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. Executive Summary and History of Provincial Health Ethics Network (PHEN)

The Provincial Health Ethics Network concluded another highly successful fiscal year (April
1, 2007 B March 31, 2008) having gained greater visibility both locally and nationally,
secured additional long-term funding, and launched highly successful partnerships with
Alberta health organizations sharing similar goals Dthree of its primary strategic aims.

The goals for the Network were first articulated in the Rainbow Report of 1989, which
outlined the need for a provincial body or network to assist Albertans with a wide range of
ethical issues related to health and health care. The objective was supported by
recommendations in Partners in Health, the 1991 official response to the Report and echoed
in 1994 with the tabling of Alberta HealthOs ThreeYear Business Plan. The Plan contained
four goals to improve the health of Albertans, the fourth goal being to “increase individual
accountability, and public acceptance of responsibility for maintenance of their own
health.” Under this goal is Strategy #3: “Establish an ethics network to facilitate the
examination of moral and ethical issues and to facilitate individual decision-making
related to health, health care and quality of life.”

As a result, PHEN was formally established as a Society in December 1995 and became
fully operational in February 1996. A new Board was appointed at a founding Annual
General Meeting on May 24, 1996. PHEN was established as a non-profit society dedicated
to co-ordinating and delivering resources for ethics education and consultation throughout
the province. In January 1999, Canada Customs and Revenue recognized PHEN as a
registered charity.

The NetworkOs services are targeted to provide support to several key constituencies. These
include health care providers and administrators, health policy decision-makers, the

bioethics community, teachers and students in the Alberta school system and the general
Alberta public. Services are provided and coordinated through offices located in Calgary and
Edmonton, acting as hubs connecting individuals and organizations from across the
province. The result is a true network of affiliates and structures dedicated to promoting and
providing support for acknowledging and addressing ethical considerations in health
decision-making.

Noteworthy achievements during the 2007-08 period included: (1) Continued progress on
the Pandemic Planning & Ethics Working Group in conjunction with Alberta Health and
Wellness with a report due to be released in the Summer of 2008 (2) Launching the
development of its Distance Education Course Il program (3) Initiation of a partnership with
the College and Association of Registered Nurses of Alberta to host a joint provincial
conference in May 2008 (4) Contribution to public policy through membership on the
Personal Directives and Dependent Adults Acts Legislative Review Steering Committee and
Capacity Assessment Sub-Committee (8) Completion of the draft of the End of Life
Decision-Making materials booklet to provide Albertans with straight-forward, accessible
information on making difficult healthcare choices (9) securing of an increased level of
annual funding from the Regional Health Authorities (from a collective $60,000 to $120,000
annually) (10) Publication of Ethics in Healthcare DVD set, a comprehensive 12-DVD
resource set for organizations and individuals interested in furthering their knowledge of
health ethics issues and (11) Launching of a new initiative to develop an improved, world-
class website of health ethics resources.
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Major challenges encountered during this period in achieving its objectives included the
allocation of limited organizational resources to meet growing need and demand, raising
awareness beyond the health system regarding the nature of ethics issues in the system
and overcoming fears or misperceptions about PHENOs role.

This report and proposal provides an overview of a number of these achievements and
challenges encountered in 2007-08 as well as a summary of the NetworkOs vision and
strategic direction for the years ahead.

The Network looks forward to the continued support of Alberta Health and Wellness, Alberta
Health Services, PHEN's broad member base, and its various committed community and
non-profit partners in promoting clear, informed and thoughtful dialogue and action on
ethical issues that affect the health of Albertans.

Il. Mission, Guiding Perspective, Vision and Core Businesses

Our Mission

To facilitate reflection, discussion and decision-making with respect to ethical issues in
health and health care in Alberta.

Guiding Perspective

Philosophical Neutrality: Playing a facilitative role, the Network sponsors and encourages
discussion but it does not promote any particular point of view or adopt any positions on
ethical issues. The PHEN board and staff recognize that they operate within a pluralistic
society, and therefore must, as far as possible, approach health ethics issues from multiple
viewpoints.

