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Abstract 

Government policy decisions increasingly revolve around technological 

innovations. The issues surrounding these decisions are technical in nature, but also 

social, economic and ethical. This thesis examines how lay citizens can effectively 

become involved in technology policymaking. 

A 'citizens' jury' on xenotransplantation is examined here on the basis of 

fulfilling the 'double role' of Participatory Technology Assessment (PTA): to encourage 

deliberation and learning about new technologies, as well as to improve policy decision

making about them. The citizens' jury process educates a group of lay people (15 in this 

case) by providing background information, access to a panel of experts, and time to 

discuss the issues amongst themselves. The group then makes policy recommendations to 

government. 

The lay participants became highly informed on xenotransplantation issues and 

were able to make useful policy recommendations. The process encouraged consensus 

building and respect, and influenced Health Canada's public involvement programme. 
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Our problem can then be stated as one of the relation between technology 
and democracy: how can the problem of technical control be brought within 
the range of consensus of acting and transacting citizens? 

Jurgen Habermas, Technical Progress and the Social World, 1971 
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Chapter One - Introduction 

Government policy decisions increasingly revolve around technological 

innovations. The framework of issues surrounding these decisions can be quite complex, 

involving a host of economic, social, legal, and ethical considerations, on top of the 

technological questions at its base. The role the general public plays in this process is of 

increasing concern both to government policymakers and to members of the general 

public. From the public perspective, citizens feel they deserve to sit at the policy-making 

table because decisions made about new technologies ultimately have an impact on their 

lives (OECD, 1979), and beyond that, because good democratic practice necessitates it 

(Fiorino, 1991). Governments, too, are looking for ways to include lay people in the 

decision-making process, as their exclusion is in part responsible for escalating 

legitimacy and accountability concerns (Juanillo & Scherer, 1998). Recognizing this need 

for public participation in technology decision-making leads directly to the question at 

the basis of this thesis: how can lay citizens effectively become involved in complex 

technological policy decisions? 

Over the last 15 years, a potential solution to this question has emerged through 

the development of Participatory Technology Assessment (PTA). PTA describes a family 

of participation methods that are based on deliberation and discussion between various 

groups of social actors, many of whom are absent from more traditional, expert-driven 

assessment procedures. These actors include representatives from special interest groups, 

non-governmental organizations and other stakeholder groups, as well as members of the 

general public acting in their capacity as citizens. Technology assessment involving this 
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latter group is known as public PTA, and serves as the focus for this thesis. The type of 

public PTA examined here is the citizens' jury. The goal of the citizens' jury process is to 

provide input into public policy formation from the perspective of the "ordinary" citizen, 

i.e. a member of the general public with no special interest in the issue under discussion. 

The jury process provides resources for learning about the issues, gives the jury (15 in 

number in this case) time to reflect on those issues, provides a forum in which the jury 

can deliberate amongst themselves and with experts, and in the end produces a report of 

recommendations for government policy makers. A key component of the procedure is 

the "charge" to the jury, the policy question the jury is being asked to address. It 

becomes the focus of the deliberation sessions and provides the framework for the jury's 

final report. 

Assessment methods such as the citizens' jury act as a complement to more 

traditional, expert-oriented TA, where the lay citizen does not play a central role. 

Institutionalized in the Office of Technology Assessment (OTA) in the U.S. during the 

1970s, traditional technology assessment is based on the idea that scientific and technical 

knowledge can be used to predict the adverse consequences of new technologies, thereby 

enabling us to avoid them. The resulting reports are highly technical in nature, written by 

experts for an intended audience of other experts, with little or no involvement from lay 

people (Mayer & Guerts, 1995). Like classic TA, methods of PTA attempt to forecast 

impacts of technology, but they also act to stimulate public debate and to integrate a 

variety of viewpoints into the assessment process. This means that the values and 

informal lay knowledge of non-experts become important components of managing 
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technological systems. The EUROPTA (European Participatory Technology Assessment) 

project, a seven-nation comparative study of PTA methods in Europe, concluded that 

PTA "has a double role in, on the one hand, providing a playground for deliberation and 

exploration and as a means of social learning and, on the other, in aiming at improving 

(and thus, implicitly, influencing) decision-making" (Butschi & Nentwich, 2000). 

Research Objective 

The objective of this research is to examine this 'double role' of PTA in a 

Canadian context. In Europe, PTA methods have been popularized in practice since the 

1980s, and yet little theoretical and empirical analysis has accompanied their 

implementation (Kluver et al., 2000). In October 2000, the EUROPTA team released a 

study of PTA practices in Europe in the hopes of advancing the understanding of the role 

participation can play in the technology assessment process. Seeking consensus through 

dialogue is not a common feature of the Canadian political culture, and in fact the first 

PTA project run in Canada occurred only two and a half years ago in March of 1999 

when a citizens' conference on genetically modified foods was held in Calgary (Einsiedel 

& Eastlick, 2000). A citizens' conference (more often called a consensus conference) is a 

process similar to the citizens' jury, one where a small group of citizens leams about a 

given technological issue, engages in discussion with experts in the field, and develops an 

assessment of the key issues. 

Experience gained from this first Canadian PTA event guided the choice of PTA 

method and technology topic for this thesis project. The citizens' conference was 

successful in terms of creating informed citizens, stimulating debate amongst citizens and 
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between citizens and experts, and producing useful recommendations for government. 

Could it be replicated as a small-scale, local initiative? The citizens' jury method requires 

far fewer resources (human, time and information) than the consensus conference, and 

thus could be run on a more limited budget. 

The citizens' jury under investigation here was held in Calgary in November of 

2000. The topic of the jury was xenotransplantation, the transfer of organs, cells, and 

tissues from animals into humans. Again, experience from the citizens' conference on 

G M food offered guidance in the selection process. Most of the policy issues the citizens 

discussed in the G M food conference had already been legislated, which led to frustration 

on the part of participants as their recommendations could not be linked to any 

forthcoming policy decisions (Einsiedel & Eastlick, 2000). When deciding on 

xenotransplantation for the technology topic in August 2000, a key factor was that 

legislation on xenotransplantation had not yet been set. The ministry responsible for 

overseeing the regulation of this technology, Health Canada, was in the early stages of 

policy development, increasing the possibility that public input would have an impact. A 

second factor was that the Minister of Health declared publicly a strong interest in 

obtaining public opinion on xenotransplantation issues (Health Canada press release, 

2000). Health Canada was in the midst of creating its own Public Involvement Plan and 

the results of an exterior xenotransplantation public consultation could provide some food 

for thought for the department's planners, and possibly influence the broader national 

plan. 
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Research Questions 

As mentioned above, this thesis will examine the citizens' jury on 

xenotransplantation in terms of the 'double role' of PTA described by the EUROPTA 

research team. The first role involves the ability of the citizens' jury to create an arena for 

deliberation and learning. Methods of PTA are practical expressions of the concept of 

deliberative democracy. In the ideal case, all interested groups of citizens are represented 

in the proceedings, and each participant within the process is granted equal opportunity to 

contribute to the debate as it evolves (Webler, Renn et al., 1995). Deliberation allows 

participants to gain understanding of the issues and each other's opinions and helps the 

group strive towards a consensus on recommendations for the government. The second 

role that PTA plays is to impact the decision-making process, in either a direct or indirect 

manner. A direct impact would be a palpable influence on the final policy decision; for 

example one of the public panel's recommendations would be incorporated into the 

legislative framework. Indirect impacts would be things such as an increased awareness 

of the citizens' jury method itself, stimulation of wider public debate, and more 

communication between experts/scientists and members of the public (Butschi & 

Nentwich, 2000). Applied to the specific case of the citizens' jury on xenotransplantation, 

these conditions are spelled out in the following three research questions: 

1) Does the citizens' jury provide an opportunity for fair deliberation among 

participants? 
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2) Does the citizens' jury promote learning about the issues surrounding 

xenotransplantation, and does it promote a mutual understanding of the 

opinions of all the participants? 

3) What impact does the citizens' jury have on the policy-making process for 

xenotransplantation in Canada? 

A case study approach is used to analyze the citizens' jury process and search for 

answers to these questions. Case studies are appropriate for projects like a citizens' jury 

because the investigator has little control over the events, and the process under study is 

embedded within a real-life context (Yin, 1994). 

Despite more widespread calls for public participation in decision-making, 

programs for evaluating citizen participation methods are few and far between (Rowe & 

Frewer, 2000). Armour (1995) notes that "as to the merits of the citizens' jury's 

recommendations and the degree of influence the jury process has had on decision

making processes, there is a noticeable lack of research that would enable any assessment 

to be made." Without such assessments, she contends, the citizens' jury will remain a 

unique approach to public consultation as opposed to becoming a part of standard 

government procedure. In her evaluation of two citizens' juries in the U K , Barnes (1999) 

says that a key starting point for assessing the broader contribution of the citizens' jury 

process is through its actual practice. Using the citizens' jury on xenotransplantation as 

its base, this thesis will pilot a PTA evaluation framework. Subsequently, it will comment 

on the citizen jury's success as a PTA method as well as discuss the broader implications 

for public participation. 
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Methods of public involvement are not 'one size fits all ' (Rowe & Frewer, 2000). 

The citizens' jury will not always be the most appropriate choice of consultation method. 

Different topics, different political cultures, different contexts require different modes of 

consultation. The context of this thesis is to explore the appropriateness of the citizens' 

jury for the topic of xenotransplantation, and as a small-scale, local Canadian initiative. 

Thesis Roadmap 

This section will outline the content of each chapter of this thesis: 

Chapter Two paints the social, scientific and political backdrop into which the 

citizens' jury fits. It outlines for the reader the scientific and ethical issues that must be 

dealt with when determining policy on xenotransplantation, and provides a timeline on 

xenotransplantation discussions in Canada. In Chapter Three, the focus shifts to 

providing a history of traditional Technology Assessment. This is followed by a critique 

of traditional TA and the reasons for the development of Participatory Technology 

Assessment (PTA). Next, the chapter gives a background on the citizens' jury process 

itself, how the process works and where it got its start. Chapter Four describes the 

concept of deliberative democracy as a theoretical basis for participatory modes of 

consultation, and surveys the somewhat limited literature on public participation 

evaluation. It synthesizes these ideas to form a framework for evaluating deliberative 

models of participation. The xenotransplantation citizens' jury case study is detailed in 

Chapter Five, from the planning stages through to sending the final report to Health 

Canada. After this, the case study methodology used for analysis is described. Chapter 

Six comprises the analysis of the case. Utilizing the framework set out in Chapter Four, it 
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evaluates the effectiveness of the citizens' jury in its 'double role' of stimulating public 

debate and improving policy decisions. Chapter Seven sets out the conclusions drawn 

from the analysis, describes the limitations of the study and provides recommendations 

for further research. 

This thesis looks at some basic, yet highly contentious issues around the 

involvement of the lay public in government decisions. Who should participate in 

consultations? When should they be held? Who decides? Canadians are becoming more 

and more dissatisfied with the way their governments consult the general public, resulting 

in higher levels of skepticism and cynicism. This study investigates the citizens' jury as 

one approach to citizen participation that can deal with this dissatisfaction, and make 

public participation a win-win situation for both government and the citizenry. It can be 

positive for lay citizens because it allows their voices to be heard, but also positive for the 

institutions responsible for implementing the decisions because it enhances their 

credibility and trustworthiness (Turner & Wynne, 1992), as well as making the decision 

more socially acceptable (Renn et al., 1993). 
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CHAPTER TWO - Context of the Citizens' Jury 

Xenotransplantation may be on the brink of clinical success, and in Canada, the 

government is intent on writing policy as soon as possible before it receives applications 

from industry to run clinical trials. The responsibility for writing legislation falls on the 

Blood, Tissues, Organs and Xenografts (BTOX) policy unit at Health Canada. The unit, 

under direction of the new Biologies and Genetic Therapies Directorate (B&GT), is 

developing a policy framework "to address the safety, efficacy, ethical, and regulatory 

issues surrounding the potential use of xenografts" (Health Canada, 2000). Health 

Minister Allan Rock has committed to have this policy encompass the views of 

Canadians, declaring that "the views of Canadians will help to guide the future 

development of government policy on xenotransplantation in Canada" (Health Canada, 

2000). In this chapter, I will introduce the science of xenotransplantation and provide a 

synopsis of the scientific, social and ethical issues that policymakers are dealing with. 

The policy context will be described next, with emphasis on Health Canada's public 

involvement plan (PIP), the schedule for legislation and how the citizens' jury fits within 

it. 

What Is Xenotransplantation? 

Xenotransplantation is defined as the transfer of living organs, tissues or cells 

from one species into another, and was derived from the Greek word "xeno" meaning 

strange or foreign. For the purposes of the citizens' jury, the term was used specifically to 

mean transplants from non-human animals to humans. Some of the organs, tissues and 

cells being used or proposed for transplantation into humans from animals are neural 
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cells, skin grafts, livers, kidneys, pancreatic islet cells and hearts. These organs, tissues 

and cells are known as xenografts. 

Why Xenotransplantation? 

Xenotransplantation has been proposed as a solution to a severe, worldwide 

shortage of human organs for transplant. Paradoxically, the desire to use animal organs 

arose from vast improvements in human-to-human transplantation techniques. 

Advancements in tissue typing and the creation of effective immunosuppressant drugs (in 

the 1970s) helped to solve the problem of rejection and now make it possible to 

transplant more than 20 different organs, including heart, lung, skin and bone, with 

survival rates continuously improving. However, these medical successes have resulted in 

an increased demand for transplantable organs, a demand that cannot currently be met by 

using human donors alone. In Canada, the Canadian Organ Replacement Registry 

(CORR) reports that there were 1,577 organ transplants performed in Canada in 1998 

(Canadian Organ Replacement Registry, 2000). However, that same year there were 

3,246 Canadians on the waiting list, meaning that less than half of those in need received 

a transplant. In Canada, as well as internationally, waiting times for organs are only 

increasing, as are the number of people dying while on waiting lists for transplants 

(OECD, 1999). Xenotransplantation has been proposed as one solution to meet the 

increasing demand. 

In April of 1999, the Canadian government's Standing Committee on Health 

released a report on organ and tissue donation in Canada (Volpe, 1999). The committee 

was asked to consult stakeholders and consider what role the federal government should 
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play in developing safety and process standards for organ and tissue donations. The 

report recommended other solutions (besides xenotransplantation) to the organ shortage 

problem such as increasing human donor rates, improving the national transplantation 

network, and promoting lifestyle changes. But the shortage is so severe that many believe 

that these changes would not be sufficient to meet the need for organs (CPHA, 2001). 

With respect to xenotransplantation, the committee's report called for more informed 

public debate, and advised that no clinical trials be approved until xeno regulations are in 

place and are enforceable. 

The Scientific and Social Issues 

Xenotransplantation procedures raise a myriad of social, scientific and ethical 

concerns. The most-often cited concern is the possibility of disease transmission from the 

donor animal to the human recipient (Daar, 1999). This transfer of disease across the 

animal-human species barrier is known as xenozoonosis, and some scientists suggest that 

xenotransplantation "could lead to an infection that spreads to the human population, 

possibly not unlike the AIDS epidemic" (Bach, 1999). There is a great deal of uncertainty 

in calculating the probability of an infectious disease transfer because there are so many 

unknown factors. A xenograft may penetrate natural barriers to disease infection. Or 

immunosuppressants may weaken the patient's immune system to such an extent that the 

patient becomes more susceptible to disease (Bach et al., 1998). Or organisms that are 

harmless to the animal donor may turn out to be quite pathogenic to the human recipient 

(OECD, 1999). There is also the possibility that infections could lie within the human 

recipient for years and therefore be spread throughout the human population before 
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they're detected. In short, there are so many unknowns that there is no way to accurately 

predict the chance of zoonotic infections being manifested in human populations (Allan, 

1999). These unknown risks are characteristic of Ulrich Beck's (1992) "risk society". 

Beck believes that modernization has introduced a new breed of risk into our lives such 

that "the unknown and unintended consequences come to be a dominant force in history 

and society" (Beck, 1992, 22). Increasingly, the hazards we deal with are not visible or 

perceptible to the naked eye, but require "the 'sensory organs' of science - theories, 

experiments, measuring instruments - to become visible or interpretable as hazards at all" 

(Beck, 1992). In the risk society, "risks are no longer tied to their origin, but endanger all 

forms of life on this planet" (Beck, 1992). The risks from xenotransplantation symbolize 

this shift, as the risks inhabit the world of scientific theory and the potential disease 

transmission is not isolated to the site of a transplant operation, but can hypothetically 

spread over the entire globe. 

Another issue decision-makers must deal with is choosing which animal species is 

the most appropriate to use for donor organs. In terms of compatibility, non-human 

primates such as chimpanzees are the preferred source because their organs are similar 

enough to ours to reduce the risk of hyperacute rejection, an immediate immune reaction 

which rejects an organ within minutes of transplant (LaPrairie, 1999). At the same time, 

however, the genetic similarity of primates to humans increases the possibility of disease 

transmission and thus decreases their desirability as donors. The strong emotional 

attachment many humans have for primates makes using their organs even less desirable, 

as does their limited numbers (some are on the endangered species list) (CPHA, 2001). 
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Pigs, on the other hand, have organs of a compatible size to humans, they breed quickly, 

and there has yet to be a case of a serious infection spreading from pigs to humans (Daar, 

1999). To further enhance their desirability as donors, pigs are being genetically 

engineered to produce organs that are more easily accepted by the human immune system 

(OECD, 1999). 

One cannot overlook animal welfare issues when discussing xenotransplantation. 

Opponents object to xenotransplantation from a speciesism perspective, challenging the 

assumption of human superiority over all other species, that animals are here to be used 

to suit our own interests. Singer (1992) argues that animal species should be given 'equal 

consideration' to humans, meaning that i f an animal experiences pain, this matters as 

much as a human feeling pain. Core beliefs about the value of life inevitably clash in 

issues of animal welfare, beliefs that most often cannot be reconciled. However, even i f 

one accepts the use of animals for food, clothing and medicine, the idea of genetically 

modifying pigs with human genes raises new ethical questions. Do we want human genes 

in animal species? In addition, these source pigs will also need to be kept in a disease-

free environment. In extreme conditions, this might mean that piglets are born by 

cesarean section and are raised isolated from other piglets (Therapeutic Products 

Programme, 2000), and depending on the process used to create these transgenic pigs, the 

number of piglets actually born with the desired human gene might be quite low. What 

will be done with these 'surplus' piglets? 

Another source of concern is that xenotransplantation "seems to transgress those 

boundaries which define us as human, and so challenge and threaten our identity" (Daar, 



14 

1999). What are the implications of having an organ or tissue from an animal fused into 

our living selves? There is the potential for a shift in a patient's relationship with his/her 

body and with animals in general and at this time there is no way to determine the 

possible adverse psychological effects (Daar, 1999). There is evidence in human-to-

human transplants of recipients identifying with some real or imagined qualities of the 

organ donors, but this has yet to be investigated in animal-to-human transplants (Daar, 

1999). 

Informed consent is another stumbling block in accepting xenotransplantation as a 

medical procedure because it puts the wider population at risk, not just the individual. 

This is further complicated by the fact that recipients will need life-long surveillance 

(because of the need for lifetime immunosuppression) as will their families and close 

friends (because of the infectious disease risk). Is this an invasion of privacy? When a 

patient agrees to an entire lifetime of surveillance, can he/she fully understand the 

implications? The search for answers to these questions continues. 

A l l of these previous concerns must also be discussed in the light that there have 

yet to be any successful whole organ xenotransplants. This begs the question of whether 

it is worth taking the risk for a benefit that is not certain to materialize. Furthermore, is it 

a procedure that scarce health care resources should be spent on? The relative importance 

of xenotransplantation in the health care system as a whole must be discussed before a 

decision is made on whether or not to go ahead. 
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Government Consultation Activities 

Health Canada has held numerous meetings to discuss different viewpoints of 

xenotransplantation. In November 1997, the Therapeutic Products Programme (TPP) 

sponsored a National Forum on Xenotransplantation in Ottawa. This Forum represented 

the first national consultation on the scientific, ethical and regulatory issues surrounding 

xenotransplantation. Participants included professional associations, transplant recipients, 

scientists, health professionals and specialists in the areas of transplantation, disease 

transmission, ethics, law, animal rights and veterinary medicine. The Forum summary 

report included several important recommendations, such as the need to inform the public 

about xenotransplantation, to involve the public in the policy development process and to 

develop safety standards that can be used to regulate xenografts i f and when they are 

approved for use in Canada. 

The predecessor of the Biologies and Genetic Therapy Directorate, the 

Therapeutics Products Programme (TPP), established an Expert Working Group on 

xenotransplantation, comprised of experts in the areas of transplantation, infectious 

disease, veterinary medicine and ethics, to develop a safety standard for 

xenotransplantation. In July 1999, the TPP released for public comment the draft 

Proposed Standard for Xenotransplantation, which identifies important issues that should 

be addressed to ensure the safety and effectiveness of xenotransplantation. 

In March 1999, the TPP conducted a public opinion survey as an early scan of 

Canadians' level of knowledge of xenotransplantation and their interest in participating in 

the decision-making process. The survey indicated that sixty percent of respondents 
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wanted to be involved in some way (e.g. be kept informed, be invited to comment, or be 

involved in meetings). The TPP then developed a Public Involvement Plan for 

Xenotransplantation and sponsored a Planning Workshop, in April 2000, to obtain public 

input on the plan. The workshop brought together a broad range of people interested in 

and affected by xenotransplantation, to discuss elements of the Public Involvement Plan, 

including the formation of a Public Advisory Group and processes to broaden awareness, 

information/education and dialogue of xenotransplantation among Canadians. The 

Canadian Public Health Association, a. non-pro fit voluntary association, was funded by 

Health Canada to form the Public Advisory Group (PAG). The PAG's first meeting was 

held in October of 2000. The PAG's mandate is to develop "recommendations on 

xenotransplantation based on input from Canadians" (CPHA, 2001). They are charged 

with developing the processes that will be used to increase awareness of 

xenotransplantation among Canadians. 

Health Canada' timeline on xenotransplantation public consultation provided the 

impetus for running the citizens' jury in Calgary during the fall of 2000. As described in 

Chapter One, the timing of the jury meant that the final report of recommendations from 

the citizen participants would reach policymakers well before any legislative decisions 

had been made. Furthermore, the jury would be positioned ahead of the CPHA 

consultations and thus could provide feedback into the Public Advisory Group's national 

public participation plans. 
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Summary 

Xenotransplantation is a complex technology, raising scientific and ethical 

questions that have yet to be answered. Will whole organ transplants be successful? 

