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Jan Browne
Thank You, Rodney, for the invitation to talk about our research. Our research findings on community views about dying have been very well received, including some interest from palliative care health care professionals.
Sarah and I brought complementary skills to our research that explored community views on death and dying. I had worked in palliative care as a nurse, then later as a Researcher. This is Sarah’s first research project on death and dying. Sarah’s research area is community consultation. We also worked with Sarah L’Estrange who is an experienced interviewer.
As a researcher, I noticed that the professional and academic literature on death and dying did not always reflect my personal experience of working with people who are dying. I was astonished to find that most academic researchers did not talk with people who are dying about their personal experiences of dying. Researchers claim that people who are dying are ‘too sick’ and ‘too vulnerable’ to participate in social research. But in my experience, people, no matter how sick and vulnerable, want to talk about their experiences. This includes people who are dying.
Without actually speaking with people who are dying, much research about death and dying is from a professional perspective. I was interested in doing research from the perspective of people who are dying. I felt that their voice needed to be inserted into the debate about dying. I was particularly interested to hear their views on how the health care system could improve services to people who are dying. 
I also wanted to know what “dying with dignity” means to people who are dying. The term ‘dying with dignity’ is often used. Academics use it, professionals use it, people in the community use it. But what does “dying with dignity” actually mean to a person who is dying? How can the community support the dignity of those who are dying?

I was aware that Sarah, who is a colleague and friend, had designed an exciting new way to engage people in community based projects. Unlike your run of the mill token ‘community consultation’ (like those organized by local councils), Sarah’s method involves genuine consultation with people from all walks of life on all sorts of sensitive topics. Sarah had originally developed this method to consult with young people about suicide, then later with people who have a mental illness. I suggested to Sarah that we use her method to consult people who are dying about the issue of dying with dignity. Sarah was very enthusiastic about the idea. 
Sarah and I developed a research proposal, and gained ethics approval. However it was difficult to find an organisation to fund the project. A senior academic colleague offered us some advice. In her view, research proposals need to be “sexy”. She said that dying is not “sexy”. However, with lots of persistence, we were finally funded through an Australian Research Council Small Grant and a Deakin University Faculty seeding grant. Research Matters also donated in kind support for the project. We were on our way! But there was a major hurdle for us to overcome. Very soon after receiving funding for our project on dying, I was told that I had a brain tumour pressing on my brain stem. In an instant, our research on dying had become personal. It is better for Sarah to tell you about this. 

Sarah Russell
We have chosen to begin our talk with Jan’s personal story because it influenced the way that we related to our research project. We both felt a personal connection to each contributor’s story. At times, Jan’s experiences echoed the stories we collected. Based on Jan’s experience of the health care system, we could relate to people’s request for honest communication from health care professionals. For Jan and me, it was just so important. We also identified with the lack of information about services to support people and their families. When Jan was very sick postoperatively, she experienced the health care system, and health care professionals within it, taking control and denying her autonomy. Jan was very glad to have appointed me as her medical power of attorney. She was also glad that she had communicated her wishes while she was well – when she was very sick postoperatively, she was simply not able to communicate her wishes to the medical staff. 

So, going back to the beginning of the story. The GP told Jan that the tumour was most likely malignant. This was before the tumour had been biopsied. Jan was told to go immediately to the Royal Melbourne Hospital’s emergency department. Rather than rush to the hospital, as instructed, we took back some control by having a cup of tea first. When we arrived at the hospital, I recall the triage nurse reading Jan’s letter from her GP, and then turning to me and whispering behind Jan’s back that “this does not look good”. This off-the-cuff simple comment increased my feelings of powerlessness. It was an example of a health care professional making a seemingly mundane comment that caused unnecessary distress. 

Shortly after this distressing encounter with the triage nurse, a neurosurgeon looked at Jan’s CT scans and said “it is possible that the tumour is benign”. Although he made no promises, I will always feel gratitude to him for giving us some hope and treating us respectfully. He talked openly with Jan and me about her condition and the possible outcomes, including the possibility that she may die or live with a serious disability. We asked lots of questions which he answered honestly. He did not bamboozle us with medical jargon or euphemisms. Instead, we had a genuine conversation in which we all shared information. 

There were 10 days between Jan receiving the devastating news and her neurosurgery. It was a very busy time. In between numerous pre-operative medical appointments, Jan squeezed in time to make plans for her possible death. Jan shared her plans with her friends and family. 