Our Vision

Alberta Health and Wellness recognizes that a broad range of factors influence achieving
the vision OHealthy Albertans in a Healthy Alberta®. PHENOSs role in working wittbérta
Health and Wellness and all Albertans in realizing this vision is to promote and facilitate
ethical reflection within the decision-making process in health and health care.

This may involve helping a health organization consider the ethical implications of their
resource allocation decisions. It also involves providing support and resources to people
facing difficult choices. The Network is instrumental in linking people who work in a
consultative capacity or on Ethics Committees, enabling them with resources to support
their activities.

PHENOs vision is to make a contribution to the Ocommon goodO by supporting those involved
in health and health care in Alberta. Achieving this vision means that:

* Albertans have access to informed consultation when they face dilemmas with an ethical
dimension in health.

* Albertans have an understanding of the ethical dimensions of health policy alternatives.
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* Albertans work together to develop a health culture, which is comfortable and acceptable
to all.

* Albertans from all walks of life become involved in a province-wide network to support
their interest in examining ethical issues faced by and within the health system.

« AlbertaOs leaders rely on PHEN as a resource in facilitating a social consensus around
health and health care policy.

« AlbertaOs health workers, who serve as advocates and are the first contacts with people
seeking services, are good sources of health ethics information and are linked to
resources available in the province if further consultation is required.

* Albertans are aware of legislative and policy issues affecting their health and health
decisions (e.g. personal directives).

* RHAs are supported in meeting their obligations in providing resources for ethics
education and ethical reflection within their organizations.

Core Businesses & Priorities

With offices in Northern and Southern Alberta, PHEN strives to realize its mission in the
following ways:

* Education: To ensure a continuum of education for the public, for health professionals
and for other health care providers as well as agencies/institutions and their Boards.
This will include the development of the skills of interested members of the public and
health care providers to enable them to engage in ethical reflection and decision-making.

* Connection: To provide health care professionals, policy-makers including Regional
Health Authorities, governments and the general public easy access and connection to
each other and to ethics resources in order to discuss, reflect and deliberate about
ethical issues in health and health care.

» Co-ordination: To provide a means of communication and co-ordination of ethics
consultation, ethics education, and ethics services.
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lll. Governance: Board Activities

A team of visionary and highly competent individuals governs the Network. As of March
2008, Board members represented three constituencies: 1) Representatives of the Health
Boards of Alberta 2) Appointees of the previous PHEN Board and 3) Electees from the
organizationOs general membership. A dscription of the members of the Board and staff as
of March 2008 is provided in Appendix I.

PHEN is currently in discussions with the Health Board of Alberta and Alberta Health and
Wellness to determine how the recent restructuring of health services in the province will
impact the appointment of regional representatives to the PHEN Board, going forward.

As a long-standing member and representative of the Capital Health Region, Margaret Plain
provided leadership as the Board Chair, working to build both the visibility and credibility of
the organization within the health system and particularly amongst RHAs. Bob Barraclough,
then Executive Director of the PremierOs Council on the Status of Persons with Disabilities
served as Vice-Chair. Gordon McPherson, then Calgary Health Region Board member,
served as the organization Treasurer.

The organization continued the execution of its 5-year strategic plan developed in October
2004. At a retreat held in October 2007, Board members reaffirmed the NetworkOs exting
direction and its focus on four key strategies:
(1) Appropriately allocate resources between the various levels of programming from
clinical to policy-making
(2) Ramp up efforts to build stronger linkages with external like-minded organizations
and stakeholders
(3) Expand the organizationOs financial base through marketing of quality products and
services, and
(4) Identify and articulate PHENOs value to the broader community

The Board also identified recent trends and opportunities around the use of internet-based
education tools, concern for meeting accreditation requirements, and enhanced interest in
continuing training and competency in ethics, and recommended further exploration of these
by PHEN management the development of future programs.