Should xeno procedures be a priority for health care funding? Is crossing the animal-

human species border 'playing God'? Health Canada has expressed a desire to hear 

opinions from the public on these issues. As part of its Public Involvement Plan (PIP), the 

department has established a Public Advisory Group (PAG) whose mandate is to reach 

out to Canadians and elicit their input on xenotransplantation. Setting this citizens' jury 

ahead of the PAG's participation initiatives allowed our results to feed into the PAG's 

development phase (and potentially influence it), as well as providing citizen 

recommendations to decision-makers at an early stage of the policy process. 
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Chapter Three - Tracing the Management of Technology: From 
Classic TA to PTA 

Technology and politics have always had an ambivalent relationship. In playing 

the role of both promoter and regulator of technology, governments are continuously 

balancing economic interests with social interests, scientific benefits with human risks. 

As technological systems become larger, more complex, and more influential in our lives, 

this balancing act takes on more significance. Over the last 30 years, the practice of 

technology assessment (TA) has been evolving to facilitate governments in the social 

management of technologies (La Porte, 1997). TA is a hybrid scientific-political 

instrument that has always had, and still does have, a two-track mandate: one, to provide 

scientific advice to policymakers, and two, to integrate the views and values of a variety 

of groups in society into the policymaking process (Kluver et al., 2000). 

In this chapter, I will first provide a historical background of technology 

assessment, from the 'classic', expert-driven version of T A first conceived in the 1950s 

through to the experiments in Participatory Technology Assessment taking place today. I 

will then outline the political and societal factors that generated dissatisfaction with 

traditional TA and the desire for more public participation in decisions about technology. 

Next, I will describe the philosophy of PTA through a discussion of the consensus 

conference, the most-often used PTA method and one that was specifically designed to 

tackle scientific and technological issues. The chapter ends with a detailed history of the 

citizens' jury process and its role in a representative democracy. 
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Societal Context for Technology Assessment Development 

A characteristic feature of modern Western society is its dependence on expertise 

(Fischer, 1990). In the so-called 'information age', economic growth has become 

increasingly tied to science and technology advancements. The resulting technological 

systems are larger and ever more complex. With these developments in knowledge and 

understanding have come many benefits, such as an increased per capita income, longer 

life expectancy and a rise in literacy rates. At the same time, these developments have 

carved out a niche for scientific and technical experts. Larger, more complex 

technologies require more centralized and bureaucratic control. Max Weber described the 

prototype bureaucracy as having the following features: a division of labour, hierarchy, 

the goal of efficiency, and impersonality (Elwell, 1996). Information flows up the 

hierarchy and orders flow down, placing decision-making power in the hands of the most 

knowledgeable few that sit atop it. Weber described this shift in social structure as the 

"rationalization" of the world. Scientific reason, now known as 'higher knowledge', has 

eclipsed more traditional forms of thought based on religion, values and emotions and 

decision-making has taken on a more goal-oriented or 'means-ends' approach (Fischer, 

1990). It is in this context that technology assessment evolved. 

The 'Classic' Style of Technology Assessment 

A U.S. congressman, Emilio Daddario, coined the term 'technology assessment' 

in 1967. He believed that policymakers needed a new policy tool to help deal with the 

pervasive effects, both positive and negative, of technologies on society (Koebberling, 

1995). Although the term 'technology assessment' appeared in 1967, recognition of the 
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need to manage technologies emerged well earlier, in the 1950s. It was this era that first 

witnessed nuclear power, radiation and air pollution, and first raised fear and doubt about 

the implications of new technologies (van Eijndhoven, 1997). In its original formulation, 

T A was meant to act as an 'early warning' system for the adverse impacts of new 

technologies (O'Brien and Marchand, 1982). By providing objective, scientific 

information about the pros and cons of technology, the practice of TA was to enable 

governments to avoid those consequences that would be harmful. Two problems with this 

approach quickly surfaced. The first was the realization that the future consequences of 

technology can only partially be forecast, and the second was the realization that 

assessing the impacts impartially was difficult at best and often next to impossible (van 

Eijndhoven, 1997). 

In the U.S., the creation of the Office of Technology Assessment (OTA) in 1972 

was an attempt to combat these shortcomings. The T A process evolved from providing an 

'early warning' function to focus more on developing and comparing policy alternatives 

(van Eijndhoven, 1997). The assessment process was initiated by a call from Congress 

and resulted in the production of detailed analyses of policy options. The OTA gave 

attention to the normative implications of technologies and made a point of integrating 

lay stakeholder opinion into the definition of the key issues for assessment (La Porte, 

1997). In general, however, experts far outweighed lay people on OTA advisory 

committees, an intimidating prospect for the typical layperson (Sclove, 1995) and the 

process never succeeded in regularly incorporating the participation of the lay public 

(Guston, 1999). 
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Many European countries used the OTA as a foundation for introducing their own 

technology assessment bodies. As will be discussed later, a large number of them took a 

different tack on assessment, putting more of a focus on stimulating public debate and 

dialogue between decision-makers and stakeholders at all stages of the policy-making 

process. TA is understood not as a means-ends process but a political activity in itself. 

Beyond developing appropriate solutions to technological problems, the purpose of TA is 

to encourage dialogue between those with contrasting views on the problem, and by 

doing so, provide the opportunity to develop solutions together, or at least a mutual 

understanding of the problem. This more recent approach is known as Participatory 

Technology Assessment (PTA) and is gaining support both in Europe and abroad. At the 

same time, traditional modes of TA (following the OTA model) are being increasingly 

criticized for leaving the general public uninvolved and producing decisions that are not 

socially acceptable. 

The Emergence of Participatory Technology Assessment (PTA) 

The Case for Public Participation 

There is an increasing desire on the part of governments to become more 

accountable and responsive to the public and involve it in policy decision-making (Rowe 

& Frewer, 2000). The reasons behind this stem from two streams of thought: first, from a 

recognition of the rights under democracy to be involved in government decisions and 

second, from a more practical perspective, that implementing unpopular policies may 

result in protest and decreased levels of trust. 
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'Public participation' involves a "group of procedures designed to consult, 

involve, and inform the public to allow those affected by a decision to have an input into 

that decision" (Rowe & Frewer, 2000). This definition implies that lay people take an 

active role and respond to their duty as citizens. To be a citizen is to be able "to 

participate in decisions that affect oneself and one's community" (Bachrach (1967) in 

Fiorino (1991)). Frankenfeld explores the concept of citizenship in a technologically 

mediated society, saying that "technological citizenship" is defined by "binding, equal 

rights and obligations that are intended to reconcile technology's unlimited potentials for 

human benefit and ennoblement with its unlimited potentials for human injury, 

tyrannization, and degradation" (Frankenfeld, 1992, 462). Inseparable from the rights that 

accompany technological citizenship (the right to knowledge, participation, informed 

consent) are certain obligations. Citizens are obligated to learn and to use their 

knowledge, and they are obligated to participate in discussions about this knowledge. In 

short, public participation projects require two-way communication. Beyond receiving 

information on policy issues, the layperson must cultivate informed opinions and then 

express them to decision-makers. 

Participation and Technology Assessment 

Issues of uncertainty and inequality are at the core of the argument supporting 

more public participation in technology assessment (Kluver et al., 2000). Uncertainty is a 

key characteristic of modern science and technology. As mentioned in Chapter Two, 

German sociologist Ulrich Beck describes our current age as the "risk society", an era 

where "the unknown and unintended consequences (of technology) come to be a 
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dominant force in history and society" (Beck, 1992, 22). What is considered fact is 

increasingly contested by different factions of scientists, and the effects of technology are 

less and less predictable. Governments are forced to make decisions about the future, 

without being able to fully anticipate the outcomes (Hennen, 1999). Inequality has also 

become a major issue in decision-making. Whose voice counts in making decisions and 

how the effects of a decision are distributed, has long been highlighted as a problem in all 

areas of policymaking, including those about technology. 

Analytically, inequality can be split into three dimensions - cognitive, pragmatic 

and normative (Kluver et al., 2000). Each of the three dimensions will be discussed in 

turn, and will be used to critique traditional TA procedures and explore the potential of 

more participatory methods. 

The cognitive dimension of inequality reveals that different groups of actors 

(i.e. from different scientific disciplines, or from different groups within the same 

discipline) have different perspectives on the scientific basis of technology and 

how technology will influence our lives. In technology controversies, experts are 

often pitted against each other by opposing stakeholder groups (Durant, 1999). 

Normative inequality recognizes the plurality of norms and values in society 

(often conflicting) and is even more important as long-time overarching norms are 

being challenged and abolished. In issues of science and technology, the values of 

those who will be most affected have historically been marginalized or even left 

out of the problem-solving process. 
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The pragmatic dimension concerns the unequal distribution of resources that 

allow different groups of actors to take part in decision-making processes. There 

is unequal access to information and financial resources as well as unequal access 

to input opportunities within the policy process. Not all voices are equally loud. 

In the OTA process, a form of traditional TA, problems of inequality stemmed 

from the fact that it was essentially a process of communication between scientists and 

decision-makers with no active, ongoing role for the public in the policy-making process 

(Kluver et al., 2000). Lay people were sometimes invited to define the issues for 

discussion or to comment after the fact, but they were not an integral part of the 

discussion itself. They most often were forced to voice their opinions from outside the 

process. One argument for this exclusion is that lay people do not have the intellectual 

capacity to make informed, useful input. The AIDS experience, however, shows the 

ability of lay citizens to grasp complex scientific issues. Gay AIDS activists learned a 

great deal of science and from this were able to argue for and direct experimentation 

(Fischer, 1999). 

The public is increasingly skeptical about scientific and technological change, 

making it more difficult to produce policies that are seen as credible. When excluded 

from the policy-making process, lay people perceive government decisions as less 

legitimate (Durant, 1999). Members of the public are demanding more involvement -

they want a say in the decisions that affect them, and a say in where their tax dollars are 

spent. Governments benefit from increased public participation, too, as it reinforces 
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public trust in governing institutions (Bechmann, 1993) and results in more socially 

acceptable decisions (Fiorino, 1991). 

Traditional T A is often accused of reducing policy issues to an examination of 

technique and economic cost-benefit comparisons. This is problematic because it can 

suppress value discussions by relying heavily on 'objective' facts. Technology is a strong 

social force, with political, economic, cultural and ethical dimensions. Social values are 

embedded in technological programmes and these should be the subject of political rather 

than scientific assessment (Hennen, 1999). As technological systems have become larger 

and more complex, the scientific elite has had more control over decisions made about 

them, and while expert decisions can be said to be made based on the best available 

neutral, objective facts, this approach has within it inherent value choices. It has been 

argued that in analyzing the risks of technology, value judgements are made at all stages, 

right down to the level of deciding which risks to evaluate (Rowe & Frewer, 2000). The 

scientific frame is only one way of analyzing policy decisions, and by choosing it as the 

only legitimate approach, one is choosing not to examine others. An increasing reliance 

and concentration on scientific expertise is symptomatic of technocracy, a style of 

government designed to promote scientific solutions to political problems (Fischer, 

1990). Hennen (1999) believes that the technocratic view underlying traditional TA 

depoliticizes societal decisions to the point that "society's development is no longer 

regarded as essentially a question of democratic debate and social conflict, but merely a 

matter of scientific-technical expertise." Redressing this inequality requires the 
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introduction of the values and knowledge of other, non-scientific groups in society into 

technology policy debates. 

Scientific and technological development, while providing new understanding and 

new knowledge, generates uncertainty for decision-makers, alongside the issues of 

inequality described above. Again, we can distinguish a cognitive, pragmatic, and 

normative dimension of uncertainty for purposes of analysis: 

Cognitive uncertainty grows with the production of new knowledge. In 

essence, the more we know, the more we realize we don't know. As technological 

systems have become more complex, uncertainty about their consequences has 

only grown (Beck, 1992). Much scientific knowledge, especially new socially 

relevant knowledge, "is partial, provisional, and even on occasions deeply 

controversial" (Durant, 1999). 

The normative dimension arises when new scientific and technological 

developments cannot be dealt with using traditional ethical principles, and new 

ones are not yet in sight. Normative uncertainty is demonstrated in the ethical 

controversies now being raised by biotechnological innovations like genetic 

testing and cloning. The subject of this thesis, xenotransplantation, is another 

example. Established norms don't provide the answers to questions about whether 

it is right to transplant animal organs into human beings or to genetically modify 

animals with human genes. History has provided no ethical template on which to 

base investigation of these new dilemmas. 
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The pragmatic aspect of uncertainty highlights the difficulties for government 

in attempting to make decisions in an environment of cognitive and normative 

uncertainty. Consequences of technology developments, along with reactions of 

other social actors, have become less and less predictable, in turn making 

acceptable and legitimate policy harder to create. 

One of the biggest lessons learned from TA over the years is how difficult it is to 

predict the impacts of new technologies. The technocratic approach - solving 

technological problems with more scientific information - has proven to be inadequate. 

Studies of lay judgements about risks from technological systems reveals an appreciation 

of political and social consequences that experts' models aren't set up to handle but that 

are nonetheless essential to building effective policy (Fiorino, 1990). Layering scientific 

knowledge with lay knowledge reduces uncertainty by providing more information on 

which to make the decision. 

By dealing with issues of uncertainty and inequality, public involvement can 

improve technological decision-making. From the above discussion, three distinct roles 

of public involvement can be defined: 

1) Public involvement expands the information base upon which the decision is 

made (Fiorino, 1990). By integrating knowledge from those potentially affected 

by a technology, the spectrum of views is broadened and the decision better 

informed (addressing the cognitive aspect of inequality and uncertainty), 

2) Public involvement democratizes the decision-making process. By including the 

public in defining the issues to be discussed and incorporating the values of 
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groups often left out of policymaking, governments can gain greater social 

acceptance of policy decisions at the same time as enhancing public trust (the 

normative aspect), 

3) Public participation helps create a forum for social learning and debate that 

involves all relevant social actors. T A is designed to "prepare knowledge" 

relevant to political decision-making, and broad participation can gather 

knowledge from as wide a variety of perspectives as possible, at the same time as 

providing more legitimacy to the process (Kluver et al., 2000) (the pragmatic 

aspect). 

The U K experience on G M foods highlights the potential benefits of a broader 

participatory approach. A citizen participation initiative known as the consensus 

conference (to be discussed in detail below) was held in 1994 on the topic of plant 

biotechnology, before the G M food debate became a mainstream issue in the U K . A later 

panel, convened in 1999, commented that i f the panel's recommendations had been given 

more attention, many of the difficulties associated with the G M food controversy 

(including the extreme public opposition) could have been avoided (Durant, 1999). 

Out of the preceding discussion, a dual role for PTA as a policy tool emerges. On 

one hand, PTA aims to improve decision-making by making the process more informed 

and more egalitarian, and on the other, it provides a forum for social learning and 

deliberation that can aid in social acceptance of decisions (Kluver et al. (2000), 

Bechmann(1993)). 
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Implementing citizen participation initiatives is rarely a smooth ride. In today's 

political atmosphere, lay people are highly skeptical about whether it is worth the time 

and effort to participate (Fischer, 1999). The major complaint about participation 

processes is that they are used to feign an appearance of consultation and to legitimate 

decisions that have already been made (Rowe & Frewer, 2000). Also, it has been argued 

that opening up debate to more people with a wider variety of opinions "may complicate 

rather than improve the decision-making process" (Barnes, 1998). However, it is not an 

either-or situation. It is of course an important matter for policymakers to remember that 

PTA won't make decision-making easier and may make consensus harder to reach, but it 

will at the same time also make the ultimate decisions more informed and more 

acceptable to the general public. In reality, PTA will most likely complicate A N D 

improve the decision-making process. 

PTA in Practice 

Many European technology assessment institutes were inspired by the American 

OTA (Guston, 1999) and each evolved different practices according to the particular 

country's political and social environment. Beginning in the 1980s, two countries, 

Denmark and the Netherlands, became leaders in more participatory technology 

assessment. In 1984, The Dutch government produced a policy memorandum that argued 

that the function of TA should be to infuse social criteria into the design of new 

technologies (Schot & Rip, 1997). The memorandum promoted the integration of science 

and technology with society and resulted in the establishment of the Netherlands 

Organization of Technology Assessment (NOTA) in 1986 (Rip, Misa & Schot, 1995). A 
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subsequent review of NOTA criticized it for being too scientifically oriented and not 

focussed enough on its role in facilitating social debate (van Eijndhoven. 1997). 

Consequently, the name was changed to the Rathenau Institute and its mandate now 

concentrates on the support of decision making and encouraging societal debate. The 

practice of constructive technology assessment (CTA) emerged from this turn of events. 

Used primarily in industry, the overall thrust of CTA is to open up the design and 

production aspects of technology development, to co-produce technology along with its 

social impacts. By incorporating social factors at an earlier stage of technology 

development, it is believed that more detrimental consequences can be predicted and 

avoided. 

Consensus Conferences 

At the level of policymaking and public participation in government activities, 

Denmark pioneered the consensus conference to stimulate broader social debate about 

new technologies (van Eijndhoven, 1997). The consensus conference was Denmark's 

first major contribution to PTA. The concept of the consensus conference originated in 

the U.S. in the 1970s where it was used by the National Institutes of Health (NIH) to 

organize discussions between medical and professional experts on new medical 

innovations and how to bring them into clinical practice (Joss & Durant, 1995). In the 

mid-1980s, the Danish Board of Technology (DBT), the institution responsible for doing 

technology assessment in Denmark, revised the U.S. model to have lay people as the 

main actors, and also to open up the discussion beyond medical issues to other 

controversial science and technology issues (Hamstra, 1995). 
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The consensus conference is based on the notion of deliberative democracy -

decision-making through fair and reasoned discussion (van Eijndhoven, 1997). Trie-

process involves a panel of lay people who are educated about a certain technological 

issue and then question and debate with experts about the pros and cons of the 

development. After discussing the issues amongst themselves, the members of the panel 

develop a report of recommendations that is sent to the appropriate governing body 

(Einsiedel & Eastlick, 2000). The report is not a definitive policy decision, but acts to 

help policy makers understand the "issues and values that are important to the general 

public, and therefore create more acceptable, less controversial policy (Laporte, 1996). 

The consensus conference process offers a new forum for public debate, an opportunity 

for lay citizens to learn and to have their voices heard alongside those of the scientific 

elite that has historically controlled decision-making (Cronberg, 1995). 

Consensus conferences in Denmark have strong links to government decision

making process, with several issues raised in conferences soon afterwards being debated 

in Parliament (Joss & Durant, 1995). Topics have included food irradiation, human 

genome mapping and infertility. Compared with Canada, the U.S. and most other 

European countries, Denmark has a strong tradition of societal and political debate, 

including ongoing critical discussion of technological issues, dating back to the 

controversy over nuclear energy in the 1970s (Cronberg, 1995). Consensus conferences 

have now been held in many other countries, European and beyond, including The 

Netherlands, the UK, U.S., Canada, Australia, New Zealand, and Norway (see Joss 

(1998), Guston (1999), Einsiedel & Eastlick (2000)). The first consensus conference in 
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Canada was held in March 1999 in Calgary on the issue of G M foods (it was called a 

citizens' conference rather than a consensus conference). The final report had no direct 

policy influence, but the conference received extensive media coverage and one member 

of the citizen panel became a part of the Canadian Biotechnology Strategy Advisory 

Committee. 

As opposed to more traditional expert-oriented forms of assessment, the 

consensus conference is touted as more democratic and fair, given the central role played 

by the lay public. The deliberative aspect provides an opportunity for lay citizens to learn 

from each other, to be exposed to a diverse range of opinions, and to have their own 

views integrated into the policy discussion. 

Citizens' Juries 

History and Development 

Citizens' juries belong to the same family of deliberative models as the consensus 

conference. Unlike the consensus conference, however, they did not evolve as a method 

of technology assessment. They have more often been used for issues of public planning 

and government elections, but on occasion have been applied to technology issues. 

As outlined in Chapter One, the goal of the citizens' jury process is to provide 

input into public policy formation from the perspective of the "ordinary" citizen. The 

process is based on the idea that, given the opportunity, citizens can and will become 

educated on policy issues, and are capable of making informed, thoughtful decisions 

about which direction to take policy. The jury process provides resources for learning 

about the issues, gives the jury time to reflect on those issues, provides a forum in which 
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the jury can deliberate and debate them, and at the end, produces informed public 

recommendations for government policy makers. 

Conceptualizations of the citizens' jury were devised independently in the U.S. 

and Germany more than 25 years ago, in the U.S. by Ned Crosby at the Center for New 

Democratic Processes in Minneapolis and in Germany by Peter Dienel, a professor at the 

University of Wuppertal. The two organizations are founded on very different principles. 

In Germany, citizens' juries are know as planning cells or plannungzelle, and are 

commissioned by national and regional government bodies and deal most often with 

practical planning issues, but have also looked at energy policies and communication 

technologies (Stewart, Kendall, & Coote, 1994). In the contract the government body 

signs with Dienel's institute (itself a part of the federal state system), it promises to take 

account of the group's recommendations in subsequent policy formation. Planning cells 

generally consist of 25 panel members, chosen through random selection, and sit for four 

to six days. The 25 are divided into 5 subgroups for in-depth discussions. Planning cells 

are predominately held at the local level (Germany has a history of direct participation at 

the local level) and recommendations are frequently implemented in part, i f not in full. 

The most often-cited example is the planning cell convened in Cologne in 1992 to decide 

on a design for the new town hall and the square in front of it. After assessing architects" 

plans for the square, the planning cell members decided to choose none of them and 

called for it to be left as an open space with trees and walkways for pedestrians. The City 

Council followed suit. The philosophy for using citizens' juries in Germany is that they 
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are seen as a way of "strengthening representative government through public 

participation" (Stewart, Kendall, & Coote, 1994, 52). 

In the U.S., citizens' juries originated in the early 1970s at the Jefferson Center in 

Minneapolis, an independent organization founded and funded by Ned Crosby. He sees 

the Center as a challenge to existing democratic practices in the United States, not as a 

way to complement or enrich them as is the case in Germany (Stewart, Kendall, & Coote, 

1994). His belief is that ordinary citizens, not corrupted by lobbyists or special interest 

groups, can make rational and effective decisions (Crosby, Kelly & Schaefer, 1986). 

According to Crosby, the main goal of the process is "to enable a microcosm of the 

community to exercise both reason and concern for others to answer the question: 'How 

should we live together?'" (Crosby, 1995, 160). Crosby believes citizens' juries work 

best in normative decisions where value questions take centre stage. The purpose of the 

process is to "promote the discovery and development of mutual understandings" 

(Crosby, 1995, 172) and to search for community consensus. The Jefferson Center, along 

with other sponsors, have run juries on a wide variety of topics: from the impact of 

agriculture on water quality to the debate about the Clinton health care plan and decisions 

about mayoral and gubernatorial candidates. U.S. juries have succeeded in attracting 

media attention to the process, but as of yet, none have directly influenced government 

policy decisions. 

In the 1990s, groups in the U K began to experiment with citizens' juries (Barnes, 

1999). The Institute for Public Policy Research (IPPR) and King's Fund, both 

government research and policy units, pioneered their use with pilot projects addressing a 
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variety of health policy issues, including mental health services, national health care 

funding, and priorities for palliative care (Coote & Lenaghan, 1997). The final reports of 

citizen recommendations were debated by health authorities and incorporated into the 

policy process alongside other consultation processes. 