I will never forget the night that Jan invited her two adult children and me to dinner. We ate lasagna while Jan described what she would like for her funeral. Her son wrote everything down - eulogy, music, readings and guest list. There was some disagreement about the guest list to the funeral. Jan and her daughter had different ideas about people who had been important in Jan’s life. Jan’s daughter needed to be reminded that they were planning Jan’s possible death, not hers. This was important for the study because it reminded us that families and friends don’t necessarily know what a person actually wants.  Jan also gave her children and sister a copy of her final will and testament. Jan then discussed her cremation, and scattering of her ashes. She suggested scattering her ashes in my vegetable garden. I was in such a state of shock by the honest and direct way that Jan was dealing with her possible death that I could not get my head around the idea of Jan fertilizing my tomatoes. In the end, Jan settled on a place that was special to her – a  mountain near Ballarat. 

Once Jan had finalized her will and funeral arrangements, Jan made plans for the possibility that she may survive the surgery, but be severely incapacitated. She asked me to be her medical power of attorney. This was quite a big ask, but I agreed that my nursing background as an x ICU nurse put me in a more informed position to make medical decisions than her children or other members of her family. So, we filled out the necessary paperwork, then went next door to get our signatures witnessed (even though it was 10pm at night). As you may appreciate, there was a sense of urgency to have all the legalities finalised.

As her medical power of attorney, I needed to know Jan’s exact wishes. We talked at length about what Jan wanted in terms of medical treatment. Jan did not want to be kept alive on a machine if her prognosis was poor, although she wanted to be treated actively until doctors were confident that her prognosis was poor. 
Interestingly, many people who contributed to our research described talking with family and friends about wills, funerals, burials, cremation and where they wanted their ashes scattered. However, apart from several members of the voluntary euthanasia society, few participants described documenting advanced directives or appointing a medical power of attorney. Many people expressed concerns about whether or not a living will was a legally binding document that would be honoured by health care professionals. In Jan’s case, it never occurred to us to document her wishes in a living will. We both felt that having me advocating on Jan’s behalf would be sufficient. In hindsight, it may have been better to have also documented these wishes as a formal advanced directive.

As it turned out, the surgery went very well, and the tumour was found to be benign. We all felt relieved to see Jan conscious after her surgery. However, 12 hours later, Jan experienced a cardiac arrest. As her medical power of attorney, I received the dreaded 2am phone call. The medical staff were not sure why Jan’s heart had stopped but they insisted that Jan needed an emergency permanent pace maker NOW.
During the next 24 hours, I felt like I was holding back a medical tsunami. I would not give consent for the permanent pacemaker until they investigated the reasons for Jan’s heart stopping. To be able to make an informed decision about the best treatment, we needed information, preferably information based on up-to-date knowledge. The doctors wanted Jan to give consent for a pacemaker, but they were unable to provide information to convince me, her medical power of attorney and advocate, that a permanent pacemaker was needed. The resident doctor became extremely exasperated with me, but, in the end, investigations showed that Jan did not require a permanent pace maker. So I was glad that I held my ground.

This pacemaker episode demonstrated the importance of having access to reliable information. Many people in our study said that better access to information would have enabled them to have more control during the dying process. Feeling informed was important to having a sense of control when things felt “uncontrollable”.   In many cases, people described the health care system taking over and health care professionals making decisions against people’s wishes.
Jan’s recovery during the past 12 months is another story for another time. But as you can see, she has made a great recovery. It is worth noting that while Jan was recovering, we were also collecting stories about people’s experiences around death and dying. Many of these stories concerned people around Jan’s age with brain tumours.  The only difference was that their brain tumours were malignant. Jan will tell you about how we collected our data.
Jan Browne
We invited people to tell us about where and how they wanted to die. One hundred people from many different walks of life accepted our invitation. Many also shared their experiences of another person dying.  The experience of another’s death often influenced how they thought about their own death. For example, some people said that they had joined the VESV after being with someone while they died. 
We found that people were grateful for the opportunity to reflect and talk about their wishes for their own death. The fact that so many people talked so openly with us about dying, and wrote such detailed and heartfelt emails, suggests that death and dying are no longer considered taboo topics in some sections of Australian society. However, we did not collect any stories from indigenous people or young Australians. We also only recruited a few people from different cultural backgrounds. 
As a result of people’s willingness to share their views and experiences, we collected a vast amount of data on a range of different topics. This data was analysed and documented in our report “Talking about dying”. For those of you who have read the Report, you will appreciate that we can not do justice to all the material in the report in our talk here today. However, it must be noted that much of the data that we collected is critical of the contemporary health care system and professional behaviour. Our responsibility as researchers was to provide an accurate and honest account of this data.