IV. Operations

Network activities are co-ordinated through a Northern Alberta office in Edmonton and a
Southern Alberta office in Calgary. The core staff of the Network includes Executive Director
Al-Noor Nenshi Nathoo, Programming Coordinator Amy Middleton (on maternity leave as of
February 2008) and Lori-Ann Dunphy, part-time Executive Officer. This core team acts as a
hub for organizing activities and projects and for linking individuals and organizations with
health ethics resources. Additional part-time, contract and volunteer personnel are engaged
on an on-going basis to assist and support the core team in the delivery of Network
services. These include Northern Alberta Programming Assistant Ashley Carlson, Special
Projects Consultant Marika Warren, Volunteer Programming Assistant Leanne Brown, Intern
Alia Teja, Webmaster Valerie Cline, IT Consultant Zaheer Kursheed, End Of Life Materials
Coordinator Coleen Torgunrud, Development Director Joe MacGillivray and Development
Consultant Henrie de Boer. Other ethics support personnel from across North America are
engaged on a contract basis for special educational programs and projects as needed.
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The primary programs and services of the Network offered in 2007-08 are described below
in relation to each segment of the organizationOs core businesses: Education, Connection
and Coordination. Additional information is provided on projects in development.

Education
* Annual General Meeting and Conference, May 4, 2007

A primary networking opportunity for those involved and interested in the field of health
ethics in Alberta continues to be PHENOs Annual Spring conference and General
Meeting of the Network. The May 4, 2007 Conference, held in Red Deer, addressed the
theme Thinking Differently: Challenging the Boundaries of Health Ethics. Topics
addressed included Environmental Ethics, Public Health Ethics and Global Health
Ethics. This event was unique in the number of attendees whose work and affiliation was
not directly related to the provision of health services, but who were involved in some
way (mainly through civil society organizations) in promoting the health of Albertans.

For its Annual Conference 2008, PHEN initiated a partnership with the College and
Association of Registered Nurses of Alberta to hold a joint conference in Calgary. This
initiative has proven extremely fruitful. Further details will be provided in the 2008-09
Annual Report.

Ethics in Health Care DVDs & Course Package

The Network has developed a package of materials based on its Distance Education
Course that would enable health organizations across North America to offer, with tools
provided by PHEN, intensive courses in introductory bioethics for their staff and
stakeholders. PHEN is pleased that this initiative has aroused interest with a number of
organizations and that an agreement has been established with one out-of-province
organization. Proceeds from the sale of these materials will be used to continue to

update and upgrade PHENOs educational resources to the benefit of those within Alberta.

Health Ethics Week 2008

This year, in consultation with ethics representatives from across Alberta, PHEN re-
branded the former Bioethics Week to Health Ethics Week to make clearer the broad
applicability of the issues discussed to all aspects of health. The Week was held across
Alberta during the period March 3-9, 2008. This event was designed to: (1) highlight the
importance of examining values underpinning the health system; (2) facilitate the health
ethics education of various stakeholders in the system, from members of the community
to institution staff; and (3) provide greater visibility for bioethics committees and bioethics
issues across the province. This yearOs themeCreating Space for Moral Reflection
focused on the importance of nurturing a climate within health organizations that
provides staff and physicians with opportunities to genuinely reflect on issues that may
give rise to moral distress, and on the moral nature of their vocation.

The event was held in conjunction with three supporting bodies: the John Dossetor

Health Ethics Centre at the University of Alberta, the Office of Medical Bioethics at the
University of Calgary and the Alberta Catholic Health Corporation Ethics Services.
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Across the province, RHAs, health institutions/organizations and community-based
health groups were invited to participate in Health Ethics Week by hosting or sponsoring
local events such as workshops, presentations and video screenings, with the goal of
raising awareness amongst staff and communities of ethics issues in health. PHEN
served as the provincial co-ordinating and resource body for the initiative. This involved
the publication and distribution of activity/resource guides and posters for organizations
and committees who were interested in hosting an activity. PHEN has also facilitated, on
a fee-for-service basis, the availability of two speakers throughout the province: Leonard
Fleck, Past President of the Medical Ethics Resource Network and Professor, Michigan
State University and Brendan Leier, Clinical Ethicist, University of Alberta Hospital. The
presentations made by these individuals were extremely well received and appreciated.

e Clinical Ethics Committees

PHEN has traditionally played a strong role in providing various avenues of support for
ethics committees, at both institutional and regional levels, across the province. The
nature of this support ranges from taking an advisory role in the formation and
development of a new committee, to fulfilling workshop requests in order to further
strengthen the efficiency and effectiveness of more established committees.