Outline of the Jury Process 

In general, citizens' juries are composed of 12-24 "ordinary" citizens, chosen to 

reflect the general population demographically but also in terms of attitudes towards a 

specific issue (in the U.S.) or randomly from the electoral register (Germany). Both 

Crosby and Dienel oppose giving information to the jury prior to the meetings on the 

grounds that it may disadvantage those with weaker reading abilities (Stewart, Kendall, & 

Coote, 1994). However, former jurors have requested reading material ahead of time, 

commenting on the difficulty of digesting the large amounts of information during the 
proceedings. The jury meets for anywhere between two and six days to hear expert 

witnesses describe various perspectives on the issue and subsequently to deliberate and 

debate amongst themselves before coming to recommendations for the institution 

sponsoring the event. 

A key component of the jury process is the "charge" to the jury. The charge is the 

policy question the jury is being asked to address and is chosen by the sponsoring body of 

the process. Wording is crucial, as the question will be the focus of the deliberation 

sessions and provides the framework for the jury's final recommendations. The charge 

must address the needs of the sponsor (i.e. it is looking for recommendations on a 

specific issue), but also allow the jury freedom to develop new solutions. The jury should 

have the room, for example, to go beyond the question of where to build a new highway 
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to asking if the highway should be built at all. That said, a practical constraint on the 

process is the jurors reaching closure on a complex issue in the limited time available. A 

facilitator is used to help keep the jurors focussed and moving forward. 

The jury is not expected to reach a unanimous verdict. As mentioned above, the 

process encourages mutual understanding and consensus building, but also provides a 

forum for disagreements to be aired. Majority decisions are compiled into a final report, 

but differing opinions are also recorded. The report is sent to the sponsoring institution. 

In some cases (Germany), the institution has agreed to implement the recommendations 

or explain why it chose another course of action. In others (U.S.), the sponsoring 

institution is not obliged to respond in any form. 

Citizens' Juries within Representative Democracy 

Canadians, by living in a liberal democracy, elect representatives to make 

governmental decisions on their behalf in parliament. How can a more participatory 

mode of consultation fit into this framework of making policy? Processes like the 

citizens' jury allow elected members of government to better perform their roles as 

citizen representatives by leaving them better informed of the beliefs and opinions of 

their constituents. These mechanisms provide input from a cross-section of the population 

that has reflected upon and deliberated about the issue at hand. By participating, the 

citizens, though not taking a binding decision, feel that their opinion matters and that it 

will be taken into consideration when a final decision is made (Coote & Lenaghan, 1997). 

They better understand the complexities of decision-making, and have the opportunity to 

exercise their civic responsibilities. In essence, they exercise their rights of 'technological 
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citizenship' as well as responding to the corresponding obligations. They learn and then 

express their thoughts and beliefs. Stewart, Kendall & Coote (1994) contend that 

"citizens' juries should not replace representative democracy, but supplement it with 

dialogue and debate, so that the two processes develop a symbiotic relationship." 

Summary 

Public participation and TA go hand and hand. Without participation in TA "its 

essential function is lost - namely enlightenment and the creation of consensus on the 

consequences of scientific and technological developments" (Bechmann, 1993, 11). In its 

beginnings, TA was geared to act as an 'early warning' system to anticipate any potential 

negative consequences of new technologies. Recognizing that secondary consequences 

were almost impossible to predict, and that scientific knowledge alone was insufficient to 

make adequate policy decisions, the U.S. Congress established the Office of Technology 

Assessment (OTA) in 1972. Before being dismantled in the mid-1990s, the OTA 

influenced TA approaches in Europe. European T A evolved the OTA process to be more 

inclusive and participatory. The consensus conference was created specifically to deal 

with lay citizens and technological decisions, and has demonstrated success in fostering 

public debate and in some cases, influencing government policy. The citizens' jury has 

also been applied to technological issues, though with different philosophies in the two 

countries of its origin, the U.S. and Germany. In Germany, sponsors sign a contract 

agreeing to account for the jury recommendations whereas in the U.S., citizens' juries are 

operated as an alternative to the status quo decision-making process. Upon studying the 

experience in both countries, British researchers have determined that citizens' juries can 
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act to enhance representative democracy by fostering active citizenship and better 

informing decision-makers. 
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Chapter Four - Theoretical and Methodological Considerations 

Participatory Technology Assessment (PTA) attempts to make technological 

development compatible with democratic practice. Through dialogue and negotiation, it 

invites all stakeholders to participate as equal partners in making decisions about 

technologies. Integrating non-experts into a traditionally expert-oriented process 

necessarily changes the nature of the debate. Old-school, expert-based technology 

assessment relied on instrumental rationality to reach solutions to technological 

problems. Instrumental rationality advocates a means-ends approach to development, 

limiting discussion to the consideration of 'objective', value-free scientific knowledge 

(Sanderson, 1997). An injection of citizen participation introduces a new form of 

rationality alongside the instrumental form, one Habermas (1984, 95) terms 

'communicative rationality'. This approach is predicated on discussion of values and 

normative issues, with the goal of trying to agree on what the 'right' thing to do is 

(Fleming, 1988). Issues of fairness and justice take precedence over efficiency and pure 

scientific information in this kind of rationality. 

Deliberative democracy is a model of political decision-making that allows 

instrumental rationality and communicative rationality to co-exist. The citizens' jury 

process is a practical expression of deliberative democracy. In this chapter, I will explain 

the concept of deliberative democracy by using Habermas' idea of the 'ideal speech 

situation' (ISS). The ISS is a model for ideal discourse (that can never be entirely 

realized) that embodies the characteristics of fairness and competence. I will then make 

the case to support deliberative approaches to decision-making. After this, I will 
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overview methodologies for evaluating participatory mechanisms and present an 

amalgamated version for investigating the citizens' jury on xenotransplantation. 

Deliberative Democracy 

Deliberative democracy has been popularized by proponents of more inclusive 

forms of political policy-making, and has been defined broadly as "decision-making by 

discussion among free and equal citizens" (Elster, 1998, 1). In problems of technology, 

deliberative democracy is proposed as a way to deal with the issues of inequality and 

uncertainty (discussed in Chapter Three) raised by traditional TA; first, by involving 

more actors in the assessment process and second, by encouraging dialogue and debate. 

Theorists approach the concept of deliberation from a variety of perspectives. 

Some focus on the outcome of the deliberations. From this perspective, deliberation is 

seen as "the endogenous change of preferences resulting from communication" (Stokes, 

1998, 123). Others concentrate on the process by which the deliberation takes place. In 

these terms, deliberation is defined as "a conversation whereby individuals speak and 

listen sequentially before making a collective decision" (Gambetta, 1998, 19). There is no 

connection to a particular outcome. A common thread among these approaches is that 

deliberation includes participation from all those potentially affected (the democratic 

part). Another is that the ultimate decision is made based on an exchange of arguments 

between participants that are committed to impartiality and rationality (the deliberative 

part) (Elster, 1998). 

From a procedural perspective there are two core characteristics of the 

deliberation process: fairness and competence (Webler, 1995). Fairness requires that all 
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those potentially affected by a decision have an equal opportunity to be involved. 

Competence requires listening and communication skills, and the ability to make 

reasoned arguments. Through an exchange of reasoned arguments, the ultimate goal of 

deliberation is to create mutual understanding of the problem under discussion and 

potentially reach consensus on what to do about it. 

The Ideal Speech Situation and Communicative Competence 

Jurgen Habermas (1984) developed the concepts of the ideal speech situation and 

communicative competence to answer the question of how citizens can be a part of 

deciding what to do about technological issues. Descriptions of these two concepts set out 

the requirements for making deliberation fair and competent. The ideal speech situation 

sets out what one could call the 'rules for discourse', a description of the environment 

that allows people to reach agreement free of any manipulation or coercion (Webler, 

1995). A l l those potentially impacted must be able to participate and once present, have 

an equal chance to contribute to the discussion. There are no hidden agendas, and 

participants are committed to finding common ground. The thrust behind the ideal speech 

situation is a concern for fairness. No one should be excluded from deliberation or face 

impediments to full participation. 

According to Habermas, a second requirement for discourse is that the 

participants attain a level of communicative competence, the ability to use language to 

reach mutual understanding and agreement. Participants must go into the conversation 

willing to listen to others, to reflect on their own beliefs and to possibly change their 

mind (Webler, 1995). Habermas (1984) contends that implicit norms of normative 
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the presentation of various arguments, and that agreement is reached solely on the basis 

of the best argument. Ideally, "deliberation aims to arrive at a rationally motivated 

consensus - to find reasons that are persuasive to all" (Cohen, 1989). In other words, 

given enough time, Rousseau's 'generalized wi l l ' , or what is good for all, will emerge. 

How does this play out in actual political discussion? In real situations, coercion and self-

interest change the rules of the game. Habermas acknowledges that the actual courses of 

political debate deviate from the ideal, but argues that the conditions of the ideal case 

have a-"steering effect" on the direction of the debates (Elster, 1998). The ideal is 

ultimately constrained in the political arena by the need to make a decision. Habermas 

believes that agreement can always be reached, given enough time for discussion, but 

practically, discussion cannot go on indefinitely so, often, deliberation must end in voting 

or in an authority making the final decision. In real-world situations, people may 

participate in policy discussions with no intent to agree. Strategic involvement is a part of 

many technological controversies. Some may use the discussion to stall the decision

making process or as a forum to express their unwillingness to cooperate. However, in 

situations where people do decide it is in their best interests to cooperate, deliberative 

processes work well to gather opinions and encourage mutual understanding of those 

opinions (Webler, 1995). 

By forcing participants to argue in the terms of public interest, to make arguments 

that are persuasive to others, deliberation dilutes self-interested claims in favour of those 

that are more community-oriented (Cohen, 1998). It may be hypocritical, publicly 
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arguing on behalf of the common good while privately supporting only one's self interest, 

but it still promotes the creation of a common will. At the same time, however, those with 

self-interested claims may try to coerce others into joining their side. Whether on purpose 

or not, deliberation may induce beliefs in participants that are not in their best interests 

(Stokes, 1998), the so-called 'groupthink' phenomenon. As discussion proceeds, 

participants learn about each other's preferences, and weaker members of the group may 

conform to the stronger ones (Gambetta, 1998). In some cases, it may even mean that 

someone holding a true belief will hear and then accept one that is false. 

The level of self-interest in the deliberations of a citizens' jury is significantly less 

than in general political deliberation, as the process is composed of citizens rather than 

special interest and lobby groups. Participants have been chosen because they have little 

or no experience with the topic at hand. However, there is still a significant level of desire 

to try and influence the opinions of others. The collective decision coming out of the 

deliberations affects all of the participants, and therefore each one has a stake in it. 

Another concern is that the order of speakers may impact the nature of the decision 

(Johnson, 1998). The perspective of the first speaker will affect the thinking and input of 

the second and so on. The same group of people could feasibly end up with different 

decisions depending on who started the conversation and the direction it headed from 

there. 

Yet, on balance, deliberation does more to benefit the quality of decisions than to 

diminish it (Fearon, 1998). Deliberation channels previously private information from 

one member to the group as a whole. By pooling the intellectual abilities of the group 
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also encourages creativity. Instead of simply aggregating preferences as is done in public 

opinion polls, deliberation can transform opinions and invent entirely new solutions to 

the problem. More knowledge and creativity contributes to better solutions. Further, 

being involved in the deliberative process makes the ultimate decision seem more 

legitimate to the participants, thus enhancing the acceptability of these solutions 

(Gambetta, 1998). Participants better understand the rationale for the decision along with 

the complexity of the process of making that decision. 

Deliberation can have a lasting effect on participants. By being a part of the 

process, they may spend more time gathering information and thinking about the issue 

and therefore gain a more thorough understanding of it. They develop empathy, reasoning 

ability, courtesy and imagination through what Fearon has described as an "exercise 

program for developing human or civic virtues" (Fearon, 1998, 59). 

Democratic and effective deliberation rests on meeting the conditions of fairness 

and competence described earlier. Evaluating whether or not a participatory process 

meets these condition is tackled in the next section of this chapter. 

Evaluating Participatory Processes 

Methodologies for evaluation of public participation are rare in the literature 

(Rowe & Frewer, 2000). This section will review the evaluation frameworks that have 

been developed, and based on this review, will present an integrated version to be used to 

study the citizens' jury on xenotransplantation. 
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The normative argument supporting public participation in technology assessment 

is based on participatory democratic theory. From this perspective, it is a basic right of 

citizens to be involved in political decision-making. Citizens are perceived as the best 

judge of their interests, their presence adds legitimacy to the decision-making process and 

their involvement engenders civic competence (Fiorino, 1990). In this framework, 

participatory mechanisms are evaluated by measuring their success as a democratic 

process. The following criteria have been suggested in the literature (Fiorino, 1990; 

Laird, 1993): 

1) Direct participation: People should participate in their capacity as citizens, not 

as elected representatives, technical experts or as part of an interest group. A 

mechanism that brings greater numbers of individuals into the process is valued 

more highly. 

2) Codetermine decisions: Lay citizens should be accorded some degree of 

authority to make decisions. The idea here is that participation should be more 

than "therapeutic, oppositional, or pleading" (Fiorino, 1990). 

3) Improved understanding: The participatory mechanism should attempt to 

alleviate information resource inequalities. Participants need to have access to 

information and must be given adequate time to discuss and deliberate the issues 

face-to-face. 

4) Equality with experts: There is no expectation that citizens should master the 

technical aspects of the issue at hand, but as value questions are a part of every 
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issue, citizens should have the opportunity to define the problems for discussion, 

to question technical experts and dispute evidence. 

The above criteria emerge out of an analysis of participation at the macro-level, 

i.e. the performance of the participatory process as a whole. Examining participation 

from the micro-level reveals other valuable elements of evaluation. Webler (1995) 

emphasizes that "participation is interaction among individuals through the medium of 

language" (italics in original) and that any evaluation program must therefore be 

grounded in how language is used. In creating his evaluative framework for 

environmental participation mechanisms, he uses Jurgen Habermas' (1984) concepts of 

the 'ideal speech situation' and communicative competence discussed above to look for 

fairness and competence in citizen participation. Webler contends that the 'rules for 

discussion' outlined in the ideal speech situation capture the essential features of fairness: 

participants are equally able to participate and are free from domination by more 

powerful groups. He modifies the 'ideal' slightly to make it more applicable in real-life 

situations. Recognizing that consensus won't always be reached, he maintains that 

participation mechanisms need to have a way to resolve disputes, whether they are due to 

fundamental disagreements or time constraints, and incorporates this into his criteria. 

Webler also used Habermas' idea of communicative competence. Habermas 

(1984) describes the qualities of participants within a discourse that makes them 

competent (i.e. a certain level of communication skill, reasoning ability, etc.). Webler 

extends this idea from characteristics of the participant to characteristics of the discourse 

itself because he is interested in the communicative competence of the group process as a 
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whole rather than that of only the individual participants. He defines communicative 

competence as the "construction of the most valid understandings and agreements 

possible given what is reasonably knowable at the time." Emerging from Webler's 

analysis are the following criteria for evaluation of participatory processes (See Table 1 

for a detailed outline of all the frameworks to be discussed). 

The ideal of fairness suggests that everyone should have the: 

Same chance to participate in discourse and to express their beliefs and 

opinions 

Same chance to put their concerns on the agenda, to debate proposed 

rules for discourse (including how to resolve disputes), and to 

influence the final decision on the agenda and rules of discourse 

Same chance to suggest a moderator and method of facilitation and to 

challenge others' suggestions for the same, as well as to influence the 

final choice. 

Having the same chance to participate in discourse in these ways means that a 

participant should be free from coercion and his/her comments should carry the same 

weight as those of any other. 

Based on the concept of competence, Webler suggests that the process should: 

Provide equal access to information resources (i.e. an understanding of 

terms and definitions whether through written sources, other 

participants or from an outside expert panel) 

Have representation of all groups with an interest in the issue 
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- Provide opportunities to make objective as well as subjective claims 

(i.e. there is opportunity to make scientific observations as well as 

express opinions about values) 

Strive for mutual understanding of a plurality of views with an eye to 

formulating a collective will . 

Barnes (1998) used Webler's fairness and competence model to pilot an 

evaluation of two citizens' juries held in the U K in 1998. The overall conclusion of 

Barnes' analysis is that the evaluation of a citizens' jury (or similar participation method) 

"must focus on the process by which people are enabled to take part in its own right" 

(Barnes, 1998, 9). Who takes part? Who does not? To the fairness criteria, she suggests 

adding the notion of 'inclusiveness', a criterion to evaluate how well discourse can be 

enabled among diverse groups of citizens. Jury composition is not so much a question of 

statistically or democratically representing the population as a whole, as the number of 

participants is quite small, but more of an issue of the method's ability to include any 

citizen, regardless of the social group from which he/she comes from. An 'inclusive' 

process sets the stage for a jury with a diversity of experience, leading potentially to 

dissenting opinions. Barnes thus adds the capacity of a participatory mechanism to deal 

with difference and dissent in a fair manner as another aspect necessary for evaluation. 

Barnes also highlights the importance of evaluating outcomes of a participatory 

mechanism. Does participation of lay citizens in decision-making influence what decision 

is ultimately made? What happens to the citizens' jury's recommendations? Participatory 

democratic theory (Laird, 1993; Fiorino, 1991; and Webler, 1995) emphasizes evaluation 
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of the participatory process itself, whereas Barnes (1998) introduces the importance of 

what results from running the process. 

Most recently, a set of evaluation criteria was derived by Rowe & Frewer (2000). 

The criteria are divided into two groups, process criteria (evaluating how a procedure is 

constructed and implemented) and acceptance criteria (evaluating public acceptance of a 

procedure). The acceptance criteria follow the same logic as the 'democratic criteria' 

outlined above (Fiorino, 1991, Laird, 1993). However, teaming acceptance criteria with 

process criteria makes for a more thorough evaluation. If a participation process is 

procedurally effective but perceived by the public as antidemocratic, it will most likely 

fail in alleviating public concern. On the other hand, i f a process is seen as acceptable by 

the public, but was run in an ineffective manner, it could result in a detrimental decision. 

Rowe & Frewer (2000) also recognize the need to satisfy the funding body of the 

participatory project. Not satisfying the sponsor may lead to a rejection of the 

recommendations or even eliminate future participation opportunities. By the same token, 

satisfaction should not interfere with the fairness of the process. From a review of the 

literature and interviews with participation practitioners, Rowe & Frewer (2000) created 

process criteria based on making a useful decision and ensuring the support of a sponsor. 

Participants need to have adequate access to resources (information, human, and time), 

the scope of their task needs to be clearly defined and the decision-making structured, 

and finally the process needs to achieve a level of cost-effectiveness. 

For the acceptance criteria, Rowe & Frewer believe the participants should be 

representative of the population of affected public, that the participation should occur 
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early on in the policy development process and should have a direct impact on the policy

making process. The participatory mechanism should be managed by an independent, 

unbiased team and the structure of the process, from planning to execution, should be 

open for all to see. Rowe & Frewer (2000) make no claims about the relative importance 

of these criteria, saying only that it is important for participation methods to score well on 

all of them. 

None of these frameworks address the process' impact on the citizen participants 

and the wider public. Participant satisfaction with the process is imperative, in the same 

way as is sponsor satisfaction, because i f the lay citizens are not pleased with the process, 

it is less likely to become widely used as no one would be encouraged to become a part of 

it. Further, participation is seen as an exercise of civic duty (Fearon, 1998). Does the 

participatory mechanism encourage further involvement in other civic activities? How 

does it affect their growth as civic participants? Is their sense of citizenship enhanced? 

Beyond impact on the participants directly involved, the Europta project suggests that a 

measure of success for a PTA process is stimulation of public debate (Kluver et al., 

2000). How much media coverage does the process and/or issue receive? Do the 

participants talk to their family and friends about the issue? Table 1 outlines the criteria 

reviewed above. 
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Table 1 - Review of Evaluation Criteria from the Literature 

Source Criteria 
Rowe & Frewer 
(2000) 

EFFECTIVE PARTICIPATION 
1) Process: 

Resource accessibility 

Task definition 

Structured decision-making 
Cost-effectiveness 

Time, info, human resources 
Clearly defined scope of exercise and 
expectations of participants 
Clear rules for decision-making process 

Value for the money 

2) Acceptance: 
Representativeness 

Independence 

Early involvement 

Influence 

Transparency 

Broad range of participants involved 
Management independent of process (and 
seen to be so) 
As soon as possible after policy issue 
becomes salient 
Direct impact on policy making 

Outsiders can see how process is 
structured, how decisions are made 

Laird (1993) DEMOCRATIC THEORY - PARTICIPATORY ANALYSIS 

1) Number of individuals participating (the more the better) 

2) Improved understanding and analysis of policy situation 

3) Equal access to resources (research and information) 

4) Delegating authority: some influence on decision-making 

Fiorino (1990) PARTICIPATORY D E M O C R A C Y 

1) Direct participation of lay public in decision-making process 

2) Codetermine decisions: some authority to make decisions 

3) Deliberation: face-to-face discussions over time 

4) Equality with experts: lay citizens define discussion issues 
(including value questions), they have access to info and 
technical experts 

Webler (1995) FAIRNESS A N D COMPETENCE 
1) Fairness: 
Everyone should have an equal chance to participate in the 
process, and once involved, to voice their concerns, to make 
rules for discussion and to influence the final decision 
2) Competence: 
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There should be adequate access to information resources, all 
perspectives on the issue should be accounted for, and the goal 
of the process is to strive for mutual understanding and 
potentially consensus 

Barnes (1998) DELIBERATIVE D E M O C R A C Y 
Deliberation criteria: 

inclusiveness 
dealing with difference/dissent 
scrutinizing experts 
understanding (new view of issue) 
producing an outcome 

An Amalgamated Evaluation Framework 

I have amalgamated the above criteria into a comprehensive framework 

incorporating the importance of both the procedural and impact aspects of evaluating a 

participatory mechanism. The frame is organized into three broad aspects: project 

structure, process and outcomes (see Table 2). 

The project structure component evaluates how the participatory mechanism is set 

up and organized and looks at issues such as the representativeness of the participants of 

the population as a whole, the clarification of the purpose of the participation, the cost-

effectiveness, and the level of bias in managing the project (i.e. did any decisions favour 

a particular outcome?). The Process section evaluates what happens during the 

participatory mechanism itself. It is concerned with fairness and equality within the 

deliberation process, the access to adequate information and learning resources, the role 

of the jurors in setting and accepting the agenda, the rules for discussion and decision

making, and the definition of the policy issue. Finally, the Outcomes component 

evaluates the after-effects of the process. How does the process impact the policy 

decision? What values are reflected in the citizen input? How do the jurors feel about 
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their participation? There is also a section on 'sponsor satisfaction' that is meant to 

investigate how the sponsoring body feels about the process and results. It is meant for 

cases where the participatory procedure was run by a government institution or similar 

funding body. Because this process was run by a University as a pilot effort, the sponsor 

satisfaction criterion is not applicable. I include it for the general case. 

