because of its history in the care of patients in the end stages of cancer, palliative care workers have less experience dealing with illnesses with a less linear type of trajectory toward death. This has led to confusion about when ‘end of life’ begins, particularly because it is possible to ‘palliate’ or relieve symptoms throughout one’s life. The decision to stop treatment or to stop treating chronic illnesses is very controversial. It is in this situation where the ‘vulnerability’ of people with disabilities becomes particularly salient if their wishes are not taken into account or the values of the healthcare workers they interact with do not correspond with a social model of disability. 
Valuing the knowledge of people with disabilities in their own healthcare
Most people with disabilities have a lifetime of experience negotiating society with their impairment which gives them a level of expertise about their own body, and the supports they need, which doesn’t get taken into consideration when they go into palliative care. It was argued that this expertise needs to be consulted by healthcare professionals and can contribute significantly to the quality of palliative care for everyone.
Peer support
The knowledge gained from the experience people with disabilities have can be beneficial to each other and help relieve the existential suffering many people experience at the end of life. It was also argued that in end of life care peer support is particularly important for people who have newly acquired disabilities and experience a loss of control in their lives which can be frightening and lead to despair. Peer support can help these people learn to cope and find meaning in the face of such changes. Peer support was also identified as an important source of advocacy for the rights of people with disabilities who can either not speak for themselves or lack the close family ties that many people rely on at the end of their life.
Palliative care is different from the mainstream medical system 
In its emphasis on psychological, social, cultural, and personal experiences of illness, palliative care is very different from the mainstream medical system. It focuses less on cure and more in symptoms, which may also disrupt the routine of people who are used to the mainstream system and expect a more proactive approach to healthcare. Palliative care opposes death hastening and should not be conflated with such activities; the goal is to improve quality of life until death. It was also argued that the approach of palliative care, which is more holistic, should be brought into the mainstream medical system to improve healthcare in general and soften the transition between the two.
Questions:
Two main questions were left to further development in the discussion between the disability community and palliative care. The first was a two part question: When does end of life begin? What causes people to decide to go into palliative care and cease treatment of terminal illness? The second main question to be further developed was: What does a disability perspective have to contribute to good palliative care for everyone?
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