Clinical ethics committees play an important role in the delivery of health care by
providing a neutral forum for thinking about and exploring various ethics issues that
arise, which clinicians may not otherwise have the opportunity to systematically explore
during the course of their practice. The role of ethics committees is not to make
decisions or pass judgment on the actions of care providers, but rather to act in a
supportive and advisory capacity through the ethics resolution process. The PHEN
Executive Director continues to serve and support various health ethics committees in
the province, providing on-going support and ethics consultation services where
possible.

* Distance Education Course: Introduction to Bioethics, Alberta

Seven years ago, the Network launched a unique Distance Education Course in
Introductory Bioethics, in response to a need communicated by its membership for
programs that would support the health ethics education of those in rural areas and
those with limited accessibility to formal education resources. Due to the overwhelmingly
positive feedback received from the past course participants, the Network has been
offering the course annually. In 2007-08, the course was offered again during the period
January - May 2008.

The course has been designed to create a bridge between academic bioethics and
those working on the front lines of health care. The curriculum provides participants with
the groundwork of formal bioethics theory before moving into specific bioethics issues
such as end-of-life care and resource allocation. The goal is that participants will take
from the course a set of comprehensive tools and analytical skills that will assist them in
addressing ethical dilemmas they face in their daily practice. Participants in the course
come from a range of professional backgrounds including nursing, medicine, allied
health and health care administration, and many are members of their institutional or
regional ethics committee.
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Participants are primarily Albertans with a number of individuals participating from
outside of the province. Those enrolled in the course engage in distance learning
through the use of video, readings, web-based discussion and teleconferences. Course
instructors include some of worldOs most distinguished bioethicists, including Robert
Veatch, Jim Childress, Maggie Little and Edmund Pellegrino of the Kennedy Institute of
Ethics at Georgetown University.

Distance Education Course: Introduction to Bioethics, for RHAs and Ethics
Committees

The popular Introduction to Bioethics Distance Education Course, tailored for delivery in
particular RHAs and focused to provide greater emphasis on skills of conducting ethics
consultation, was offered in the Calgary Health Region in 2007-08, and programs
initiated in previous fiscal year were completed in 2007-08 for the Capital Health Home
Living Program Edmonton and the Tom Baker Cancer Centre Calgary. The courses are
provided on a fee-for-service basis, above and beyond the base level of services offered
by PHEN to RHAs.

Feedback indicates that these courses are an excellent introduction to clinical ethics
issues and provide a grounding for members of ethics committees to better meet the
needs of their committees and health care centres in the area of ethics.

* Distance Education Course Il

Based on the success of its Distance Education Course |, PHEN has launched in the
2007-08 period the process of developing an enhanced distance education course in
health ethics. Two DVDs (on the topics of Faith and Health Ethics and Local vs Global
Health Ethics) have been produced. Further DVDs are expected to be produced in the
2008-09 year, with anticipated launch in 2010.

* Alberta Collaborative Initiative on Decision Making at the End of Life

PHEN is facilitating the development and dissemination to Albertans of printed
brochures/materials regarding healthcare decision-making at the end of life. The intent
is to have the materials available in hospitals, continuing care centres, hospices and
other health centres where they might be most needed. The project has two main goals.
The first is to provide Albertans - particularly those in the throes of making difficult
healthcare and treatment decisions - with accessible, accurate information on some of
the ethical, psychosocial and legal issues that arise when making such decisions. The
second goal is to provide materials that are at once a source of information and an
access point to related resources.