In Table 2, I have listed questions to be asked of the citizens' jury process beside 

each criterion. These will act as a basis to begin evaluating that particular area of 

effectiveness. 
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Table 2 - Study Evaluation Framework 

Evaluation Framework 

1) Structure 
CRITERIA QUESTIONS TO A S K OF PROCESS 
Representativeness Do participants represent the population at large? 

How many citizens are involved? 
Are lay citizens participating in their capacity as lay citizens? 

Independence Is the process unbiased by the management team or other 
influences? 

Early Involvement How early in the policy process is the participation 
occurring? 

Task definition Is the purpose of the participation clear to participants? 
Cost-effectiveness Does the process provide good value for the money? 
2) Process 
CRITERIA QUESTIONS TO A S K OF PROCESS 
Resource Accessibility Do participants have adequate access to information, time, 

and human resources? 
Agenda/process rules Do the participants have an influence on the agenda, the 

definition of the policy question, the procedure to follow for 
discussion, the choice of moderator? 

Deliberation 
Discussion 
Equality 
Learning 
Disputes 

Is there adequate opportunity for the participants to discuss 
and debate opinions and solutions? 
Do participants have equal opportunity to make comments? 
Do the participants have a greater understanding of the issues 
from being a part of citizens' jury? 
How does the group deal with difference of opinion? 

3) Outcomes 
CRITERIA QUESTIONS TO A S K OF PROCESS 
Policy Influence How are the results of participation exercise incorporated 

into the policy formation process (directly or indirectly)? 
How does value-oriented citizen view impact policymaking? 

Public debate Does the process stimulate public debate on the issue? 
Does the process incorporate values into the discussion? 

Participant Satisfaction Does the process encourage participants to be a part of 
similar initiatives in the future? 
Were jurors satisfied with the process? 
Were jurors satisfied that their values and opinions were 
captured in the report? 

Sponsor Satisfaction Was the sponsor satisfied with the process? (Not applicable 
here as this was a pilot project run for research purposes) 
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Summary 

The citizens' jury is in essence a model of deliberative democracy, or decision

making through discussion among those potentially impacted by the ultimate result. 

Deliberative democracy can be understood as an embodiment of Jurgen Habermas' ideas 

of the ideal speech situation and communicative competence. The ideal speech situation 

describes the environment for deliberation - all those affected have the same chance to 

participate, to voice their concerns and put forth their arguments (i.e. free from coercion 

or domination). Communicative competence requires participants to use reason in their 

arguments, to have an open mind, and to be willing to modify their opinions. 

Evaluating the effectiveness of participation mechanisms will be carried out by an 

examination of the project set-up, the details of the process, and the eventual outcomes. 

The next chapter will describe the case under study in this thesis, and Chapter Six will 

use the criteria outlined here to evaluate its effectiveness. 
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Chapter Five -Calgary Citizens' Jury Description and Study 
Methodology 

This chapter will outline the case study under evaluation, by first describing the 

'typical' citizens' jury process, and then following this particular jury on 

xenotransplantation from conception to completion - from the initial idea to run the jury 

to the ultimate release of the final report to Health Canada. Following this case 

description is the methodology for the data analysis. In Chapter Six, the evaluation 

framework developed in Chapter Four will be used to analyze the Calgary jury and is 

organized according to structure, process and outcome sections. 

Citizens' juries generally consist of 12 to 24 people who are chosen to reflect the 

general population in terms of demographics and attitudes towards the policy issue under 

discussion. Participants are provided with background information on the policy issue 

and then meet to hear expert witnesses, to discuss and deliberate, and to prepare their 

recommendations. These meetings can last from a day to several days. A key component 

of the jury process is the charge to the jury. The charge is the policy question the jury is 

being asked to address, and must be worded such that it does not lead the jury to any 

particular conclusion. This question is the focus of the deliberation sessions and provides 

the framework for the jury's final recommendations. These recommendations are then 

compiled into a report and sent to the appropriate government decision-making body. 

Calgary Citizens' Jury Process 

In our case, the entire project, from the planning and formation stages to 

execution and completion of the jury took place over four months (August - December 
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2000). The project was organized and run by a Project Manager (myself) and a Project 

Director, one on a full-time basis and one on a part-time basis. It had a $6000 budget, 

however this does not include the part-time salary paid to the Project Manager. Financial 

support was given through two small grants - a research seed grant and a Master's thesis 

grant, both through the University of Calgary. Figure 1 gives an overview of the key 

steps in the process, each of which will be detailed in upcoming sections. 
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Figure 1 - Key Steps and Timeline 

Planning: 
Timeline, Funding, 
Advison> Committee 

Recruitment for Citizens' 
Jury, Expert Panel 

Letters, Ads, Media 
interviews 

Advisory Committee Meeting 1: 
Select jury members 
Clarify charge to jury 
Background readings for jury 

Pre-jury Dinner 
(November 16'h) 
Jurors get to know each other 
and organizers 
Overview of jury! process 
View background xeno video 

Reflection 
A week for jurors to think about 
what they've heard, ask more 
questions of experts by email 

Advisory Committee 
Meeting 2: 
Expert panel selection 

Approve conference agenda 

Citizens' Jury - DAY ONE 
(November 18th) 
Project Introduction 
Expert Presentations 
Audience questions 
Jury Questions 
Initial jury deliberation 

Citizens' Jury - DAY TWO 
(November 25th) 
Jury Deliberation 
Expert clarification 
Jurv Recommendations 

Jury's Final Report 
Organizers compile report 
Dissemination to Health 

Canada and to the public 
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The small budget led in part to the decision to run a citizens' jury, instead of a 

more resource-intensive deliberative public consultation program such as the consensus 

conference. A successful, low-cost program, the organizing team felt, could provide the 

impetus for other similar, local initiatives by organizations with limited funds. 

Choosing the Topic 

The Project Director's previous experience with public consultations on 

biotechnology issues led to an invitation to a meeting on the scientific and social aspects 

of xenotransplantation in the summer of 1999. This was followed by participation in a 

xenotransplantation workshop with a variety of stakeholders sponsored by Health Canada 

in April 2000. These meetings inspired the idea of examining an application area on the 

biomedical side to complement previous work on food biotechnology. 

Xenotransplantation was chosen as the final topic for the citizens' jury for two main 

reasons. First and foremost, as described in Chapter Two, the regulatory status of 

xenotransplantation policy was a factor. In August of 2000, Health Minister Allan Rock 

announced that the views of the Canadian public will help guide government policy on 

xenotransplantation. No policy had yet been set, and public input therefore had more 

potential to be a factor in the final decision. Second, Health Canada was in the planning 

stages of its own public involvement plan and we felt that the experience of our citizens' 

jury would provide feedback to improve this plan. 
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Modifications of the General Citizens' Jury Process 

Citizens' juries generally consist of 12-24 jurors and, to accommodate time and 

budget constraints, we chose 16, a small number, but enough so that if a few people had 

to drop out we would still have a sufficient number left to work with. 

The typical citizens' jury meets for 2-5 days. We decided that we would have our 

jury meet for two days, but we also chose to include an Introductory Dinner before the 

two days of conference meetings began. We felt that there was not enough time within a 

two-day schedule to properly introduce the process, the organizers and the advisory 

committee, or for the jurors to become acquainted with each other in an informal setting. 

The two meeting days took place on consecutive Saturdays. During the first day, the jury 

sat with a panel of xenotransplantation experts while on the second day, the jury met 

alone with a facilitator to deliberate and make recommendations for the federal 

government. 

The group led by Ned Crosby, the originator of the citizens' jury in the U.S., does 

not send out background information prior to running a jury for fear of disadvantaging 

those with weaker reading abilities (Crosby, 1995). Because of the amount of information 

to be learned by our jury, as well as the information's complexity, we felt it was 

necessary to send out a reading package three weeks prior to the jury meetings in order 

for the citizen panel to become familiar with the issues at hand. We scheduled the 

meeting days on consecutive Saturdays instead of back-to-back days on one weekend 

because of the complexity of xenotransplantation issues and we felt that having time to 
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reflect on and recover from what was discussed on Day One would be beneficial for the 

proceedings of Day Two. Because the jurors were local, this move was not a cost issue. 

The Advisory Committee 

The International Association for Public Participation newsletter (Netercut, 2000) 

describes the structure and functions of an Advisory Committee this way: "It is 

composed of individuals knowledgeable on the topic who represent a range of 

perspectives. They provide advice in planning the Jury's charge, agenda, and witness list. 

The Advisory Committee also helps the Project staff avoid bias throughout the project, 

making sure all sides of an issue are treated fairly." 

Our four-member Advisory Committee consisted of a representative from a 

potential recipient community (in this case, the diabetic community, with an alternate 

from the liver transplant community); a representative from an animal welfare 

organization; a faculty member from the University of Calgary, specializing in 

philosophy and bioethics; and a representative from Health Canada's Office of Consumer 

and Public Involvement. The Health Canada representative participated by teleconference 

from Ottawa and was able to attend the pre-Jury dinner and first day of meetings. The 

other three committee members were based in Calgary. 

The Advisory Committee met twice before the process with the jury began: the 

first meeting was to discuss the overall process, the compilation of background reading 

materials and to conduct the selection of jury members. The second meeting was devoted 

to finalizing the expert panel and the charge to the jury, which was worded as follows: 

How should Health Canada deal with xenotransplantation? 



This charge was considered to be sufficiently broad to accommodate the full 

range of policy positions on the issue of xenotransplantation. The Committee felt it was 

imperative to define a charge that would not be interpreted as precluding certain options. 

Beyond the two scheduled meetings, the Advisory Committee provided further advice 

and guidance by email. During the introductory and full-day meetings, Advisory 

Committee members performed various tasks, from doing introductions to the public on 

the issue and the jury process and introducing the citizen and expert panels. They also 

assisted in small-group facilitation and note taking. They provided a good balance to the 

organizing team's occasional tunnel vision, something that deep involvement can 

engender. 

Juror Recruitment and Selection 

Recruitment 

Our initial decision was to use a randomly drawn pool of potential participants. 

We drew a random sample of 373 names from the telephone book for Calgary and 

surrounding rural communities (Okotoks, Airdrie, Irricana, Dalemead). A letter of 

invitation was drafted and mailed to this sample in early September (See Appendix B for 

a copy of the letter). However, because of our uncertainties about response rates, we 

decided to complement this process with advertisements in the two local free tabloid 

monthlies, the Calgary Straight and Fast Forward. Further publicity was provided about 

the process when the Project Manager was interviewed on the local CBC Radio and 

Global News television. 
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The letter of invitation had several features: it presented the issue and policy 

context and described the citizen jury process. The letter also mentioned that a financial 

incentive would be provided to participants, and that participants had to commit to the 

two Saturdays of meetings. The incentive to the jury was SI 00, although this amount was 

not mentioned in the letter. Combined, these recruitment processes resulted in very few 

responses, with a total pool of 43 potential jurors. Of the final jury selected, eight had 

responded to the letter of invitation, four to the ads, and three to the radio program. 

Selection 

The Advisory Committee was responsible for drawing up the final pool of jurors. 

The Committee was interested in a panel that was balanced in terms of gender, age, 

education and occupation. Other criteria included such things as a personal interest in 

organ transplantation or animal welfare. Such detailed information was provided by only 

a few applicants. A 3 x 2 matrix based on age (under 30, 30 - 49 and 50 +) and gender 

was prepared by the Project Manager for the Advisory Committee. Each applicant was 

listed in one of these six cells with a brief description, providing such information as 

occupation and education. A final pool of 16 jurors was selected. However, one female 

dropped out two days before the first meeting because she was unable to participate in the 

second meeting. While an alternate pool of two jurors was available, everyone had 

already received their reading packages and it would have been difficult for an alternate 

to adequately prepare in time for the start of the process. Participation on both Saturdays 

was required of everyone. The final pool of 15 consisted of eight men and seven 

women. Ten were under 40 while 5 were over 40, with ages ranging from 24 to 65. The 

jurors included a lawyer, a stay-at-home mother, a receptionist, a medical technician, a 
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retired grandmother, a publishing company CEO, a hog farmer, a law student, an 

environmental company employee, and a retired teacher. 

Background Reading Material 

A binder containing a variety of background reading material was prepared for the 

jurors. This package was drawn from diverse sources including Health Canada, the initial 

CPHA resource material, media articles, and related websites (e.g., the Council of 

Europe, WHO, etc.). Two principles guided the compilation of this reading package: 

accessibility (i.e., the material had to be comprehensible for lay audiences) and coverage 

of the key issues. Again, the background readings were sent ahead of the conference so 

that jurors would have sufficient time to read and digest the information before coming 

together. Appendix H contains the Table of Contents page from the background reading 

package. 

The Expert Panel 

In keeping with the aim of making a small-scale, local effort feasible, we were 

interested in using only local experts for this process, with the exception of the regulatory 

expert from Health Canada. Expenses for the regulatory expert to travel from Ottawa 

were covered by the ministry at our request. 

To identify appropriate experts, we identified key issue areas and then listed 

potential resource speakers for each one, often starting from scratch. Some speakers were 

contacted as a result of several snowball referrals, others through organizational links or 

personal contacts. Due to unforeseen circumstances, the speaker representing the organ 

transplant recipient community had to pull out a day before the meeting and was replaced 
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by one of the Advisory Committee members. The seven speakers presenting at the 

conference were the following: 

• A cardiac transplant surgeon 
• A nephrologist with a specialty in health care economics 
• A bioethicist (and physician) 
• A veterinarian with specialties in animal care and zoonoses 
• An animal rights advocate 
• A lawyer 

• A representative of the diabetic community 

Experts were asked to commit to: (a) preparation of a 9-minute presentation; (b) 

participation in the first full meeting of citizen and expert panels; and (c) availability to 

respond to further questions during the following week, either by telephone or e-mail. 

A l l the experts volunteered their time. They were also asked to submit in advance a copy 

of their presentation so this could be reproduced for the jury. 

Facilitation 

Facilitation plays a key role in running a citizens' jury. The facilitator guides the 

discussion process amongst the jury members, ensuring that the discussion moves along 

smoothly within appropriate time limits, that participation is fair and respectful of 

different views, and that he or she, in turn, is respectful of the needs and interests of the 

panelists. The project had the advantage of using a facilitation resource available to 

community organizations from the Alberta Community Development ministry. Thus, our 

facilitator worked with us without cost to the project. In addition to attending all the 

meetings of the jury, the facilitator met with the organizers several times prior and in 

between the various meetings. Most important, in the course of his work with the jury, 

our facilitator, while appropriately providing some structure, was also a good listener, 
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provided much flexibility to the panelists, and was very sensitive to their needs and 

interests. His facilitation skills were a key ingredient to running a successful process. 

The Meetings 

Our modified schedule planned meetings over two full Saturdays, with an 

Introductory Dinner two days before the first meeting. During the dinner, we were able to 

introduce ourselves, the Advisory Committee, the Facilitator and likewise, it was an 

opportunity for the jury members to become familiar with each other. After dinner, we 

introduced the process and the charge to the jury, responded to any questions from them, 

and presented the video Spare Parts which had been aired several weeks earlier on The 

Nature of Things, a CBC science program hosted by David Suzuki. This initial meeting 

provided a get-acquainted opportunity under more informal circumstances, something, 

which would have been difficult to incorporate within a hectic first day. 
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Figure 2 - Day One Schedule 

Day One - November 18lh 

9:00 - 9:30 Welcome and Introduction by the Advisory Committee 
members (Introduction to the issue and charge, the process, 
and to citizen and expert panels) 

9:30 - 10:30 9-minute presentations by 4 experts followed by 5 minutes 
after each presentation for questions of clarification 

10:30-10:45 Coffee break 

10:45 - 11:30 Presentations by remaining experts 

11:30 - 12:30 Questions from Jury 

12:30- 1:30 Lunch break (on-going discussions with experts) 

1:30 - 2:30 Questions from the general public to experts 

2:30 - 3:30 Further questions from the jury 

3:30 - 3:45 Coffee break (public portion ends) 

3:45- 6:00 Initial discussion among jury members with facilitator: 
identification of key issue areas. 

Day 1 - Expert Presentations and Q/A Session 

The first Saturday meeting was open to members of the public and the media. 

Figure 2 gives the schedule for the day. The first agenda item was to describe the 

objective of and procedures for the citizen jury process, and introduce the various 

participants. Next, the experts gave presentations and time was provided for the jury and 
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the public to ask questions. At the end of the day, the jury held an initial discussion with 

the facilitator to identify key issue areas for the forthcoming deliberations. 

As mentioned earlier, the experts had nine minutes to provide the jury with an 

overview on their designated topic. Immediately following the presentation, the speaker 

took questions of clarification, and then the next presenter took the podium. 

Subsequently, the panel as a whole answered questions and heard comments from both 

jury members and the public. Questions were sometimes directed to a particular panelist, 

but in all cases the question was eventually opened to the entire panel. Further discussion 

between jury members and the experts continued during the lunch break, with each expert 

invited to sit at separate tables with small groups of the jury. 

Day 1 - Initial Jury Deliberations 

In the first deliberation session (jurors and facilitator together without the expert 

presenters), our facilitator led the jury through a process which he called a 'What? So 

What? Now What?' discussion. Jurors first identified the objective facts they had learned 

up until that point (the 'What?'), then the reflections/concerns they had about the facts 

(the 'So What?'), and finally identified why these observations were important and what 

they mean in relation to coming to recommendations (the 'Now What?'). Following this, 

the facilitator ran an exercise called 'The Cards' to end the first day. Jurors independently 

wrote down the issues they felt needed to be covered in order to develop 

recommendations. They then made groups of three, discussed the issues each had come 

up with and wrote their top nine on index cards. Each index card ended up being posted 

on the wall, and the group looked for common themes within them and physically 

grouped the cards accordingly. 
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Nine issue areas were identified by the jury using this process: 

Resource allocation 
Viral transmission elimination 

- Regulation of drug companies 
Government responsibilities 
Refine the technique 
Genetic complications to Offspring 
Animal Welfare 
Recipient Obligations 
Moratorium - should we be proceeding? 

Further Questions for the Experts 

In between the two Saturdays, jurors provided the organizers with additional 

questions for the experts. In addition, questions submitted in writing by some members of 

the public in attendance were also submitted. A l l these questions were sent to the experts 

by e-mail, unedited and organized only according to whom the question was directed to. 

A few questions were directed by jurors to "all experts". Questions were sent out to the 

experts on Wednesday and responses were received and sent out to jurors on Friday 

morning. Two experts' responses were received on Friday night and were provided to the 

jury on Saturday morning during the last meeting. 

Second Full Meeting and Discussion 

The second day of meetings was structured according to several objectives: (1) to 

allow for a discussion of key values important to the jury; (2) to provide an opportunity to 

discuss the key issues raised during the first day and develop recommendations; (3) to 

obtain initial feedback from participants through a focused conversation. 
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Figure 3 - Day Two Schedule 

Agenda - Day 2, November 25th 

Opening Comments (5 min.) 
• Welcome back 
• Housekeeping details 
• Process overview 
• 

Review of additional data (20 ") 
What new information has been gathered over the last week that will help us develop 
recommendations today? 

Decision-making process (15 ") 
What process will the group use to determine the level of support for individual 
recommendations? 

Identification of values (45 ") 
Values establish moral and ethical priorities and serve as standards to guide decision-making 

• What values will guide the development of recommendations as to how Health 
Canada should deal with xenotransplantation? 

Analysis of identified issues (30 ") 
• What issues were identified? 
• Is any clarity required? 
• Are there other issues that need to be added? 

Development of recommendations (2.5 hrs.) 
• Development of recommendations for each issue category? 
• How should Health Canada deal with xenotransplantation in Canada? 

Developing consensus on recommendations? (1 hr.) 
• Presentation of recommendations and rationale 
• Determination of support for recommendations 

Review, evaluation and follow-up of issues (30 ") 
• Review of key points for report and sign-off 
• Evaluation of process 
• What future actions are required? 

With the help of the facilitator, the key issues were reviewed and discussed in 

both plenary and small groups. The small groups consisted of three or four people and 
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each group developed one or two recommendations based on the key issues identified. 

These recommendations were then discussed in plenary. The use of a 'recommendation 

form' was a helpful way for each group to examine an issue area and provide some 

rationale for a particular recommendation. The worksheet asked the group to describe 

what they thought the issue was about, the positive and negative aspects of the issue that 

needed to be weighed, the kind of outcomes desired, and the recommendation they were 

proposing. This was followed by the factors they considered in the development of the 

recommendation and any conditions they might consider pertinent. 

Of the nine issue areas identified, the 'Moratorium' issue was treated separately 

from the other eight. It was recognized early on that the question of whether 

xenotransplantation should proceed at all would be the most contentious one the group 

would have to deal with. The group was able to come to consensus on the other eight 

issue areas before tackling the 'moratorium' question at the end of the day. The jurors 

defined consensus as 'you can live with it' and all 15 agreed on the recommendations that 

the first eight issue areas produced. Each of the recommendations was predicated on the 

idea that i f Health Canada decided to go ahead with xenotransplantation, this is how it 

should be done. As for the question of whether human clinical trials should be allowed at 

all, the jurors' attitudes fell into three groups: 

1) Ban Xenotransplantation: No human clinical trials or pre-clinical animal trials 

should be allowed. This attitude was based on valuing the life of animals as well as a 

preference to spend our health care funds on prevention and alternatives to 

xenotransplantation (3 jurors opted for this choice). 
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2) A Moratorium: No human clinical trials in Canada for the short-term. There are too 

many unknowns related to xenotransplantation at this time, and health care resources 

would be better utilized on other procedures. Reassess as more research results are 

released from around the world (8 chose this one). 

3) Proceed with Caution: Health Canada should go ahead with limited human clinical 

trials, with the understanding that safety is paramount. Cell and tissue 

xenotransplantation is preferred over whole organ transplantation. Research for 

alternatives should also continue (4 chose this one). 

See Appendix A for the jury's complete report of recommendations. 

Preparation of the Final Report 

In the typical citizens' jury, there is a writer who takes on the responsibility of 

putting to text the gist of the discussions on the various key issues and the 

recommendations. In this case, the task was undertaken by the Project Manager (myself). 

The first draft of the report was read by three of the jurors, representing each of the three 

final positions. The final draft was then read and approved by each of the other members. 

This Final Report was disseminated to the media along with a press release in mid-

December. 

Methodology 

This thesis employs a case study methodology. Yin (1994) defines the case study 

this way: it "investigates a contemporary phenomenon within its real-life context, 

especially when the boundaries between phenomenon and context are not clearly 

evident." Case studies are useful when the investigator wants to deliberately study the 
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context as well as the phenomenon. In this case, the citizens' jury process was a new type 

of public participation mechanism and was being carried out in an environment of little 

direct public involvement in policymaking and general cynicism towards public 

consultation. As well, it was being held at the same time as Health Canada was creating a 

policy framework and public involvement campaign. 