Soon after our report was released, a palliative care physician emailed Research Matters to suggest that our sample was biased. He stated that our method of self selection –  in which we invited people to contribute to the research by telling us their views – was more likely to encourage those with positive or negative, but not neutral, views to participate. However, we found that most stories were neither all good nor all bad. Instead, most stories contained both positive and negative aspects. 
In talking about dying, most people say they want to die with dignity. However, in our data, few people described another person as dying with dignity or dying without dignity. Instead, they described moments of dignity and moments of indignities. We also found that there are many different understandings of what dying with dignity means. Sarah will talk more about these different understandings of dying with dignity.
Sarah Russell
We all refer to the notion of “dying with dignity” as though the concept of “dying with dignity” is a universal and consistent one. We found that “dying with dignity” means different things to different people at different times. These different and dynamic understandings of dying with dignity have implications for the way professionals deliver health, social, emotional and spiritual care to a person who is dying. There is certainly not a one size fits all approach.
On page 20 of the report, there is a table that documents 16 different factors that may contribute to an individual’s notion of “dying with dignity”. As you can see, this is quite a comprehensive list. Take for example the factors “To maintain control” and “to be able to make choices”.  I suspect most people here today would feel very strongly about staying in control and making informed choices based on up-to-date and honest information. However, there were other people in our sample who prefer to rely on health care professionals to make informed decisions on their behalf. This difference in expectation of the role of health care professionals highlights the importance of health care professionals respecting individuality. It is important that they DO NOT assume that people want health care professionals to make decisions on their behalf.
According to the stories that we collected, health care professionals often make assumptions about what people want and need when they are dying. Although most health care professionals act in what they consider to be the best interests of the person who is dying, their perception of “best interest” is often from the professionals’ perspective, not the person themselves or their carers’ perspective. It is important to remember that while health care professionals have expertise in medical care, people who are dying and their family and friends are experts about their own lives. 

Most people in our study knew what they wanted, and what they did not want. However, people said that health care professionals were not responsive to their individual circumstances and their changing needs. They wanted health care professionals to really listen to what they have to say about what they want. They also wanted health care professionals to act on this information.
As we delved further into this notion of dying with dignity, we became concerned that an increased reliance on health care professionals for physical care often results in a loss of dignity.  Jan will talk about the loss of dignity that occurs much too often when people are dying. 
Jan Browne
According to the literature, people bring their own dignity to their death. We agree that health care professionals can not confer dignity to people who are dying. However, they can ensure that people die without indignity. 

In the table that documents different factors that may contribute to an individual’s notion of “dying with dignity”, we also give examples of how dignity was often compromised through various “indignities”. These examples of indignities were systemic – caused by the constraints of the health care system – and interpersonal – caused by poor professional behaviour. These indignities suggest a need for health care professionals to focus attention on human values such as respect, kindness, compassion and thoughtfulness.

Although our list of indignities includes many serious issues related to health care professionals and the health care system, there were also a number of indignities that may seem rather mundane. Believe me, these mundane matters matter. For example, when health care professionals choose not to use a person’s preferred name or choose to use an incontinence nappy rather than take someone to the toilet in a wheelchair, it causes unnecessary compromises to people’s dignity. 
A common cause of indignity was due to the poor management of pain during the dying process. The differences in pain control were quite remarkable – some people described sophisticated drugs that relieved pain, while others described unrelieved excruciating pain. It is not clear whether different levels of pain indicated differences in disease processes or in clinical management. 
Some people explained the poor pain management by suggesting that GPs may not have the experience and knowledge to manage high levels of pain. This may well be true but people also described unrelieved pain while being treated in hospitals and hospices. 
When people described the types of indignities that they or someone else had experienced, there was often a degree of anger and sadness associated with the indignity.  This anger prevented some people from living while they were dying. Also, this anger and sadness often lingered long after the person has died. In some cases, family members wrote letters of complaint to health care professionals, health ombudsman and the coroner. These letters of complaint prevented some people from grieving.
Hearing stories about the various ways people’s dignity was compromised was distressing for both Sarah and myself. Fortunately, towards the end of the project, we also collected an uplifting story. The story began with a woman who phoned to tell us about her friend who had died in a small country town. This story led us to a much bigger story about a small rural community where the people not only knew where and how they wanted to die, but were also prepared to work together to make it happen. 
Sarah will conclude our talk by telling the story of Robinvale’s facility for people who are dying and their families.  
Sarah Russell
We found that most people want to die at home, surrounded by people and things that they know and love. However people often said that they do not want to be a burden on their family and friends. So rather than choose to die at home, many people told us they would prefer to die in hospital. This indicates that many people are not aware of their options such as community based palliative care and hospices.