A number of Alberta organizations and departments are involved in the project, including
the University of Alberta John Dossetor Centre and Health Law Institute; Office of the
Public Guardian; Alberta Association of Registered Nurses; Alberta Cancer Board;
Calgary Health Region Ethics Services, Palliative Care & Spiritual Care; Palliser Health
Authority Administration; Red Deer College Faculty of Nursing; David Thompson Health
Region Quality Improvement Department; University of Alberta Hospital Social Work
and Ethics Department; and the Southern Alberta Huntington Disease Resource Centre.
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In 2007-08, the Network engaged a full-time Coordinator over a 5-month period to
further the development of this resource. A draft booklet is now complete, and PHEN
plans to publish and disseminate these materials in Fall 2008.

Book Review Club

In an effort to provide PHEN members and other interested individuals with summaries
and reviews of health ethics books recently added to the PHEN library, PHEN launched
a book review club in 2007-08. A number of the book reviews are already posted on the
PHEN website, with more expected in the coming months. An additional benefit of the
Club is the exposure of ethics contacts in Alberta to new and useful literature in the field.

* Ethics and Pandemic Planning

PHEN is working with Alberta Health and Wellness, Public Health Division (Disease
Control and Prevention Branch and the Provincial Health Office) to coordinate the
Alberta Pandemic Preparedness Ethics Working Group as recommended by the Alberta
Clinical Subcommittee on Influenza Planning. The Committee will provide support and
advice to Alberta Health & Wellness, RHAs and the Cancer Board in addressing ethical
issues likely to arise in the event of a pandemic. Specifically, it will outline a framework
for decision-making related to issues that may arise during a pandemic, including
allocation of scarce resources and provide advice on the development of an information
package for the public related to the above.

As a resource for this committee and in response to a growing interest in ethical
considerations surrounding pandemic planning, PHEN has created a website containing
an extensive collection of resources on ethical issues in pandemic planning. These
included existing ethics guidelines, current scholarly articles, tools and presentations and
related news articles. This webpage is referred and linked to from the World Health
OrganizationOs websiteAddressing Ethical Issues in Pandemic Influenza Planning.

The final report of this initiative is scheduled to be released in Summer 2008.
* Ethics Committee Quality Improvement/ Review Program

PHEN is in the early stages of exploring the need for, and feasibility of, a voluntary
guality improvement program for clinical health ethics committees. The aim of the
initiative is to ensure that minimal quality standards are met by committees operating in
the province by supporting RHAs and organizations engage in self-assessment, quality
improvement review and establishment of performance measures to gauge success and
address weaknesses in the delivery of ethics services. The project aims to provide
support for committees in surpassing national accreditation guidelines and in
implementing on-going processes to improve the quality of their services.

Featured Article

PHEN has continued to select recent and relevant articles from the bioethics literature to
send to its members on a regular basis. This article is distributed quarterly, with an
accompanying executive summary. Article topics have included ethical issues related to
the The Global Migration of Health Care Professionals and the Duty to Care. The
feedback received from PHEN members indicates that this is a valuable service the
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Network provides to its members who are highly invested in health ethics issues, but
often too busy to read current literature in the field.

e Libraries

The Network maintains libraries in both its Edmonton and Calgary offices. Books,
videos, audiotapes and DVDs on a wide variety of bioethics topics are listed on the
PHEN website and available on loan to any Albertan or PHEN member. As a resource to
library users, the Network recently updated its library webpage to include summaries of
the videos available for lending. It continually expands the library collection with recent
titles in health ethics literature, regularly updates the list of holdings on the PHEN
website and fills weekly requests to borrow materials.

* Modules

PHEN's comprehensive set of multimedia teaching modules can be tailored to the
particular size and learning needs of each interested group and provide a unique
opportunity for individuals to explore, discuss and analyze ethical issues. The teaching
modules are specifically designed with the intention of providing a range of health
professionals with practical information and tools that will assist them in the explicitly
ethics related components of their daily decision making and practices. To date, the
Network has delivered or facilitated in excess of 400 modules and presentations for a
variety of Alberta groups from Regional Health Authority boards and staff, to continuing
care centre personnel, health professional association members and members of the
general public. Information regarding the content of the sixteen available modules and
the process of booking a workshop is disseminated to the membership and the general
public in brochure format as well as via the organizationOs website.