This thesis uses an embedded single case design. It investigates one case, the 

investigation of a specific example of a method of Participatory Technology Assessment, 

a citizens' jury on xenotransplantation. Though the main unit of analysis is the jury 

process itself, the analysis necessarily includes investigations of a multitude of subunits. 

These subunits include the participants (jurors, experts, observers, facilitator, members of 

public audience, members of the advisory committee), transcripts of the deliberations 

sessions, media coverage, and impacts on the policy process. 

Case studies rely on multiple sources of evidence. In this case, triangulation of 

various methods is used to analyze the citizens' jury. What follows is a description of 

each of the different sources of data collection used for analysis. The data sources are 

summarized in Table 3. 
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Table 3 - Sources of Evidence 

Timing/ Data collection technique Source 
Before Jury During Jury After Jury 

Source 

Questionnaire Audio/video tapes Questionnaire 
Phone Interviews Jurors 

Meeting Minutes Evaluation meeting 
minutes 

Advisory 
Committee 

Email Questionnaire Experts 

Participant Observation 
Project 
Management 

Audio/video tapes Deliberations 
Newspaper, radio and 
television 

Newspaper and radio Newspaper and radio Media coverage 
Questionnaire Audience 

Data Sources 

Jurors 
Questionnaires 
1) Pre-Jury Questionnaire: 

A questionnaire was sent to each of the sixteen jurors selected to participate in the 

citizens' jury approximately three weeks before the first meeting. The questionnaires 

were anonymous, and results were evaluated as aggregates. One of the sixteen jurors was 

forced to withdraw from the program because of sickness in the family. The anonymity 

of the questionnaires meant that her responses were not excluded from the analysis. 

The questions were a mix of open-ended and closed-ended questions, and were 

divided into five broad categories: reasons for participating in the process, experience 

with organ donation and related health conditions, familiarity with xenotransplantation, 

attitudes towards animal research, and demographic information. The rationale for these 

categories was to investigate the composition of the jury going into the process. 
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Two questions appeared in the pre-jury questionnaire as well as in a questionnaire 

distributed after the process was completed. One asked about the factors that Health 

Canada should consider when making a decision about xenotransplantation legislation 

and the other about the level of discussion about xenotransplantation the jurors had with 

other people. The first was asked to gauge the level of informedness of the jury about 

xenotransplantation and how it was affected by participation. The other was to investigate 

the stimulation of debate and discussion beyond the specific jury meetings. See Appendix 

C for a copy of the pre-jury questionnaire. 

2) Post-jury Questionnaire: 

Eleven out of the fifteen jurors completed and returned the post-jury questionnaire. 

The majority of the questions were meant to evaluate the citizens' jury process: what the 

participants liked, what they didn't like, and what they would change. It also measured 

the participants' satisfaction with the process using a Likert scale, as well as their 

changes in attitude towards xenotransplantation and public consultation. See Appendix D. 

Phone Interviews 

I conducted half-hour phone interviews with each of the 15 jurors two weeks after 

the citizens' jury was completed. The questions were based on the post-jury 

questionnaire, but were all deliberately open-ended, to give the respondent flexibility in 

the observations he/she wanted make. The order of the questions varied depending on 

the flow of the conversation in each interview, and follow-up questions were sometimes 

added depending on the jurors' responses. The general categories of questions were: 

overall impression of the jury process (what did you like? Not like? What would you 

change?), the background readings, the expert panel, the facilitator, the deliberations, the 
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impact of participating (learning, opinion towards attending another jury). The idea was 

to gamer an evaluation of this particular process in terms of participant learning and 

changes in attitude as well as to share recommendations for future panels. 

Deliberations 

Both the public meeting with the experts and the closed deliberation sessions were 

recorded on video and audio tape. One-hour blocks of time of the audio tapes were 

transcribed at six different points in the process. On the first Saturday, during the Q/A 

session with the experts and during the initial jury discussion of key issues. On the 

second Saturday, during the initial review of information, during the decision-making 

process and value discussion, during two of the plenary sessions discussing 

recommendations, and during the final discussion on the moratorium question. Within 

these transcriptions, I took note of who was speaking and the nature of his/her comment 

(i.e. question, statement of fact, opinion). If the speaker referred to a specific source of 

information (i.e. the background readings, the expert presentations, personal reflection, 

etc), this was also noted. 

Audience Questionnaires 

These questionnaires were primarily to elicit an evaluation of the entire process 

(the performance of the jury and expert panel, the structure of the conference, etc.). Also, 

the respondents were asked to self-report on their learning about xenotransplantation and 

give three factors that Health Canada should consider when legislating 

xenotransplantation. 
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Advisory Committee Meeting 

Two meetings of the Advisory Committee were held prior to the first jury 

meeting. Minutes of the meeting were available and covered the jury selection process, 

wording of the charge, and discussions of the background readings and expert panel 

selection. A final Advisory Committee meeting was held three weeks post-jury to 

evaluate the successes and trouble spots of the jury. The three themes of the meeting were 

process overview, the role of the Advisory Committee, and dissemination and further 

activities of the jury and organizers. 

Expert Questionnaires 

Email questionnaires were sent to six expert panelists (the seventh was a member 

of the Advisory Committee and made his comments during the evaluation meeting). Four 

of the six responded to the questionnaire. Questions centred around evaluating the 

knowledge level of the citizen participants, the quality of the final report as policy advice, 

and also the experts' satisfaction with the process and whether they would participate 

again. Like the audience evaluation and post-jury juror questionnaire, this questionnaire 

also asked for three factors that Health Canada should consider when deciding whether to 

allow xenotransplantation to go ahead in Canada. 

Media Coverage 

Media coverage was tracked before, during, and after the jury. We were curious to 

investigate the potential of expanding public debate beyond the participants in the jury 

process. 
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Participant Observation 

As organizer, manager, and evaluator of the citizens' jury, I do not have the 

benefit of being detached from the process. Being so intimately involved with it, on the 

other hand, has allowed me to acquire a deeper understanding of the project. My 

experience, combined with the interpretations of other participants in the process, can 

offer a more thorough evaluation and provide insider advice for future organizers. 

Summary 

Using a variety of data sources (questionnaires, phone interviews, audio tapes, 

etc.), the entire four-month process of organizing and running the citizen's jury on 

xenotransplantation was investigated. An advisory committee of four guided the 

organizers in choosing the citizen participants, setting the agenda, and wording the 

"charge". The citizens' jury took place over two consecutive Saturdays (following a get-

to-know-you dinner). Following the process, a final report of recommendations was sent 

to Health Canada as citizen input into the policy-making process. 
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Chapter Six — Evaluation and Analysis 

Following the evaluation structure developed in Chapter Four, this chapter will 

examine in detail each stage of the citizens' jury on xenotransplantation to assess its 

success in encouraging participation and deliberation, as well as producing a useful 

outcome for the government and participants. It will address the questions raised in the 

formation of the evaluation framework, such as: Who gets to participate? Is the process 

transparent? Are participants encouraged to discuss the issues? Do they listen to and 

respect their fellow jurors? Are the participants satisfied with the process and the 

outcomes? How does the final report impact the policy process? The analysis is 

organized into three phases: 1) project structure, 2) process, and 3) outcomes. 

1) Project Structure 

This first phase looks at the organizational and planning aspects of the project. 

The criteria to be assessed, in turn, are: 

A) Representativeness 

B) Independence 

C) Early Involvement 

D) Task Definition; and, 

E) Cost-effectiveness. 

A) Representativeness 

The citizens' jury is based on obtaining informed input from the "lay citizen". 

Representativeness, in this case, entails recruiting participants from a wide variety of 
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demographic groups and attitudes towards the issue. The composition of our jury met 

these qualifications well. Jurors ranged in age from 24 to 65, and came from a variety of 

educational backgrounds and occupations (publishing CEO, stay-at-home mom, hog 

farmer, etc.). However, this diversity was achieved despite some methodological 

problems in the recruitment and selection processes that put the jury together. Other 

representation issues arise from the small number of participants as well as the potential 

impact of group interaction on the conclusions reached. 

Recruitment 

Self-selection proved to be the most problematic part of recruiting jurors. The 

topic of xenotransplantation is complex and relatively unknown to the general public. 

Because of this, we were uncertain about the response rate to the random letters of 

invitation, and we placed advertisements in the two local free tabloid weeklies, the 

Calgary Straight and Fast Forward. The project received further publicity when the 

Project Manager was interviewed for local television and radio. 

There is an element of self-selection in the group of people who responded to the 

letter of invitation. Inevitably, only those with an interest will take the time to write a 

letter of response and become part of the juror pool. Those who ended up serving on the 

jury were very active citizens, with 15 of 16 being members of clubs or churches or 

volunteer organizations. Advertising and media coverage, however, create a larger 

problem with self-selection as they eliminate the randomness of recruitment. They reach 

a larger audience, which was why we used them, but there is also more opportunity for 

people with a vested interest in xenotransplantation to apply to be on the jury. 
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To minimize the self-selection effect, I would recommend not advertising for 

participants, but instead sending out a larger number of invitation letters (at least 2000, 

compared with our 373) in order to expand the potential pool of jurors. 

Selection 

The typical juror selection process tries to achieve a balance of demographics and 

attitudes towards the selected topic of the citizens' jury. We asked that potential jurors 

send us a letter describing themselves and why they were interested in being a part of the 

consultation. This meant that they could include information they wanted us to know and 

exclude information they didn't want us to know. Two of the jurors intentionally left out 

information on their attitudes towards animal rights, thinking that they might not be 

considered i f they disclosed their opinions. An absence of this type of information makes 

it difficult to obtain representativeness in terms of viewpoints. Some applicants provided 

a wealth of information while others provided very little, some sharing previous 

experience with organ donations or views on animal welfare, others the bare minimum of 

age and occupation. The Advisory Committee had difficulty trying to compare potential 

jurors with such a disparity of information. One Advisory Committee member said she 

was "pleasantly surprised" by the varied composition of the jury, because she felt the 

selection process was a bit of "a shot in the dark", beyond ensuring demographic 

stratification. 

What would have worked better is i f we had sent a questionnaire asking 

demographic and attitudinal questions. The project manager indeed had to follow up with 

many applicants to get even basic demographic information. Some jurors also 

commented that they did not know what to write in the letter of intent - i.e. how to 
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describe themselves, and would have preferred a more structured application process. 

There is still, of course, the possibility that applicants will withhold information, but a 

questionnaire provides a similar base of information on each applicant, making it easier 

to compare and select. 

Inclusiveness is a significant issue for the citizens' jury process. The design of the 

citizens' jury itself immediately disqualifies a large proportion of the general public, such 

as those who cannot speak English, those who are illiterate, those who may have 

aural/visual impairments, and those who do not feel comfortable participating in group 

discussions. There is the potential to modify the process to accommodate non-English 

speakers and those with aural/visual impairments, but this would significantly increase 

the budget of a small-scale project such as this one. U.S. juries have tried to compensate 

for those with poor reading ability by not sending out any information before the jury 

meets. Jurors in those projects have criticized this because they felt they did not have 

enough time to digest the information presented to them by the expert panel abilities 

(Stewart, Kendall, & Coote, 1994). For this jury, reading ability was requisite. The 

shortened time frame and the complexity of the issues necessitated sending out a binder 

of background information. 

In the literature, a common criticism of the citizens' jury is the small number of 

citizens involved in the process (Coote & Lenaghan, 1997). Our jury consisted of only 

fifteen participants. It is not possible to have fifteen people represent the Calgary and 

area population as a whole. By extension, the recommendations of the jury cannot be 

representative of local opinion. There is no guarantee that a similar citizens' jury, held on 
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the same topic, in the same location and at the same time, would give the same results. It 

is perhaps, then, more instructive to think of the citizens' jury process as providing "a" 

lay person's view as opposed to "the" lay person's view. It gives policymakers an idea of 

what issue areas lay people believe need to be discussed (in comparison with expert and 

stakeholder groups), and helps to ensure these areas are tackled in policy formation. 

B) Independence 

Generally, citizens' juries are sponsored by an organization with a vested interest 

in the results. For example, in Britain, a series of juries were run for local health 

authorities in the 1990s (Barnes, 1999). In these cases, the "charge" to the jury was 

decided with the input and ultimate approval of the sponsoring organization. In this case, 

the jury was run as a research project and was funded independently and maintaining 

independence from the sponsor was not an issue. While we were attempting to provide 

input to Health Canada, there was no direct relationship beyond Health Canada providing 

an expert speaker and sending two observers. As described in Chapter Five, the project 

utilized an Advisory Committee (AC) to make decisions at each step of the planning 

process. The A C brought a wide variety of perspectives (ethics, public involvement, 

animal welfare and patient) and helped to counteract any tunnel vision on the part of the 

organizers. Furthermore, the facilitation for the expert presentations and citizen 

deliberations was provided from a neutral source. The Community Development Ministry 

of the Alberta government offers free facilitation services for community groups, also a 

bonus for us in maintaining cost-effectiveness. 

C) Early Involvement 
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This criterion was one that was considered in the planning stages of the project 

and was one reason for choosing xenotransplantation as the topic. As described earlier, 

the Project Director had previous experience with a public participation initiative on 

genetically modified (GM) foods. One frustration resulting from that experience is thait 

because many policy decisions had already been made and G M foods were already well 

established in the Canadian marketplace, the recommendations had little effect. 

Xenotransplantation, on the other hand, is a relatively new technology. It is the decisions 

that are made now that will determine what direction it takes. It is now that value 

judgements are being made about the usefulness and acceptability of xenotransplantation 

to society, and about the safety and effectiveness. 

We purposely positioned our project to be ahead of Health Canada's own public 

involvement program with the hopes of having influence in two ways. The first follows 

the raison d'etre of the citizens' jury - we wanted to provide some initial public input into 

the policy-making process. Secondly, we hoped that, i f the jury was successful, Health 

Canada might use our experience in designing its own public involvement program. The 

timing of the process, however, did little to diminish the healthy level of cynicism on the 

part of the lay panel towards Health Canada, and government decision-makers in general. 

Some participants wondered i f this exercise was just 'window dressing' because a Draft 

Standard of legislation on xenotransplantation had been written in 1999. There was a 

feeling that the Standard is what the government would go ahead with regardless of 

recommendations from the public consultations. 

D) Task definition 
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This criterion examines how clear the purpose of the participation is to the jurors. 

Organizers of a citizens' jury have the benefit of framing the process, and therefore the 

expectations of the jury, through the charge (in this case, "how should Health Canada 

deal with xenotransplantation?"). But because the organizers - not the jurors themselves 

- write the charge, there is tension between producing an effective outcome and 

maintaining freedom for participants to modify the process as they see fit. In writing our 

charge - "How should Health Canada deal with xenotransplantation?" - the Advisory 

Committee intentionally chose an open-ended question that did not preclude any opinions 

or potential policy recommendations. The panel was given the option to modify the 

charge, but chose to keep the original version. The charge proved very useful in defining 

the purpose of the participation to the jurors and to keep them on track during the two 

days of discussions. There were numerous occasions during the deliberation phase when 

jurors would make reference to the charge, in an effort to keep the discussion focused or 

to better understand how their conversation was related to the expected outcome. 

Strong facilitation was crucial in keeping participants on track. The facilitator 

created the agenda, periodically reminded the jury of the charge and, when off topic, 

would steer the conversation back to making recommendations to Health Canada. The 

skill of the facilitator did not go unnoticed by the jurors, who made comments such as: 

he "had to rein things in sometimes, to keep in mind what we were trying to 
accomplish " 
he "made it really easy, the way he structured it" 
he helped "define the direction. I was very satisfied with the facilitator" 
he "had a system — gave us focus and direction " 
he "was great - (it's) very hard to keep on track" 
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E) Cost-effectiveness 

Cost is a key factor for organizers in running participation exercises (Rowe & 

Frewer, 2000). Citizens' juries can be more expensive than more traditional consultation 

techniques such as public hearings (Mclver, 1998), ranging in cost anywhere from 

$20,000 for a local jury to $400,000 for a national project (Stewart, Kendall, & Coote, 

1994). Making the jury cost-effective was a prime concern for the organizers. Part of the 

mandate of this project was to test the feasibility of running a jury on a significantly 

smaller budget (approximately $6500). We had the luxury of having a Project Director 

who was unpaid, and a Project Manager who worked full-time on the project and was 

paid for part-time hours (not included in the $6500). Factoring in a full-time salary into 

the costs of this project still leave it well below the range of previous projects. There are 

tradeoffs in project execution when working with limited funds, but the organizers felt 

that being able to run a successful project that didn't cost very much would encourage its 

use by other groups, especially those who otherwise could not afford to run a 

consultation. Furthermore, the Health Canada observer commented that affordability, 

along with feasibility, encourage governments to use a particular method of public 

participation. Elements that kept the costs low: all of the jurors were from Calgary and 

the surrounding area (Okotoks, Airdrie, etc), as were all but one of the experts (the 

exception was the Health Canada speaker, who traveled from Ottawa under Health 

Canada funding). The Community Development Ministry provided the facilitator for both 

Saturday meetings at no charge. A media relations officer from the University helped us 

with promotion, also at no cost to the project. This helped tremendously in keeping costs 
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down. From the other side, had we had more funds, we may have been able to recruit a 

broader range of experts by going outside the Calgary region. For example, there was a 

desire from organizers and participants for speakers in the areas of religion and social 

justice. We also may have been able to extend the process beyond the two days of 

meetings to provide more time for reflection and discussion. 

We were able to keep the costs down for this project, but cost-effectiveness 

cannot be analyzed using only the criterion of dollars spent. To determine the 'value for 

the money' requires an analysis of cost alongside the other evaluation criteria. I will 

return to cost-effectiveness in the summary section of this chapter where I take a broader, 

more holistic look at the project results. 

2) Process 

This section of analysis will examine the citizens' jury process in action. The 

criteria to be investigated are: 

A) Resource Accessibility 

B) Agenda/Process Rules 

C) Deliberation 

A) Resource Accessibility 

This criterion refers to the adequacy of the participants' access to time, 

information, and human resources in order to answer the charge. 
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Time 

When asked what they would change about the citizens' jury exercise, jurors 

overwhelming responded with requests for more time. In the post-process questionnaire, 

they gave answers such as: 

"Time to collect one's thoughts and questions after expert presentations " 
"I would have liked more time with the experts " 
"More time for expert-to-panel discussions, as well as deliberations" 
"More time given to the entire project" 

In the phone interviews with the jurors, seven out of the eleven mentioned that 

they would have liked to have had a longer question and answer session with the expert 

panel, a similar conclusion to the citizens' conference on G M foods (Einsiedel & 

Eastlick, 2000). Three commented that the experts should have had more time to make 

their presentations, two that there should have been more time for the experts to email 

their responses to questions between Saturdays, two that they needed more time to digest 

the expert information, and three that more time with the experts in general would have 

been useful. The audience evaluations echoed this view, with one suggesting that the jury 

meet with the experts twice with time for reflection in between (on the part of experts and 

jurors). Responses from the expert panel and conference observers followed along the 

same vein. However, the jury members reported being satisfied when asked specifically 

about meeting duration and time commitment to the project in the post-jury 

questionnaire. Only one respondent recorded being dissatisfied with the meeting duration 

(elsewhere in the questionnaire they indicated that they wanted a follow-up meeting with 

the expert panel). As well, only one reported being dissatisfied with the time 

commitment, commenting elsewhere that more time for group discussion and time with 
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experts at the beginning of the process as well as later on would have improved the jury 

process. 

Sending the jurors background readings in advance of the conference as well as 

showing the Spare Parts video at the intro dinner were time-saving features of the 

process. It allowed the jurors to have a basic understanding of the issues so that when 

they came together to deliberate, no time was needed to educate them on the basics. 

Other comments made by the jurors during the post-process interviews were that more 

time would have just meant more information to digest, and that more time wouldn't 

necessarily have made the conclusions any different. The Advisory Committee evaluation 

meeting produced this same observation. The consensus there was that more time 

probably wouldn't have significantly changed the resulting report. 

During deliberations, the jury periodically got hung up on wording of the 

recommendations, using a lot of time to add or take away words and to discuss the merits 

of doing so. For example, during the discussion of the obligations of xeno transplant 

recipients, there was a great deal of discussion about whether to use the word 'accept' or 

'comply'. Should recipients accept conditions or comply with conditions? The gist of the 

recommendation was settled, but agreeing on which of the two words to use extended the 

conversation an extra 15 minutes. Fortunately, the ultimate time pressure - that 

recommendations needed to be completed by the end of the day - eventually moved the 

process along, but i f we were to have provided more deliberation time, I feel that the 

tendency to knit-pick might just have been exacerbated. It is difficult to balance the time 

needed for a comprehensive consultation with the time that participants are willing to 
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give to the process. Fewer jurors may have been willing (or able) to participate i f the time 

commitment had been increased, and this would impact jury representativeness. Also, 

more time means more money, and as described above, cost-effectiveness is an attractive 

element of participation mechanisms to government planners. 

In an ideal case, I would give the jury an hour on its own after the expert 

presentations and before the extended question and answer session. This would give them 

an opportunity to think about what they have heard and discuss with each other what 

issues needed clarification or expansion. If possible, I would also bring the expert panel 

back on the second Saturday for a short period of time, an hour or two, for further 

clarifications before the jury began deliberations, although I realize this is a lot to ask of 

busy people with limited free time. Adding a second expert/jury session would put less 

pressure on the jurors to get all the answers during the first Q/A session, allow the jurors 

more time to digest information, and alleviate the problems with email questions. It 

would also provide a more informal setting (no public or media) and encourage 

discussion between jurors and experts, as opposed to maintaining the rigid roles of 

information provider and receiver. 

Information and Human resources 

The combination of information resources - readings, video, expert presentations, 

and discussion with experts and fellow jurors - was set up to accommodate different 

learning styles. Jurors made reference to all of these sources of information during their 

day of deliberations, as well as discussions with experts and Health Canada observers 

during breaks and lunches. 
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Background Readings 

The biggest challenge to organizing an information resource for the jurors is 

finding the right balance between accessibility and thoroughness in terms of coverage of 

key issue areas. It is always tempting to throw more into the pot for the sake of 

completeness. Feedback from the jury shows that the participants felt that the readings 

were comprehensive in terms of covering all viewpoints of xenotransplantation, but that 

there was a lot of repetition in the readings. There was also recognition, however, that in 

order to cover all viewpoints, this may be a necessary evil because each article tended to 

start from the same information base before branching out into its own slant on the issue 

(i.e. animal welfare, patient benefits, corporate responsibility, etc.). Overall, some jurors 

felt there was too much to read while others found more documents on their own because 

they wanted to read more. 