In small rural communities, there are often even less options. People who are dying often have the choice to die at home with predominantly family support or die in hospital/hospice in a regional centre often many miles from home. People in Robinvale did not want to continue to be transferred to hospitals in Melbourne or hospices in Bendigo, Mildura or Ballarat when they were dying. They wanted people to die in their local community surrounded by family and friends. They wanted people to have the choice to die in their own environment while being supported professionally. 
A local woman, Cas Driscol, wrote numerous letters to health bureaucrats and politicians about providing such a facility. These letters were largely ignored. She was told that it was “more economical” to operate large, clinical hospices with twenty or so beds. Health bureaucrats did not see the value in supporting a small community facility that would help people to die in a familiar, homely environment. 

Rather than feeling deterred by this lack of government support, Cas and other local women began to fundraise. The fundraising began with a raffle for a hobbitex table cloth. Later there were lamington drives, cake stalls and many other raffles. Their local politician supported their fund raising efforts. He even made a promise to them – if they raised $25,000, the government would provide $75,000. This non-core promise is yet to be honoured.

Rather than wait a life-time for the government’s financial support, Cas began writing letters to managing directors of Australian companies. She found their addresses on the backs of tins, jars and packets in her pantry. On the back of each envelope she wrote: “Dreams really do come true, especially when it comes to people who are dying”. 

Unlike her letters to health bureaucrats and politicians, these letters received overwhelming support from senior executives in private industry. They not only replied promptly and courteously to her letters, they also gave generous donations. 
The letters began a long period of successful fundraising in the local area. In one instance, Cas noticed an advertisement on the back of her husband’s farming magazine for a smart Yamaha motorbike. She wrote to the CEO asking for him to donate the motor bike so that she could raffle it. A few days later, he phoned her back to say that he would take her request to a board meeting which was meeting that afternoon. Cas sat by the phone with her fingers crossed. He phoned back to say that they had decided not to donate a bike. Cas was understandably disappointed. But he then went on to say that the board decided to save Cas the trouble of selling all those raffle tickets. Rather than give Cas the bike, Yamaha donated the value of the bike – around $20,000. 

At last count, this rural community had raised $180,000. With this money and a large workforce of voluntary tradesmen, and heavily discounted supplies, they began to build a community facility for people who are dying and their families. 

The community facility was opened in 2001. It is beautifully furnished and there is a lovely garden area. It has two bedrooms, both with state-of-the-art hospital beds (which were both donated). There is an open plan living area with comfortable couches and a large dining table. There is also a well equipped kitchen with a life-time supply of tea and coffee (which was also donated). 

The community facility was intentionally attached to the local hospital so that patients could receive professional care while living in a homely environment. Unfortunately, workplace issues have made it difficult for nurses to care for patients in the community facility. While these workplace issues remain unresolved, health care professionals rarely offer the community facility to people who are dying, though families are sometimes offered the facility. Instead, District Health Care Service staff use the ‘Palliative Care Suite’ as a venue for their meetings. For all those who worked hard to make dreams come true, and all those who donated money in good faith, it is disappointing that the community facility is currently not being used for the purposes for which it was built. Without operational funding for nursing services, the state of the art hospital beds and other equipment that was kindly donated will continue to remain unused.
Jan Browne
The example of Robinvale highlights the fact that people want to be cared for within a homely environment, but not always their own home. It is therefore essential that communities become involved in the design and implementation of services for people who are dying. Although professional expertise is valued, people in Robinvale (like many others) want to have choices and control of their end of life decisions. The example of Robinvale highlights the obstacles people face when trying to play an active role in end-of-life decisions.
Many important decisions around dying are currently made by health care professionals, health bureaucrats and politicians without sufficient consultation or respect for people in the community’s wishes. Our project shows that consumer participation and community engagement processes are an effective way for people to talk about death and dying. It also shows that engaging communities in discussions about death and dying provides information that can assist the development of more appropriate services for people who are dying and their family and friends.
Thank you all for listening. We would be interested to hear any comments or questions.
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