* Periodicals - Communiqué - Monthly Email Updates

PHEN distributes an email PHEN CommuniquZ, sent to PHEN members on a monthly
basis, providing announcements on current bioethics activities and resources and
information on bioethics events.

* Periodicals — Health Ethics Today — Bi-Annual Newsletter

In conjunction with the John Dossetor Health Ethics Centre, University of Alberta, the
Network publishes the periodical Health Ethics Today, designed to provide insightful
ethics analysis of pressing issues in health care in an accessible format and writing
style.

e Print Resources

The Network has several print resources that are made available to members of the
general public. Revenue generated from sales of the materials is used to develop
additional resources.

PHENO<Llinical Ethics Committee Member Manual was designed to be a
comprehensive introduction to the structure and activities of ethics committees in
general and, through modification and tailoring by local committees, a convenient
introduction and resource to protocols, procedures and guidelines for each particular
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ethics committee. Interest in and feedback on this new resource has been highly
positive. Over 500 copies have been sold and distributed within Alberta. There has also
been a strong interest from outside the province for the material, as it is the known only
resource of its kind.

An Introduction to Health Ethics Committees was designed as a resource for those
interested in becoming more informed members or chairs of health ethics committees.
Subjects covered include an introduction to health ethics, the function of ethics
committees, procedures and policies, decision-making framewaorks, and regional ethics
committees, amongst others. Over the year 2006-07, this publication has continued to
be an exceptionally popular resource. The book is currently in its sixth print run.

Ethics and Health Resource Allocation: A Primer for Policy Makers was developed by
PHEN as part of itOs Resource Allocation Ethics Project and was developed for use at
the Tough Choices: The Ethics of Allocating Health Resources Conference held in
2003. Since then, there has been considerable demand for this resource. Several
hundred copies have been sold, including as part of the curriculum for Hamilton Health
SciencesO Ontario Health Care Leadership course, and it is now in its third printing.

* Schools Program

PHEN is maintaining its Bioethics in the Classroom initiative designed to provide tools to
Alberta teachers at the Kindergarten to Grade 12 levels to assist them in incorporating
bioethics discussions and activities into the classroom. Updates were made to an
introductory booklet along with exhaustive targeted information posted on the PHEN
website that offers an explanation of how bioethics relates to students and Albertans,
suggestions for interesting classroom activities on bioethics, and a complete guide to the
areas of the Alberta Learning Curriculum that have direct relevance to issues of
bioethics.

I Video Sharing Circle

In 2006-07, PHEN launched the Video Sharing Circle with the aim of stimulating and
facilitating thought and discussion about health ethics issues in health care among
clinical ethics committees in Alberta. Participating committees are provided with a video
and suggested discussion sessions on a monthly basis and given an opportunity to
share feedback and ideas about the videos with other members of the Circle. Given the
significant interest in this initiative, PHEN has continued the program in 2007-08, offering
a Level | for those ethics committees who had not previously been part of the Sharing
Circle, as well as a Level Il for those Committees who were part of Level | in the
previous year.

* Website

PHENOs website, located atvww.phen.ab.ca, continues to be the most heavily utilized of
PHENOs resources. Although it is targeted at Albertans, anecdotal evidence indicates
that the website has also become an important source of health ethics resources for
individuals from outside the province and the country, further bolstering PHENOs position
as an international leader in providing access to relevant bioethics resources for care
providers and the general public. In 2007-08, PHEN secured funding from the Wild Rose
Foundation of $30,000 to develop an expanded, revised website that will be a world-
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class resource on health ethics for the province. This is expected to be launched in
Winter 2008-09.

Connection
e Accreditation Standards

Accreditation Canada (formerly the Canadian Council on Health Service Accreditation),
based in Ottawa, recently developed new draft accreditation standards for health
organizations. The PHEN office worked with Accreditation Canada to host discussion
groups to provide feedback on those sections of the new standards explicitly related to
ethics. The purpose of the sessions was to collect and submit to Accreditation Canada
input from those who would ultimately be required to develop programs and processes
to meet the standards regarding ethics services. This initiative was very well received by
Accreditation Canada and various recommendations stemming from the discussion
sessions were incorporated into a revised set of draft standards.