Those who went looking for more information tended to want scientific journal 

articles, in one case for a deeper understanding of the issues, in another so that she would 

be better prepared to challenge the expert panelists. The reading package was effective in 

covering all viewpoints, but we could have scaled down the volume a bit without losing 

the variety of opinions. An optional section in the back could contain more scientific 

articles (i.e. Science or Nature articles) for those who want more information, or at least a 

listing of the references of where to find them. 

Expert Panel 

In general, the expert panel was given high marks by the jurors for covering the 

issues in a comprehensive yet understandable manner. The speakers were seen as 
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competent communicators, and as one juror commented, were able to put "a human 

touch" to xenotransplantation. Another said that it's often "easier to understand 

something by hearing it rather than just reading it." Having an expert panelist 

representing Health Canada (along with having the observers from Health Canada) made 

the link between the consultation and the body responsible for decision-making more 

tenable, and counters a common criticism of the citizens' jury, that of the lack of contact 

with policymakers (Armour, 1995). Unfortunately, the Health Canada representative's 

presentation did not clearly elucidate the role of Health Canada in the clinical trial 

process, resulting in confusion during the deliberations about what exactly Health Canada 

is responsible for. 

The weakest member of the expert panel was the veterinarian. A member of our 

Advisory Committee said that she expected him to put more emphasis on the impact of 

xenotransplantation on the animals, to counteract the viewpoints of the surgeon and 

doctors on the panel. In the audience evaluations, he was the only expert singled out 

when asked about the overall impression of the expert panel, and the comments were 

negative. 

We ran into resource accessibility problems when trying to get answers from 

experts in the week between meetings. We ended up not getting emails back from the 

experts in response to the jury's leftover questions until the night before the deliberations. 

This meant the jurors did not receive copies of the answers until the Saturday morning, 

and so barely had time to read them before beginning the discussions for the day. 
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A more diverse expert panel would have expanded the information base for the 

jury. The Advisory Committee had suggested two other categories during the planning 

stages of the jury: one to represent a religious perspective and a second to discuss issues 

of community relationships and social justice. We (the project organizers) had been 

trying for some time to have someone from a religious community but were unsuccessful. 

We were not successful in finding someone from the second group either. These 

viewpoints would have broadened the range of perspectives heard by the jury. As noted 

above, a bigger budget may have alleviated this problem by allowing the organizers to go 

outside the Calgary community for expert panelists. 

Jurors commented that it was unfortunate that one of our panelists, a spouse of a 

liver transplant recipient, was unable to attend because of the desire to hear from 

someone who has been in the life and death situation of organ transplantation, but not 

from a medical practitioner perspective. The jurors also made recommendations on other 

areas of expertise that may have been helpful such as a representative of the World 

Health Organization (WHO) to discuss international issues, a researcher who would do 

clinical trials i f they were ultimately allowed, and an industry representative to talk about 

the commercial aspects of xenotransplantation. However, adding more experts, while 

providing a wider range of perspectives, would also further aggravate the time problem. 

Limiting the panel to seven was necessary to keep the duration of the meetings down to 

two Saturdays. 

B) Agenda/Process Rules 
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In the literature, a public consultation process is made more democratic by 

allowing the participants to shape the agenda and determine how decisions will be made 

(Webler, 1995). Experience from this jury questions the practicality of putting so much 

control in the hands of the participants, especially with a complex issue that takes so 

much time to understand. Not because the jurors could not handle the control, but 

because it is not something they want to have to think about on top of struggling with the 

many issues of xenotransplantation. Unlike the consensus conference process, the jury 

does not choose the expert panelists or the facilitator. In our case, the facilitator created 

an agenda for the two days of meetings and allowed the jurors to discuss it and modify it. 

I would recommend this approach again, especially for a small-scale initiative. Having a 

framework agenda to work from saves time but still provides the opportunity for revision. 

It does however depend on having organizers and an advisory committee that are 

unbiased in creating the charge and choosing expert panelists. Otherwise, the legitimacy 

of the process is threatened. 

Having a say in the decision-making process initially threw the jury for a loop. At 

the end of the first day, the facilitator led a discussion about the expectations of the jury, 

which consisted mainly of questions from the jury about how they should make 

recommendations. Should they follow majority rules? Should they strive for consensus? 

There was a sense that the jury wanted the facilitator to tell them how to do it, but he 

made it clear that it was up to the jurors themselves to decide. The jurors may have 

reacted this way because in general most public consultations are very structured and 

offer few opportunities to the participants to have input into how the process is run. It 
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was a new concept to many of them and took a while to get used to. The following 

Saturday, though, the jurors seemed more comfortable taking charge and making the 

rules themselves. They ultimately decided to work to consensus on as many issues as 

they could. 

In post-jury discussions, five jurors mentioned that valuable deliberation time was 

wasted by the facilitator in such tasks as planning the discussion agenda and clarifying 

juror comments during debate. One said, "we had enough on our plates trying to 

understand xenotransplantation." Again, it's a question of balance. The participants must 

feel that they are able to change things i f they want to, but not feel overwhelmed by 

having to make too many decisions. The organizers must provide as much time as 

possible for discussion and also allow the jurors the opportunity to revise the process as 

they see fit. 

C) Deliberation 

Deliberation is at the core of the citizens' jury philosophy. It is during the 

deliberation phase that opinions are challenged, new ideas are discovered, and 

recommendations are formed. The CPHA observer commented that the "opportunity for 

open discussion among jury members is a very effective and democratic way to examine 

a controversial issue facing society." She also commented that the process structure 

allows opposing views to be accommodated. 

Consensus 

At the outset of deliberations, the prevailing view among the jurors was that 

reaching consensus on issues was unlikely and maybe even unrealistic. They decided to 
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work towards consensus anyway, but were clear that it would be imperative to have the 

full spectrum of opinions accounted for in the final report. Working towards consensus 

helped jurors begin to understand others' points of views, and helped to build a solution 

everyone could agree on. Jurors commented that: 

"Each person has his or her opinion, but you know you need to work together so 
you find a common one " (response in phone interview), 

"Talking to people with different ideas gives you a new perspective " (response in 
interview), 
"/ think we're getting bits of everybody's recommendations. Instead of six 
recommendations, let's get one everybody can buy into " (said during deliberation 
session). 

A member of the Advisory Committee commented that the jury had a "strong sense 

of team." They knew they had a job to do, and were committed to doing it well. Many 

participants (jurors, experts, audience, and observers) were surprised that 15 people with 

diverse opinions could come up with any agreement at all. Respect played a major part 

in the consensus process. One of the jurors, an animal rights advocate, thought 

beforehand that none of the jurors would listen to her, and was pleasantly surprised when 

"everyone had a chance to speak and was heard." Another commented that she "was very 

impressed with how everybody listened to everybody else." Yet another said that there 

"weren't any battles fought" and that the process created an atmosphere where people 

wanted to work together. The fact that, unlike a typical jury, every member of the 

citizens' jury wanted to be there also contributed to an atmosphere conducive to 

consensus building. 

Disagreement was handled well. It was recognized by the jury during the 

discussion on values in the morning of the second Saturday (if not tacitly beforehand) 
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that there were fundamental differences in beliefs within the jury, core beliefs that would 

not change no matter how much they talked about things. Different views were equally 

respected, however, and an 'agree to disagree' attitude was taken for the moratorium 

question (whether xenotransplantation should be allowed in Canada now, later, or ever). 

The other eight issues were approached from the view that ' i f Health Canada were to go 

ahead with clinical trials, then we recommend...' and consensus was reached on a 

recommendation for each. In preparing the agenda for the day of deliberations, the 

facilitator put the moratorium question as the last item, allowing the group to work 

through the rest of the recommendations before dealing with the most contentious issue, 

one that may have brought them to a standstill i f tackled first. While developing the first 

eight recommendations, there were numerous points where the group hit an impasse. In 

these cases, they would skip the issue, move onto a new topic and come back to the old 

one later on in the day. This strategy was very successful and allowed the jurors to make 

a unanimous recommendation on each issue while still having time to fully discuss the 

moratorium. 

During the Advisory Committee post-jury meeting, the consensus process raised a 

point of concern. In trying to get consensus, many opinions are being merged into one 

and there is a danger of losing individual thoughts while working towards agreement. 

This was especially apparent when the group was discussing the moratorium question 

(i.e. whether xeno should go ahead at all). Some jurors were confused about which 

'group' they fell into when trying to answer this question (Ban xeno, Moratorium, or 

Proceed with Caution). One commented that she would just fit herself into one of the 
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choices. Another, in the follow-up phone interview, could not remember which option 

she had 'voted' for in the end. While grouping the jurors into one of the three categories 

made the report much cleaner, there is definitely the possibility that this does not 

accurately represent the opinions of the members of the jury. This method makes opinion 

categories seem more discrete and mutually exclusive than they really are. A partial 

solution to this problem could be a modification to the final report. In the appendix of the 

report, there are one-sentence biographies of the jurors. A paragraph statement from each 

juror could follow their bio and outline their answer to the charge. This would maintain 

individual opinions alongside the group's overall conclusions. 

Discussion 

In order to analyze the deliberation sessions, one-hour blocks of time were 

transcribed at various points during the two Saturday discussion sessions. I was interested 

in the frequency of input from different participants, the nature of their input (question, 

comment, fact) and what sources were drawn upon to make their input (i.e. personal 

opinion, background readings, expert presentations, etc.). I only noted sources when they 

were given explicitly (i.e. In her presentation, the cardiac transplant surgeon said...). In 

some cases, it was impossible to infer a comment's source as the jurors often received the 

same information from numerous places. The facilitator's comments were also included, 

as I was interested in how he helped, hindered or otherwise directed the process. On the 

first Saturday, portions of the question and answer session with the experts and the late 

afternoon jury deliberations were analyzed. On the second Saturday, blocks of time were 

examined during the early morning (reviewing new information, deciding on the 
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decision-making process, and identifying values), during two plenary sessions discussing 

the formation of recommendations and during the final discussion of the moratorium. 

Table 1 shows the number of comments made by each juror in the different periods of 

analysis (excluding the Q/A session with the experts). A '* ' beside a juror's number of 

comments means that the juror was part of a small group that was presenting to the jury 

as a whole during the period of analysis. 

Table 4 - Frequency of Participation 

Number of comments made 
Participant Nov 18tn Nov 25'° Nov 25 t n Nov. 25 t n 

Deliberations Morning Discussion of Recommendation 
4-6pm Recommendation #8 discussion 

#2 
Facilitator 30 21 21 22 
1 21 0 (absent) 11 12 
2 8 6 8 10 
3 5 0 8* 0 
4 5 0 5* 3 
5 7 9 4* 7 
6 8 5 6* 2 
7 3 1 4 1* 
8 3 1 4 0 
9 3 2 1 0 
10 3 2 2 2 
11 2 0 2 9* 
12 4 8 0 10* 
13 2 1 0 3 
14 4 3 0 1 
15 3 1 0 1 

* Indicates that during this discussion, the juror was part of the small group that was responsible for 
developing and presenting the recommendation 

From Table 1, it can be seen that some jurors dominated the deliberation sessions. 

In the initial deliberation session at the end of the first Saturday (Nov. 18 th, 4-6 pm), 

during the 'What? So What? Now What?' discussion, one juror in particular dominated, 

speaking 21 times, while the most any other jury member spoke was eight. The facilitator 
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attempted to bring others into this conversation three times by specifically asking for 

others to speak (over a 45-minute time period). This talkative juror and one other were 

dominant throughout the entire of day two's deliberations (See Table 1). 

The facilitator made other efforts to include less vocal members of the jury, which 

may have prevented the participation from being even more lopsided. During the 

question/answer session with the experts, he decided to start with a juror on one end of 

the table and move consecutively around until he reached the other end and everyone had 

asked a question. He used this approach again during the final discussion about whether 

Health Canada should impose a moratorium on xenotransplantation. Each juror, in turn, 

presented his/her opinion, which was recorded on a flip chart for all to see. 

Small group discussions were also helpful in bringing less vocal participants into 

the debate. As mentioned earlier, groups of 3 or 4 jurors were formed with each tackling 

two of the nine issues identified on the first conference day. When back in plenary, a 

representative from the small group would read the recommendation, the 

recommendation would be written on the flip chart, and discussion would ensue. Two of 

the more talkative jurors still tended to speak most often, but the members of the group 

who formed the recommendation were more likely to contribute, in order to explain what 

they had come up with and in many cases, defend it. Small group work also tended to 

make better use of time, in the sense that more was accomplished than in the plenary 

session. The small groups were able to write down the pros and cons of the issue, the 

outcomes desired, and a draft of a recommendation in about an hour. It is a good 

technique to use to initially flesh out ideas before discussing it in the group as a whole. 
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Juror evaluations were split in terms of the value of the small group work, some wanting 

more, some wanting less. 

The jurors themselves were quite aware of the disparity in contributions to the 

discussion. They commented on how i f you didn't speak up, what you were saying was 

not going to be heard, and that the small group work allowed some people to speak that 

were not often heard from in the plenary. At one point in the deliberations, someone 

made a joke about the chattiest juror, asking i f they could have a moratorium on him 

speaking up. 

Learning 

As a result of being a part of the citizens' jury process every juror but one 

reported changing their opinion on whether clinical trials on xenotransplantation should 

go ahead in Canada. Some went from pro-xeno to anti-xeno, some vice-versa, others had 

their view bolstered by the jury, leaning further to the pro or anti side after the process, 

and some had no opinion before it started and a definite opinion after it was over. The 

one whose attitude did not change said his opinion was the same but was bolstered by a 

broader knowledge base. Examples of their comments include the following: 
"/ am more informed and aware of the magnitude of this technology. It has made 
me somewhat fearful because of zoonosis, and I will now read carefully every 
news release and perhaps be moved to write to Health Canada about my 
concerns" 
"I am much better informed. I feel strongly that Health Canada should be 
involved in the research for xeno " 
"Way before the jury, I was probably more negative towards it than when I 
started getting involved but that's because I didn't have a lot of information " 

The pre- and post-jury questionnaires asked what factors Health Canada should 

consider when making a decision on xenotransplantation. In the pre-jury survey, two 
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respondents didn't have any factors to offer to Health Canada. A l l respondents in the 

post-jury survey made recommendations. In the post-process survey, the responses 

centred around Canada's role internationally, an issue that was not mentioned once in the 

pre-jury answers. Other new factors appearing in the post-jury survey included gathering 

the public's opinion and educating the public about xenotransplantation. Both before and 

after, some responses centred around risks and benefits - the difference being that before, 

answers focused on determining what exactly the benefits to the patient will be (i.e. will 

the procedure work?) and after, answers focused on comparing the risks versus benefits 

before making a decision. 

Three of the four experts who filled out the post-jury questionnaire felt that the 

knowledge level of the citizens was adequate to make recommendations on 

xenotransplantation policy. They made comments such as: 

"/ appreciated the quality of questions from the panel who seemed quite well 
informed on a complex subject. " 
"I was impressed with the cogent and reasoned comments of the jury members; 
all obviously quickly grasped some nuances in the discussion, and asked careful 
questions about the area. This despite a disparate background, and few with 
'medical' or 'scientific' training. " 
"I found the jury report to be well thought out; I believe it has established itself 

as being both credible and invaluable in its approach to Xenotransplantation. I 
think it should definitely merit being part of the policy-making process on 
Xenotransplantation by the Federal Government. " 

The sole expert who felt the jurors' knowledge level was less than adequate to 

make recommendations did feel however that the quality of the report was strong enough 

to be useful to Health Canada as informed public input. 

It was not only the jurors who had a learning experience by being a part of this 

process. Two members of the expert panel remarked that they had learned a lot as well. 



103 

One said that he "found it to be very educational for myself, as well as for the rest of the 

participants." Comments such as these show that all of the participants had the potential 

to learn something from the process - it wasn't only about experts disseminating 

information to the jury. The labels of 'expert' and 'citizen' were fluid and overlapping in 

the project, with some participants flowing back and forth between them. For example, a 

juror with experience in organ donor waiting lists served as an informed source for the 

rest of the jury during the deliberations, while an expert panelist took her turn asking 

questions of her fellow experts in the Q/A session. In one context, a person can be a lay 

citizen while in another, that same person may shift into an expert role. 

Jury-Expert Deliberations 

The expert-jury discussion was for the most part a question/answer session with 

the jurors asking questions and the experts giving responses. They did not have very 

much time together, and the discussion never did evolve to a more two-way conversation. 

That said, the jurors were able to use their knowledge from both the expert panel and 

prior reading to ask intelligent questions, ranging in topic from animal welfare to patient 

monitoring to the potential global implications. Two used independent research they had 

done (reading scientific journals) as the basis for their questions. One juror extrapolated 

on what she had learned about the risk of xenozoonoses to ask about what caused them, 

as opposed to just what the dangers are to patients (the focus of the readings and 

presentations). Another wanted to know how the jury's recommendations would fit into 

the legislation and whether they would be carried forward through a change of 

government. Some on the jury felt confident enough to bring forth their own personal 



104 

opinions during the Q/A period and also to challenge the experts on their views, one 

challenging an expert on the assertion that there will never be enough organs; another on 

a perceived bias in the presentations. 

Part of the jury's education on xenotransplantation was learning about what isn't 

known. Many on the jury expected the expert panel to provide them with the 'facts', from 

which they would be able to draw out the best course of action. However, 

xenotransplantation is a highly complex, newly emerging science and so is chock full of 

uncertainty. It made many of the citizen panelists uneasy that not all of the facts are 

known, and at the same time decisions still need to be made. 

3) Outcomes 

A) Impact on Policy Process 

The most significant outcome of this project was the adoption of a modified 

citizens' jury format for six national consultations on xenotransplantation being run by 

the Canadian Public Health Association. The national consultations are being used as 

public input to the Public Advisory Group (PAG) on xeno appointed by Health Canada. 

The P A G will be writing a final report encompassing the views expressed through the 

national meetings (along with public input from other sources) that will be delivered to 

the Health Minister. The consultations have been named citizens' forums and the 

organizers implemented process recommendations from the Calgary experience. For each 

consultation, the organizers chose 18 to 25 panelists (from responses to 2500 letters sent 

randomly to citizens in the vicinity of the chosen city), sent out background readings, 

held an introductory dinner where they show the Spare Parts video, had a day with the 
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expert panel, and a day of deliberations. The major difference is that the CPHA process is 

conducted on consecutive days (Friday, Saturday, Sunday) whereas our process was 

conducted on a Thursday, Saturday, and then the following Saturday. The original CPHA 

plan involved three one-day consultations across Canada. In the end, the consultation 

process had expanded from one day to two days plus a dinner, and from three 

consultations nationally to six. 

Health Canada response 

At this point in time, it is not possible to investigate the impact on policy any 

further. The consultations were completed in July 2001 and the PAG report will be 

delivered to the ministry by the end of the year. Health Canada has acknowledged receipt 

of the Final Report of the Calgary jury, but is delaying a more comprehensive response 

until it receives the PAG report. Only then will it be possible to analyze how the citizen 

reports from across the country are incorporated into the decision-making process on 

xenotransplantation policy. 

Values 

There was a normative cast to the entire proceedings of the jury, beginning with 

the charge, 'How should Health Canada deal with xenotransplantation?' Questions of 

technology are by definition political questions. The deliberations reinforced that science 

and technology are inextricably linked to politics, economics, and culture. The jury's 

recommendation report, among other issues, touched on how government money should 

be allocated, on international government relations, on responsibilities for industry and 

on how to care for the animals being used as sources. The normative component of the 
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jury process exemplifies the importance of involving the lay citizen in the decision

making, as citizens make up the society we live in and deserve a say in how that society 

is shaped. 

B) Participant Satisfaction 

Beyond the concrete outcomes of influencing policy and policy processes, the 

citizens' jury impacted the participants' attitudes towards public consultation, towards 

citizenship, and towards themselves. An additional function of the jury process is to help 

stimulate a wider debate about xenotransplantation, through media coverage and public 

attendance at the jury. 

Every person that served on the jury said they would participate in another one, 

two with the caveat that it would have to be a subject they were interested in. The 

reasons why they would participate varied, but revolved around two main themes, 

citizenship and personal growth. The ideas expressed in the citizenship theme in the post-

jury questionnaire included that this process "serves the purpose of democracy. This 

arrangement places a small but important power back into the hands of the people", and 

that "it is important for citizens of Canada to input as much info as possible in major 

issues facing Canadian citizens." Under personal growth, jurors commented that they 

appreciated the opportunity to learn, to voice their own opinion, and to hear others' 

opinion. For two jurors, the citizens' jury experience has influenced their educational 

paths. One said in her telephone interview, "It has changed what I want to do. I never 

wanted to go into research before, but I'm thinking I might like to go into medical 

research, do something with transplants." Another juror, who is retired, has applied to 
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university for a mature student program because of how much he loved learning during 

the citizens' jury. 

The post-jury questionnaire also asked about how the jurors' attitudes towards 

public consultation had changed as a result of being a part of the jury process. The 

answers were resoundingly positive: 

"I was always for public consultation, but was unsure how it would work. Based 
on 'our' experience, I would fully endorse it. " 

"This experience has shown me how important it is for public officials to obtain 
public input from individuals who are educated about the topic but still represent the 
public in general (not experts!) " 

"I had never thought about the concept of a citizens' jwy prior to this, but after 
participating in one I realize how educational, enjoyable and practical it can be " 

"The more people are aware that there is public input into a subject, the more 
willing they are to support the results. " 

"A citizens' jury, if done properly can make informed recommendations to a 
government body, which is better than having that body dictate what it's going to do 
for the citizens " 

"I've always thought public consultation valuable but had never heard of anyone 
being consulted. The jury was definitely an informed public consultation and 
therefore much more valuable than e.g. a poll" 

There is lingering skepticism on the part of many jurors that Health Canada will not 

take their report into consideration. There were periodic comments about 'window 

dressing', and about the idea that the department was running a consultation because it 

was mandated to. 

C) Public Debate 

One hurdle that this project did not overcome is that of public apathy. The first 

Saturday of the jury was covered in the media and the public was invited to attend 

through newspaper, radio and television interviews. Approximately ten people ended up 

attending. I cannot offer any definitive reasons for the poor turnout. It may have been due 
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to the chosen topic for the forum or to the cynicism afforded participation programmes by 

the general public, or something entirely different. The more successful participation 

projects that are run and incorporated by the government, however, the more chance that 

enthusiasm will grow and cynicism will subside. 

Despite the low attendance, public debate was encouraged in other ways. Jury 

members all reported talking to friends and family about xenotransplantation more as a 

result of being a part of the jury. In the pre-jury questionnaire, four had never spoken to 

anyone about xenotransplants, 10 had talked once or twice about it, and two respondents 

had talked about it periodically or often. In the post-jury questionnaire (11 respondents 

versus 16 for pre-), 10 respondents had talked periodically or often about 

xenotransplantation. 

Media coverage was minimal before and after the event. There were two 

newspaper articles prior to the event (one in the University paper and one in the Calgary 

Herald), one television interview (Global News at Six), and two radio interviews 

(Calgary EyeOpener on CBC and QR77). Post-jury, a juror and the project manager were 

interviewed on the radio (EyeOpener) and a newspaper article was published in the 

Calgary Herald (and was also carried in the Edmonton Journal). A few weeks later, an 

A M Talk Radio (QR77) show spent an hour discussing the topic and one of the jurors 

called in to comment on our process. 

A personal invitation to applicants not selected for the jury might help to bolster 

public attendance. This group of people has already shown an interest in the topic and the 

process, and an invite might encourage them to attend even though they weren't chosen 
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to be a main participant. The organizers could have been more proactive in contacting the 

news and science reporters at the major newspaper, radio and TV outlets. Most of our 

media coverage was due to reporters seeing the recruitment ads for jurors or hearing other 

media coverage, not from direct contact from the organizers. 

Summary 

The practice of Participatory Technology Assessment has not been established in 

Canada, and even the concept of using deliberative methods of consultation has barely hit 

the radar of Canadian public awareness. Under these circumstances, the literature 

suggests that a PTA arrangement will often play a more indirect political role in the 

policy-making process rather than overtly influencing the decisions made by government 

(Kluver et al., 2000). Organizers attempt to raise awareness of the PTA method within 

both the governmental and public domains and tailor it to the political and cultural 

context, with the hope of eventually influencing the way public participation is 

approached. 

The most significant finding of this study comes from examining the indirect 

impact the citizens' jury has had on xenotransplantation policy-making in Canada. As 

described above, the Canadian Public Health Association (CPHA), under contract with 

Health Canada, and directed by a Public Advisory Group (PAG) made up of 

representatives from different stakeholder groups, is responsible for implementing a 

national Public Involvement Program on xenotransplantation. Health Canada and CPHA 

sent observers to the Calgary citizens' jury, and a description of the process and its results 

were presented to the PAG. As a result, the CPHA consultations were designed as a 



110 

modified version of the Calgary process. While not directly influencing the federal 

government's decision on xenotransplantation, the adoption of a deliberative model of 

consultation is noteworthy because it is a divergence from the Canadian government's 

standard public participation practices, and may indicate a shift in the political climate. 

The Health Canada observer commented that beyond a useful outcome, feasibility 

and affordability are two factors that encourage the government to use a particular 

method of consultation. The project stayed under budget and was run successfully using 

only local participants (with the exception of the Health Canada expert who attended at 

Health Canada's expense). The citizens attained a high level of informedness, were 

satisfied with their participation in the process, and produced a useful report for 

policymakers. A positive prediction about the future use of the citizens' jury came from 

the Health Canada expert, who said, "Health Canada will be evaluating this process and 

the one being run by the Canadian Public Health Association very closely and I would 

expect this method or a variation on it will (become) standard practice for the 

Department." 

Respect and consensus were fundamental aspects of the deliberation sessions. 

Jurors listened to each other and then worked with each other's ideas to create 

recommendations for Health Canada that every one of them could buy into. Differences 

in core beliefs (such as animal rights) led to a final vote on the moratorium question, the 

one issue they could not come to consensus on. Concerns were raised about the 

compartmentalization of opinions through the use of this method. Nuances in personal 
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views got lost in defining three discrete categories and having jurors fit themselves into 

one of them. 

The process engendered a more positive view towards the possibilities of public 

consultation. Every jury member said he/she would participate in a citizens' jury again, 

and many expressed that by having public input, government decisions would be more 

informed and acceptable. The exercise encouraged jurors to talk about 

xenotransplantation with their family and friends, and in some cases, to pursue further 

education. 

The jury produced recommendations relevant to government in a tight timeline. 

The report now lies with Health Canada and it remains to be seen how it will be 

incorporated into the regulatory framework. 
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Chapter Seven - Conclusions 

Technology structures society, its 'laws' shaping human relationships and 

interactions in the same way as government legislation. Unlike legislation, however, 

technology laws are for the most part created unintentionally (Sclove, 1995). They 

emerge unconsciously from the initial design of a technological system, and also through 

unpredicted consequences- once the system has become entrenched - they can regulate 

something as mundane as the design of the computer keyboard to something that 

captured much of the world's attention like the Y 2 K phenomenon. Decisions made about 

xenotransplantation will 'legislate' care for transplant patients, determining methods of 

treatment, allocation of health care funds, and setting the agenda for further research 

interests. 

Introducing values into technological development and policy creation can help 

make technology 'laws' more intentional (Sclove, 1995). Ned Crosby's stated purpose of 

the citizens' jury, to answer the question 'How should we live together?' (Crosby, 1995, 

160), encapsulates the role a normative cast on technology issues can play in guiding 

technological development. Approaching new innovations from this perspective forces 

us to map out the kind of life we want and the ways in which we want to achieve it. 

Participants in the xeno citizens' jury expressed a desire to maintain universally 

accessible health care, a concern about the welfare of potential animal donors, and a need 

for more public education and involvement. Each of these is an issue that relates to 

xenotransplantation, but also to a preferred social environment. Critically reflecting on 

what the desired social outcome of a new technology is gives us more control over the 
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eventual results. Instead of waiting to see what happens, we decide what we want to 

happen. There are still risks and consequences that cannot be predicted (secondary 

effects), but this approach reinforces that technology is not autonomous. We are indeed 

able to guide it in a direction of our choosing. 

Deciding on which direction is best, though, opens a whole new can of worms. 

Who decides what is 'best'? Whose voice counts? Whose is silenced? The issue of 

control is a contentious one, raising the issues of power and inequality that accompany all 

political decision-making, technological or otherwise. Dickson (1984) contends that 

policies made about scientific issues most often act to reproduce the basic patterns of 

political control in a society. This thesis introduced the citizens' jury as a challenge to 

status quo technology assessment, as an attempt to make decision-making more 

democratic. This is both because citizens have a right to be involved in decisions that 

impact them, but also because by doing so, the decision is based on a broader foundation 

of knowledge. The citizens' jury added the value-driven opinions of'ordinary' Canadians 

into the policy conversation, something Canada's traditional science-based policy regime 

may or may not be readily equipped to handle. 'Science-based' policy can be defined as 

"decision-making where scientific knowledge and personnel constitute significant or 

effective inputs into, or are distinctive features of, the relevant decision-making process" 

(Doern & Reed, 2000, 5). Scientific experts often occupy the most important advisory 

roles in this paradigm. Integrating views from citizens, alongside experts, special interest 

groups and politicians complicates the process of making decisions by introducing 

diverse and often contradictory points of view, and challenges the eminence of the 
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traditional science-based approach. Slowly, government departments are responding to 

the plurality of opinions by moving from a science-based model of policy formation to a 

risk management based model. The Therapeutic Products Programme (the precursor to 

the present Biologies and Genetic Therapy Directorate and the group responsible for 

xenotransplantation regulation until the switch in early 2001) is an example of this 

transformation. In a risk management approach, as compared with the science-based 

regime, "science occupies a broader spectrum of shared advisory space containing 

numerous kinds of knowledge, expertise, evidence, and values. This complex spectrum is 

thus capable of spawning fact-value controversies that blend scientific judgment with 

other forms of evaluation in regulatory decision making" (Doem, 2000, 195). TPP's shift 

in approach is tied directly to an outcome of this study. A significant result of this project 

was the adoption of a modified version of the citizens' jury by TPP to consult the 

Canadian public on xenotransplantation. Involving citizens in such a detailed 

examination of xenotransplantation is indicative of the more inclusive risk management 

paradigm. It allows for a plurality of viewpoints, integrates knowledge that is not 

scientific in nature, introduces values into the decision-making equation, and helps to 

redress the inequality in involvement between social groups in the older technology 

assessment models. 

Normative discussions are part and parcel of making technology compatible with 

democracy. Democracy is an iterative process, where the rights and freedoms associated 

with it are continually reproduced, whether through elections or sitting of the parliament. 

Equally important is the continuous involvement of citizens in political affairs. To be a 
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citizen is to be able "to participate in decisions that affect oneself and one's community" 

(Bachrach (1967) in Fiorino (1991)). Acquiring and developing citizenship skills does not 

happen overnight, but is cultivated through ongoing participation in civic life, and only 

then can become a habit. The citizens' jury encourages the development of active 

citizens, but must be part of a larger program of public involvement. In general, our 

current political system encourages passivity, and within such a framework "one-off 

exercises in participation are almost inevitably one-off failures" (Stewart, Kendall, & 

Coote, 1994,4). Old habits, especially ones involving apathy and little effort, die hard. 

The social shaping of technology, too, is continuous and iterative. Social 

situations evolve, effecting technological systems; these systems then adapt and influence 

the social environment. To maintain intentionality in our technological 'laws', 

technological practices must routinely be subject to assessment by both scientific experts 

and non-experts. A corollary of habitual assessment is that it works to reduce uncertainty. 

As the techniques of xenotransplantation develop, as new knowledge is discovered and 

old theories are discarded, the potential impacts on society will also change and they will 

need to be re-examined. What we consider our preferred social environment, or the 

answer to "how shall we live together?" may also change as time goes on, and this, too, 

must be reflected in our evaluation of technologies. The social learning that takes place 

will need to be embedded into the regulatory process to ensure new technologies embody 

our preferred social values. 

The citizens' jury here was successful in starting the normative discussion on 

xenotransplantation. It demonstrated the ability of lay citizens to become competent on a 
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complex scientific issue. It was run as an individual experiment in deliberative 

consultation. The participants in the project gained confidence in their role as citizens and 

made educated judgements about xenotransplantation. These citizens can now be 

considered 'lay experts' on xenotransplantation, and they should be given opportunities 

to continue to use the knowledge they have gained, whether in a similar process to the 

citizens' jury or in a different capacity. Besides knowledge, the energy and enthusiasm 

the citizens' jury built within the participants should be capitalized on. This issue will be 

revisited in the Limitations and Further Research section of this chapter. 

The ideals of deliberative democracy are at the heart of the citizens' jury process. 

Theoretically, deliberation proceeds through an exchange of reasoned arguments and 

resolution emerges from the best argument put forth. The goal of deliberation is "to arrive 

at a rationally motivated consensus - to find reasons that are persuasive to all" ((Cohen 

(1989, 33) in Przeworski (1998)). In highly contentious, morally divisive issues such as 

xenotransplantation, consensus is a lofty goal. While not completely discounting the 

possibility of a 'common good' emerging from discussion, recognizing that there are 

"distinct, incompatible philosophies of life" (Cohen, 1998, 187) expands the goals of 

deliberation. It may be that no agreement can ever be reached. A case in point is the 

moral acceptability of xenotransplantation: discussion of the value of animal life versus 

human life could have gone on ad infinitum and a common viewpoint would never have 

been reached. Participants came to the project with fundamental beliefs on the subject, 

ones that cannot be swayed. If consensus is not to the only result of deliberation, what 

others does this project suggest? 
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- The jurors described acquiring a more informed opinion by being exposed to a 

wide range of perspectives throughout the discussion; 

The participants gained a better understanding of others' opinions and of the 

rationale for the ultimate decision (potentially making them more accepting of 

that decision); and 

The jurors were given a venue to express their opinions and to have them 

recorded. It was very important to all involved to have each individual jury 

member's view accounted for. 

The project confirmed that Habermas' ideal speech situation is just that, an ideal 

The ideal speech situation "cannot exist in this world of variety in opinions and 

traditions" (Dryzek, 1990, 36). But its "steering effect" (Cohen, 1998) was evident. The 

citizens' jury acted as a real-world approximation to the ideal. Through discussion, the 

group members dedicated themselves to coming to consensus on whatever issues they 

could, resulting in what I call 'conditional consensus'. By talking with each other, the 

jurors figured out which beliefs were morally incompatible and which could be 

hammered out through reasoning and argument. In the ideal speech situation, each 

participant should have an equal opportunity to participate. The Calgary jury was not 

entirely successful in meeting this requirement either. Some jurors were definitely more 

vocal than others, and provided more than their fair share of input. Equal participation is 

again something to strive for, but with the variety of different levels of comfort in public 

speaking, it can never be a reality. 
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Limitations of the Study and Further Research 

Any direct influence on the government's decision-making by the Calgary jury is, 

as of December 2001, unknown. The final report of the Calgary jury is being considered 

alongside the six national forums by the decision-makers at Health Canada. Participant 

feedback showed that the report was thoughtful, thorough and useful as input to the 

policymaking process. Whether the citizens' final report is acknowledged and/or used in 

the decision-making process is crucial to the overall success of the project. A next step 

for researchers would be to examine Health Canada's eventual response to the citizen 

report and its influence on the final version of legislation. How is the report incorporated? 

The ultimate effectiveness of the citizens' jury hinges on how it used in the policy 

process. Without a tangible impact or in the least an explanation why the citizens' 

recommendations were not used, even the most well run process loses some of its lustre, 

and is bound to leave the participants frustrated, cynical, and less likely to participate 

again. 

An independent evaluation of CPHA's entire Public Involvement Plan, which 

includes the six citizens' forums as well as a random telephone survey and direct mailout 

to 400 stakeholder organizations, is expected in December 2001. This report could be 

used as the basis to address many research questions that are outside the scope of this 

study. It enables researchers to look at the use of a citizens' jury-type process when 

sponsored by a government institution. In the 'real world', public participation 

programmes are the responsibility of governments and therefore need to be studied in this 

context. As discussed in Chapter Six, this thesis project had the flexibility of being 
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independently run, meaning that no decisions had to be run by a sponsor for approval. 

How is the transparency and credibility of the process affected by the presence of a 

sponsor? Would the phrasing of the charge to the jury change? The wording of the charge 

is one of the most important considerations in keeping the process unbiased (Crosby, 

1995), and yet governments need specific input in order to prepare comprehensive 

legislation (Rowe & Frewer, 2000). How do government sponsors weigh the need for 

particular answers with the need to maintain an open-ended process? 

These jurors are now 'citizen experts' who have extensive knowledge of 

xenotransplantation and its implications from a lay perspective. Further research needs to 

be done on how to incorporate that unique knowledge into a longer-term participation 

plan. They invested a lot of time and brainpower into this project. The citizens' jury 

process doesn't provide the opportunity for experts and citizens to deliberate together, so 

perhaps that could be the next step for public participation. Maybe one of the jurors could 

sit as a member of an Advisory Committee with scientific, legal, and ethical experts. 

Further projects could test the impact of using a citizens' jury for an issue that 

impacts the lives of Canadians more directly. Xenotransplantation is far removed from 

the lives of most Canadians, and it would be interesting to see whether the government 

will use a similar procedure for an issue such as stem cell research or cloning, and i f it 

does, whether public apathy would remain as strong. It is impossible to know whether the 

public apathy to the project was indicative of opinion towards the process (the citizens' 

jury), the topic (xenotransplantation), or the political system as a whole. 
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The group interaction in this project leads to a question this thesis cannot answer: 

i f another citizens' jury had been held in Calgary on the same topic at the same time, 

would the recommendations have been the same? Further research could investigate a 

concurrent series of juries on the same topic at the same time with a similar composition 

of citizens taking part to see how group interaction unfolds. What influence did jury 

members have on each other? From the expert panel perspective, would a different 

composition of experts influence the final outcome? Each expert came to the jury with an 

opinion one way or the other about xenotransplantation. What effect did that have? 

Representation is another limitation of this study. The design of the process itself 

excluded those who are illiterate, don't speak English, have visual or aural disabilities, or 

who would be uncomfortable in a group situation due to anxiety or cultural upbringing. 

While the citizens' jury is a step in the right direction in terms of including citizens in 

policy discussions, the inclusion of all citizens must remain a priority. This may be done 

by modifying the citizens' jury process, or in some cases (especially for people who are 

not comfortable in group situations), other methods of consultation need to be used and 

further developed. As discussed above, the citizens' jury will work best when used as part 

of a broader participation strategy, one that is ongoing and ever more inclusive. 

Final Thoughts 

"We were all building a future, but no one bothered to 
ask what kind of future it should be." - H.G. Wells 

Fifteen citizens took time away from the hustle and bustle of their everyday lives 

to stop. To stop for three days and discuss how a new and evolving technology could 

potentially impact on their lives, as well as those of the their fellow Canadians. By the 
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end of their time together, members of the jury were able to articulate how they wanted 

xenotransplantation to influence (or not influence) their lives. The final report proved 

valuable in integrating their values and concerns into the decision-making process on 

xenotransplantation. Adding these new perspectives to the policy conversation will no 

doubt complicate the process of writing legislation. There are more voices to be 

accountable to and more explanation for why one particular path was chosen and why 

others were overlooked. It is easy to see why governments would be hesitant to go this 

route, because although the broadened base of information and opinions would improve 

the resulting policy, it would also complicate the process of getting there. 

It should be remembered, however, that technologies are complex, and only 

getting more so. Decision-making about them cannot and should not be easy. 

Technological systems are continuously growing larger and more influential in our lives, 

meriting more contemplation and deliberation on the parts of government and the public. 

Health Canada is experimenting with more inclusive and informed consultations by using 

a modified citizens' jury process for national input into xenotransplantation regulations. 

The Ministry's experience will provide an indication of the future of more participatory 

modes of consultation in Canadian government. 

The xenotransplantation citizens' jury demonstrated the time, energy, respect and 

open-mindedness it takes to critically discuss a new technology and its ramifications. The 

jurors' participation was an exercise of their right to be involved, but also an exercise of 

that same obligation. The focus in this thesis has been on governments providing more 

participation opportunities to the general public, but citizens must also be aware that it is 
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their civic responsibility to take part in these opportunities when they arise. Making the 

best decisions requires both the government and the public to listen, to learn, and to take 

the time to participate. There is no doubt it will be a struggle. But by investing ourselves 

in this process, our future will be the one we want it to be. 
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Appendix A - Final Report of Citizens' Jury 

A Citizens' Jury Report on Xenotransplantation in Canada 

"How should Health Canada deal with xenotransplantation*?" 
*Xenotransplantation: the transplant of animal cells, tissues, and organs into humans 

This is the question that we, 15 lay citizens from Calgary and the surrounding area, were 
charged with answering over two consecutive Saturdays in November of 2000. Each of 
us made a month-long commitment to be a part of this citizens' jury; a process that 
involved reading about the scientific and ethical issues surrounding xenotransplantation, 
spending a day discussing the issues with experts in the field and finally, a day 
deliberating as a group in order to come to recommendations for Health Canada. 

Each of us came to this jury with diverse backgrounds and opinions. We have climbed a 
steep learning curve to understand the complex issues surrounding xenotransplantation. 
The issues span both scientific and ethical domains and include the genetic engineering 
of animals, animal welfare, and the possibility of diseases being transferred from the 
animal to the human patient and potentially to the human population at large. 

Currently, the Therapeutic Products Programme (TPP), under Health Canada, is 
developing a policy framework "to address the safety, efficacy, ethical, and regulatory 
issues surrounding the potential use of xenografts" (quoted from a Health Canada fact 
sheet). Health Canada has committed to have this policy encompass the views of 
Canadians, and it is to this end that we undertook the citizens' jury process. 

Our goal is to provide an informed public voice to Health Canada on the future of 
xenotransplantation in this country, and this goal is the basis for the following 
recommendations. 

THE FUTURE OF XENOTRANSPLANTATION IN CANADA 

It is appropriate for us to start at the end. An overview of our final deliberations provides 
a necessary context for our recommendations to Health Canada. In our last session, we 
talked about how Health Canada should proceed with xenotransplantation. Should 
clinical trials go ahead in Canada? If so, under what conditions? Do we have enough 
knowledge about virus transmission to go ahead safely? Should we encourage a 
moratorium and then wait to see what other countries report? Should we ban all forms of 
xenotransplantation not just for now, but for good? 

From the beginning, we knew this would be the most contentious subject we would 
discuss and that we were unlikely to come to consensus. We were also aware, however, 
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that no matter the outcome of our particular deliberations, other consultations with the 
public and stakeholders might lead Health Canada to allow human clinical trials. And if 
that indeed was the case, we wanted to have input into the way in which they would 
proceed. 

For that reason, we left the question of how xenotransplantation research should proceed 
until the end. We were, however, able to reach consensus on eight other 
recommendations for Health Canada in the event that xenotransplantation does go ahead 
in this country. 

Our report first discusses the overall question of how to proceed in order to give the 
reader an idea of the jury's opinions on xenotransplantation overall. It is followed by the 
eight recommendations in the event that xenotransplantation goes forward. 

H O W S H O U L D W E P R O C E E D ? 

A common thread in our deliberations was the degree of unknowns related to 
xenotransplantation. Our expert panelists, while providing a wealth of information, also 
presented some conflicting opinions and raised even more questions about 
xenotransplantation. For example, even i f we get past the transplant rejection problem, 
we don't know whether a pig heart will be able to function properly in a human. We can 
determine neither the risk of a new disease transferring from the animal donor to the 
human recipient, nor the possibility of the human recipient passing it on to the population 
at large. 

Human clinical trials are underway in the United States. Many of us felt that we should 
wait for them to do the research and then analyze their results. This is partially because of 
the unknown risk factors discussed above, but also because we believe that government 
funding would be more wisely spent on other health concerns. 

We believe international cooperation is imperative as potential viruses know no borders, 
and any foreign clinical trials could also put Canadians at risk. 

Our views on how to proceed with xenotransplantation in Canada fall into three main 
areas: ban xenotransplantation altogether, place a moratorium on xenotransplantation 
until research can answer some of the unknowns, and proceed cautiously with human 
clinical trials. The three options are discussed in more detail below: 

1) Ban Xenotransplantation 
Three of us opted for this choice, which calls for an outright ban on all 
xenotransplantation research. This ban encompasses human clinical trials and also pre
clinical animal to animal transplant research. This position is based on valuing the life of 
animals as well as a preference to spend our health care dollars on prevention and 
alternatives to xenotransplantation. 
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2) A Moratorium on Xenotransplantation 
Eight of us recommend a moratorium on human clinical trials in Canada for at least the 
short term. We feel that there are too many unknowns related to xenotransplantation to 
move ahead at this time (such as the magnitude of the risk of virus transmission). We also 
think our health care resources would be better utilized on other procedures. We 
encourage Health Canada to monitor international research and if/when any research 
breakthroughs occur, to reassess the need for continuing the moratorium. If some of the 
risks of xenotransplantation are dealt with to Health Canada's satisfaction, then the 
moratorium may be lifted. 

3) Proceed With Caution 
The four supporters of this option advise Health Canada to go ahead with human clinical 
trials on a limited basis, with the understanding that the safety of Canadians is paramount. 
We would prefer support for research involving cell and tissue xenotransplantation (pig 
skin grafts, neural cell transplants) over whole organ xenotransplants. While we support 
proceeding with xenotransplantation research, we also think continued research into 
alternatives to xenotransplantation is desirable. 

RECOMMENDATIONS FOR HEALTH CANADA 

As mentioned above, we wanted to provide recommendations to Health Canada in the 
event human clinical trials are allowed to proceed in Canada. Our suggestions fall into 
four broad categories; government responsibility, recipient responsibility, research 
standards, and animal welfare. 

GOVERNMENT RESPONSIBILITIES 
The recommendations within this category outline the role that the Therapeutic Products 
Programme (TPP), Health Canada and other government agencies related to 
xenotransplantation should play in implementing xenotransplantation research in Canada. 

1) We recommend that TPP and provincial counterparts consult, educate, and inform 
all Canadians on xenotransplantation, in addition to exchanging information with 
other countries. The TPP mandate should include the regulation of 
xenotransplantation in Canada in order to safeguard individuals, society and the 
environment 

TPP has established a committee to coordinate all of the federal government departments 
and agencies involved in xenotransplantation (Industry Canada, Agriculture Canada, 
CFIA, etc). We feel this committee should work to make Canadians aware of the risks 
and benefits of xenotransplantation, and give them an opportunity to comment. 
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Xenotransplantation issues are unique and therefore deserve separate attention by Health 
Canada. They should not be lumped in with other medical issues and dealt with by a 
broader set of regulations. 

Further, we believe that Health Canada should provide and receive information on all 
kinds of xenotransplantation research from other countries. 

2) We recommend that government health care dollars be used for prevention, 
treatment and alternatives to xenotransplantation. Health Canada should let the 
private sector develop xenotransplantation and then evaluate the results with 
regard to possible future implementation. 

Health care resources are scarce in Canada, and transplant patients are but a fraction of 
those who share these resources. To make the best use of limited funds, we feel that the 
government should put more emphasis on health promotion, the prevention of disease 
and current transplant treatments that have already been proven to work. 
Xenotransplantation techniques have not so far been demonstrated to work. The jury also 
encourages the government to look into non-xenotransplantation alternatives, such as 
increasing human donor rates, improving allotransplant procedures and using mechanical 
devices. 

If and when new research emerges from other countries doing human clinical trials 
involving xenotransplants, Health Canada should reassess the situation. If it can be shown 
that these trials are producing positive results, Health Canada could then reallocate some 
funding to xenotransplantation. 

3) We recommend that Health Canada, together with the World Health Organization 
(WHO), have a predetermined course of action, a rapid response plan for any 
possible outbreak of a pandemic disease. 

One of our major concerns about xenotransplantation is the risk of a new disease 
transferring from the animal organ donor to the human patient and to the surrounding 
community. Having an international exchange of information for any potential virus 
infection is essential to public safety. Health Canada should have a procedure in place to 
inform the World Health Organization and the international community of any 
transmission or suspected transmission of a disease from the animal donor to the human 
recipient. 

RECIPIENT RESPONSIBILITIES 
The xenotransplant recipient plays an important role in minimizing the risks of the 
transplant, and as such must take responsibility for his/her actions after the procedure. 

4) We recommend that xenotransplant recipients be fully informed and made 
cognizant of their obligations. Recipients must be carefully selected for their 
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willingness and ability to accept and comply with conditions Health Canada has 
mandated in order to ensure the safety of society. 

Because of the unknown risk of disease transmission from animal donor to human patient 
to the community at large, compliance of xenotransplant recipients to monitoring and 
follow-up is crucial. Participants in early clinical trials should have to adhere to strict 
conditions from Health Canada, which may be relaxed as more research and results are 
published on the risks and safety of xenotransplantation. Xenotransplant recipients must 
be informed about and understand the risks and benefits of their transplant procedure. 
They also must be chosen according to their likelihood of complying with the conditions 
set out by Health Canada - those seen as more likely to comply must be given 
precedence. 

5) We recommend that the offspring of xenotransplant recipients be monitored 

A child of a xenotransplant patient may be affected by a parent who has had a 
xenotransplantation operation. This child may be at risk of developing a known or 
unknown disease, and for the health of the child and the community at large, must be 
monitored in a similar fashion to the parent. Again, once we learn more about 
xenotransplantation in the future, monitoring of offspring may no longer be required. 

RESEARCH STANDARDS 
Research must be conducted in order to maximize the safety of all participants and all 
Canadians. 

6) We recommend that research should proceed on the precautionary principle; the 
onus is on industry to prove that there is no risk, or that the risks are acceptable. 

Again, the potential transmission of viruses from the animal donors to human recipients 
and the human population in general is at the core of this recommendation. We feel that 
industry and research institutions must be able to demonstrate to Health Canada (and 
other government agencies) over the long-term that the risks of xenotransplant research 
are acceptable. 

7) We recommend that strict regulations be established which would be adhered to by 
all research institutions and drug companies. These regulations will require: 

• pre- and post-clinical trial reporting, and 
• director/company accountability and liability (companies would be held strictly 

liable for any loss or damage to the environment or society as a result of any 
hazardous releases (Le. zoonoses)). 

Checks and balances need to be put in place for industry and research institutions 
working on xenotransplantation. We feel it is important from the outset to denote who 
will be responsible and accountable i f something goes wrong with xenotransplantation 
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research. We understand the need for industry to keep information private for proprietary 
reasons, but we also feel the public has the right to information on the status of 
xenotransplantation research. 

8) We recommend that Health Canada should encourage continuous improvement of 
all current anti-rejection procedures and techniques. 

This recommendation is meant to reinforce the idea that Canada's research focus and 
funding should be on current transplant techniques even if xenotransplantation research is 
allowed. Research on anti-rejection techniques for allotransplants should be favoured 
over those for xenotransplants. 

One member of the jury, while agreeing with the essence of this recommendation, feels 
that we should also include encouragement of xenotransplantation research. 

ANIMAL WELFARE 
Ensuring the humane treatment of animals is at the crux of this recommendation. 

9) We recommend that Health Canada, in conjunction with other government 
agencies and departments, develop, implement and enforce an Act dealing with 
animal welfare to encompass all aspects of xenotransplantation. 

We require that any animals used in xenotransplantation research be treated humanely. 
Those who do not treat animals humanely should be punished for their actions. This is 
why we chose the word 'Act' over 'guideline'- we presume that those who violate the 
requirements of an Act will be charged and prosecuted. 

We believe that current animal welfare guidelines need to be reviewed to see i f 
xenotransplantation procedures fit within them or whether special guidelines (for 
transgenic animals as an example) will need to be created. We discussed the possibility of 
the government convening a panel in order to do this. 

CONCLUSION 

We take to heart the statement made by Health Minister Allan Rock in August of 2000, 
declaring that "the views of Canadians will help to guide the future development of 
government policy on xenotransplantation in Canada." This is our considered response. 

We have learned much during the past month but we are also aware that there is a great 
deal more to be learned about the issues of xenotransplantation. We earnestly hope that a 
better understanding of xenotransplantation has come about because of the interplay of 
questions and answers between the panel of experts, our fellow citizens with whom we 
share this report, and the policymakers who will receive our recommendations. 
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We leave the citizens' jury process with knowledge gained and opinions challenged, and 
are grateful that our recommendations will be given a forum in which to be heard. 
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Juror Biographies 

Susan Denischuk, 46, Irricana 
Susan is CEO of a publishing company, mother of two children, a Sunday school teacher, 
and former school trustee. 

Connie Arlendson, 65, Calgary 

Connie is a semi-retired accountant with two daughters and two grandchildren. 

Louise Rasmussen, 36, Calgary 
Louise was bom in Newfoundland, is a bank customer service representative, and is 
married with two teenaged daughters. 
Amar Baines, 25, Calgary 
Amar is an ex-Torontonian who is self-employed, running a small development firm here 
in Calgary. 

Mandi Ellerbeck, 24, Calgary 
Mandi is a stay-at-home mom who is considering starting University and specializing in 
the medical field. 

Josh Blacker, 28, Calgary 
Josh was bom in South Africa and moved to Canada when he was sixteen. He is currently 
an articling law student. 

Peter Carter, 62, Okotoks 
Peter is a semi-retired photographer who apprenticed for five years as a meat cutter in 
England before arriving in Canada in 1974. 

Jeanette Bouwman, 35, Calgary 
Jeanette's main 'occupation' is taking care of her family. She also helps out in her church 
and school community and enjoys gardening and reading. 

Robert Omura, 36, Calgary 

Robert is married and works as a personal injury lawyer here in Calgary. 

Judith Buck, 59, Okotoks 
Judith retired from teaching two years ago, is married, an avid curler and bridge player, 
and a member of the Arts Council of Okotoks. 
Shelby Kimura, 25, Calgary 
Shelby currently works as an administrative assistant at an oil company and as a 
receptionist at various vet clinics throughout the city. She has her B.Sc. and is plans to 
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become a veterinarian. 

Bob Powell, 58, Okotoks 

Bob is a Senior Planner for a Calgary engineering firm and a former Justice of the Peace. 

Brad Karpinka, 35, Calgary 
Brad works as a medical research technician in a cancer research lab at the U of C. In his 
previous life, he taught English in Japan. 
Stuart Wheeler, 33, Dalemead 
Married with one child on the way, Smart has been self-employed as a pork producer and 
grain farmer for 13 years. 

Aaron Chaykowski, 26, Medicine Hat 
Aaron has a B.Sc. in Environmental Resource Management and works as an R&D 
coordinator for a small, independent environmental company. He enjoys fly-fishing and 
hiking. 
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Appendix B - Letter of Invitation 

If you needed a new heart, would you accept one taken from a pig? The transplantation of 
organs from animals to humans - a process called xenotransplantation - has been put forth as a 
solution to the ever-growing shortage of organs for donation in Canada and internationally. 

How should xenotransplantation be regulated in Canada? You have been selected from a 
pool of Calgary and area residents to participate as part of a citizens' jury to tackle this very 
question, and the thorny scientific and ethical issues that surround it. Those participating on the 
jury will convene for two days to 'cross-examine' experts from industry, the medical and ethics 
fields, the regulatory branch, and animal welfare organizations. The citizens' jury will deliberate 
the issues among themselves, and ultimately come to a 'verdict' about the appropriate directions 
for xenotransplantation policy in Canada. Health Canada's policy on xenotransplantation remains 
open while public consultations are being conducted, thus making your potential input very 
valuable to the policy creation process. Travel costs will be reimbursed, lunch will be provided, 
and a financial incentive will be given for participating in the two days of meetings. This research 
project is being supported by the University Research Grants Committee at the University of 
Calgary. You do not need to know anything about the topic to participate! 

Interested participants must: 

Have no previous or current connections with industries involved in 
xenotransplantation research or Health Canada 
Be available to participate in discussions with other citizen panelists and with experts 
on November 18th and November 25th 

Spend approximately 10 hours over a one-month period prior to the jury date reading 
background materials on xenotransplantation, which will be sent to you. 

If you are interested in being a part of this project, please send a one-page letter or e-mail 
describing yourself, and why you wish to participate by September 26, 2000 to: 

Dr. Edna F. Einsiedel 
University of Calgary, Social Sciences 320 
2500 University Dr. NW 
Calgary, AB 
T2N 1N4 
Or if you prefer sending an e-mail, send to: jemedloc@ucalgary.ca 

Phone 282-6638 or e-mail the address above if you have any questions or would like 
more information. 

mailto:jemedloc@ucalgary.ca
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Appendix C - Pre-Jury Questionnaire 

Xenotransplantation Citizens' Jury - Pre-Jury Questionnaire 

As part of our evaluation of the citizens' jury process, we invite you to fill out 
this brief questionnaire. Your responses will remain confidential and only the 
responses of the group as a whole will be described. Your participation is 
entirely voluntary but we hope you will take the time to Jill out this questionnaire 
before we undertake the process. After our last meeting, we hope you can also 
help us evaluate our experience collectively. 

1) Why did you agree to participate in the citizens' jury on xenotransplantation? 
(1 = minimal or no consideration, 5 = very important consideration) 

Opportunity to learn (curiosity) 
Interest in xenotransplantation 
Meeting new people 
New method of public involvement 
Taking part in new research 
The financial incentive 

2 
2 
2 
2 
2 
2 

3 
3 
3 
3 
3 
3 

4 
4 
4 
4 
4 
4 

5 
5 
5 
5 
5 
5 

List any other reasons: 

2) What images come to mind when you hear the term 'xenotransplantation'? 

Experience with Organ Donation and Related Health Conditions 

3) Have you or has someone you know: 

Been a recipient of an organ or tissue transplant? 
Been on a waiting list for an organ or tissue transplant? 
Dealt with any of the following health conditions: organ failure, 
Parkinson's disease, Huntington's disease, diabetes, or stroke 

Yes No D K 
Yes No D K 

Yes No D K 
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Attitudes towards Organ Donation 

4 a) Would you be willing to donate an organ or tissue Yes No D K 
for transplant upon death? 

4 b) Have you indicated that you are willing to donate an Yes No D K 
organ or tissue for transplant upon death (on driver's 
license, etc)? 

4 c) If a human organ were not available, would you Yes No D K 
consider an animal-to-human transplant for yourself or a 
member of your family? 

Attitudes towards Animal Research 

Strongly Agree Agree Disagree Strongly Disagree DK 

5 a) Do you agree or disagree 
with using animals for medical 
purposes in order to save human 
lives? 

5 b) Do you agree or disagree 
that transplanting an animal 
organ into a human is unnatural, 
and violates the species 
boundary? 

5 c) Do you agree or disagree 
that using animals as sources of 
live organs for transplantation 
into human beings is acceptable? 

5 d) Do you agree or disagree 
with inserting human genes into 
animals in order to make their 
organs more acceptable to 
human recipients? 

5 e) Do you agree or disagree 
that animals ought to have 
certain rights? 

What should these rights be? 

5 e) Do you agree or disagree 
that animals ought to have 
certain rights? 

What should these rights be? 
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Familiarity with Xenotransplantation 

Many people are unfamiliar with the practice of xenotransplantation. This 
set of questions is intended to help us understand what people have heard 
about xenotransplantation. 

6) Which of the following have you heard about? 

a) One of the risks of animal-to-human transplants is the 
possibility that an unknown and new disease or diseases might 
be transmitted from the animal organ to the person receiving 
the transplant? 

b) The possibility that, if the person receiving the transplant is 
infected by a new disease, there is a risk that people who come 
into contact with that person might also become infected and 
sick? 

c) The application of introducing human genes into animals to 
produce organs for human transplants, such as into pigs for 
human heart transplants? 

7 a) Have you discussed the topic of xenotransplantation with 
your family, friends, or co-workers? 

7 b) If yes, how often? once or twice • 
periodically • 
quite often • 

8) Most people know very little about xenotransplantation beyond the 
understanding that it involves using animals as sources of tissues or organs for 
human transplants. At this point in time, if the government should make a decision 
about xenotransplantation, what factors do you think the government should 
consider? 

Yes No DK 

Yes No DK 

Yes No D K 

Yes No D K 
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Background Information 

9) What is your age? 
Under 30 ' • 
31-50 • 
Over 50 • 

10) What is your gender? 
Male • 
Female • 

11) What is your annual family income (before taxes)? 
Less than $20,000 • 
$20,000 - $49,999 • 
$50,000 + • 

12) What is your highest completed level of education? 
Some high school or less • 
Graduated from high school • 
College • 
Some university • 
Completed undergraduate degree • 
Completed post-grad degree • 

Civic Activities 

13 a) Are you involved in civic activities (i.e. volunteer Yes No D K 
organizations, religious or social groups)? 

13 b) If you answered 'yes' in part (a), please list the organizations you are a part of, as 
well as your role within each of them. 
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Appendix D — POST-Jury Questionnaire 
Xenotransplantation Citizens' Jury 

POST-Jury Questionnaire 

As part of our evaluation of the citizens 'jury process, we invite you to fill out this brief 
questionnaire. Your responses will remain confidential and only the responses of the 

group as a whole will be described. Your participation is entirely voluntary. We thank 
you again for being involved with the xenotransplantation citizens 'jury. 

1) What did you like about the citizens' jury process? What did you NOT like? 

2) What would you change about the citizens' jury process? 

3) Would you participate in another citizens' jury? Why or why not? 

4) Circle your level of satisfaction with the following attributes of the citizens' jury 
process, where 1 = very dissatisfied, 2 = dissatisfied, 3 = satisfied, 4 = very 
satisfied, 5 = no opinion/uncertain. 

Quality of facilitator 

Suitability of 
location 

Duration of 
meetings 

Interaction with 
experts 

Time commitment 
for entire process 

Very Very 
dissatisfied Dissatisfied Satisfied Satisfied 

4 2 

2 

2 

2 

2 

3 

3 

3 

3 

3 

4 

4 

4 

4 

No 
opinion 

5 

5 

5 

5 

5 
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5) How valuable were the following sources of information to you in reaching 
conclusions about policy directions for xenotransplantation (where 1 = not 
valuable at all, 3 = some value, 5 = very valuable). 

Expert witnesses 

Briefing package 

Your own previous 
knowledge 

Discussion with 
other jurors 

TV/Radio/ 
Newspapers 

Internet 

Not valuable 
at all 

1 

1 

1 

2 

2 

2 

2 

2 

Some 
value 

3 

3 

3 

3 

3 

4 

4 

4 

4 

4 

Very 
valuable 

5 

5 

5 

Any other sources not mentioned above? 

6) What three factors are most important for Health Canada to consider when 
making a judgment about how to deal with xenotransplantation? 

7) How has your attitude towards xenotransplantation changed as a result of being 
a part of this citizens' jury? 

8) Have you discussed the topic of xenotransplantation with your family, friends, or 
co-workers? 

No 
Once or twice 
Occasionally 
Quite often 
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9) How has your attitude towards public consultation methods changed as a result 
of being a part of this citizens' jury? 

10) Which of the following do you expect you might do after this experience? 

Wouldn't do Would 
consider 

Will be doing/ 
Have already done 

Reading more on the subject 

Encourage others to provide 
input to Health Canada 

Speak on subject to community 
group, i f invited 

Write letter to editor if 
appropriate 

Speak to media 

Sit on Advisory Committee on 
xeno, i f invited 



Appendix E - Phone Interview Questions 

The phone interviews with the jurors were in conversation style. The questions below 
provided the framework and were not always asked in this order and were supplemented 
with questions directed to specific answers from the respondents. 

THE CITIZENS' JURY PROCESS 

What did you like about the citizens' jury process? 

What did you NOT like? 

What would change about the CJ process? 

Would you sit on a CJ again? Why or why not? 

B A C K G R O U N D READINGS 

What is your opinion of the quality of the background readings? Range of opinions, 
sources, etc. 

What is your opinion of the quantity? Too much, too little? 

EXPERT PANEL 

What is your opinion of the expert panel? (Communication style, ability to explain, level 
of presentation, perceived interest). 

Were there any areas of expertise that were not represented? 

Any areas that were represented but didn't need to be there? 

How valuable was your interaction with the expert panel in coming to recommendations? 

DELIBERATIONS 

What is your opinion of the structure of the CJ? Duration, scheduling, plenary, small 
group work etc. 

What did you think about the facilitation? Was it helpful to have a facilitator? 

REPORT 



What do you think of the final report? 

What effect do you think it will have on the Health Canada policy-making process? 

EFFECT ON JUROR 

How has your attitude towards xeno changed by being a part of the xeno jury? 

How has your attitude towards CJs/public consultation changed by being a part of this 
process? 

Any other feedback that you think is important? 
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Appendix F - Expert Questionnaire 

1) What did you like about the citizens' jury process? What did you NOT like? 

2) What would you change about the experts' role in the citizens' jury process? 

3) Before being contacted for this process, were you aware of citizens' juries? 

Yes No DK (Don't know) 

If yes, describe your experience with them. 

4) Would you participate as an expert witness in another citizens' jury? 
Yes No DK 

Why or why not? 

5) How much time did you spend preparing for the jury? 

Less than 3 hours 
3 -6 hours 
More than 6 hours 

6) Was the knowledge level of the citizens on the jury adequate in order to provide input 
into Health Canada's decision-making process? Why or why not? 
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7) Evaluate the quality of the citizens' jury report as input into policy-making 
about xenotransplantation in Canada. 

8) What three factors do you think are most important for Health Canada to 
consider when making a judgment about how to deal with xenotransplantation? 

9) How has your attitude towards xenotransplantation changed as a result of being 
a part of this citizens' jury? 

10) How has your attitude towards public consultation methods changed as a result 
of being a part of this citizens' jury? 

11) Any further comments on your participation in this public consultation exercise? 
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Appendix G - Public Audience Evaluation 

As part of our interest in evaluating this Citizens' Jury, we invite you to share your 
impressions with us. This survey is anonymous. Please fill it out and leave it in the box 
on the welcome desk outside the Council Chambers. Thank you for your input and 
interest. 

1) How much did you learn from attending this citizens' jury? 

Nothing 
A little _ 
Some 
A lot 

2) What did you like about the "citizens' jury" process? What did you NOT like? 

3) Would you be willing to serve on a citizens' jury? Why or why not? 

4) What is your opinion of this process as a method of consulting the public before 
regulatory decisions are taken? 

5) What three factors are most important for Health Canada to consider when making a 
judgment about how to deal with xenotransplantation? 
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6) What is your overall impression of the citizens on the jury (knowledge level, 
preparedness, interaction with expert panel, etc.)? 

7) What is your overall impression of the expert panel (interaction with jurors, 
presentations being geared towards public audience, being informative and open to 
questions, etc.)? 

8) What is your overall impression of the conference structure (skill of moderator, time 
allotted for presentations, time allotted for questions)? 
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Appendix H - Table of Contents - Background Reading 
Materials 

1) Briefing Paper on Xenotransplantation 
This section gives a document which provides an overview of many of the important 
issues and considerations which are expanded upon in sections 2-8. 

2) Overview of Xenotransplantation 
This section describes the basics of xenotransplantation, including the definition, 
some historical facts, and an outline of the major issues that need to be dealt with 
when trying to regulate the practice. 

3) Scientific Issues 
Outlined here are current research into xenotransplantation such as the cloning of pigs 
and a study on the potential transmission of a pig virus into current xenotransplant 
patients. The major scientific concerns about transplanting animal organs into human 
recipients are the choice of source animal, the risk of an infectious disease spreading 
from the animal population to the human population, and inserting human genes into 
animal genomes. 

4) Ethical Issues 
Xenotransplantation raises many ethical issues. An overview of these issues is given 
here, with the goal of representing different moral perspectives. The major ethical 
concerns centre around the use of animals as donors for organs and the benefit to the 
individual patient weighed against the unknown disease risk to the population at 
large. This section also includes a "Discussion Scenario'" which explores the ethical 
issues from the perspective of a patient, a neighbour, and a regulator. 

5) Xenotransplantation in Canada 
Health Canada's public consultation plan is described here. As well, a summary of 
regulation and consultation in Canada is provided, including the National Forum on 
Xenotransplantation and the Senate Committee on Health's recommendations. 

6) Industry Activity 
Here, there is an overview of industry activity around the world (i.e. which companies 
are working on what kinds of projects). 

7) Xenotransplantation from Different Viewpoints 
This section is intended to show how different groups (religious, social, etc) view 
xenotransplantation. 

8) References and Glossary 
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