* Alberta Organ and Tissue Donation and Transplantation Implementation
Committee

Gary Goldsand, PHEN Board Member and Clinical Ethicist for the Royal Alexandra
Hospital in Edmonton, serves as the PHEN representative to the Alberta Organ and
Tissue Donation and Transplantation Implementation Committee in order to consider
ethical implications of policy initiatives. The presence of an individual with ethics
expertise and on-going involvement in clinical ethics issues at an Alberta care facility is
an important ingredient in the development and discussion of new policy and guidelines
regarding this ethically and emotionally sensitive issue. The Committee has been
dormant pending the outcome of other legislative priorities.

I Clinical Ethics Committee and Research Ethics Board Directories

The Alberta Ethics Committee directory is posted on the PHEN website and updated
regularly. It contains the contact information for over 50 clinical ethics committees and
research boards throughout Alberta. The directory serves as one way to connect the
committees with each other and to connect the health care professionals, patients and
patient families with the ethics committee in their institution or region.

* Membership

Membership in PHEN, a registered society under the Societies Act, provides numerous
benefits including a means of connection with others interested and involved in health
ethics in the province, notification of upcoming PHEN initiatives and events, and access
to various PHEN services such as module delivery and other educational materials.
Individual and institutional membership in the Network in the 2007-08 calendar year
totalled approximately 350. The Network also eliminated fees for PHEN membership in
this year, in order to make membership available to all, with limited barriers.
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I Partnerships with Other Networks

PHEN continues to stay in contact with and facilitate discussion and collaboration among
groups from outside Alberta interested in establishing of similar networks in other
provinces or at the National level. The move to establish similar networks elsewhere
stands as an affirmation of the success of PHEN in Alberta. In the 2007-08 year,
discussions have taken place with key authorities in British Columbia and Nova Scotia.
As of the 2007-08 fiscal year, Nova Scotia has established a Health Ethics Network, and
PHEN looks forward to building positive relationships with NSHEN in order to share
learning and make efficient use of resources.

I PHEN Council

Through the delivery of PHENOs workshops, annual conferenes and Introduction to
Bioethics courses, the network has contributed to the development of ethics capacity
throughout the province. In an effort to utilize the energy and expertise of these
members of the ethics community and with advancing aim and benefits of a vibrant
network of individuals interested in the development of ethics, the organization formed
the PHEN Council in April 2006. This body provides advice, support and feedback to
PHEN management regarding the implementation and development of programs to fulfil
the strategic direction established by the PHEN Board. There are currently 5 volunteer
members from Calgary, Red Deer and Fort McMurray and an Associate/External
Member from outside the province, representing both the general public and those
serving on ethics committees and actively working in the area of health ethics, while the
sixth member is a community member bringing the perspective and insight of the
general public. The Council meets on a quarterly basis.

* PHEN Membership Directory

The PHEN Membership directory is available on the PHEN website. PHEN Members
may choose to have their names and primary areas of interest and/or expertise in ethics
listed on the directory. The Directory serves as one means of connecting these
individuals with each other and other interested in health ethics.

* Regional Ethics Representatives Forum, May 3, 2007

One function of the Network is to provide a stronger link between the various health
regions and organizations in Alberta as they develop or strengthen their mechanisms for
the systematic and informed resolution and awareness of health ethics issues. To this
end, PHEN hosted the tenth annual Regional Ethics Representative Forum on May 3,
2007 in Red Deer. This meeting provides an opportunity for regional ethics
representatives and ethics committee representatives to discuss the status of their
recent activities and existing procedures in this area. A further benefit is the opportunity
to work towards consistency across the Province and to limit duplication of efforts in
instances where sharing of resources would be appropriate. A summary of the
proceedings is available on PHENOs website. Feedback on the value of the session was
once again very positive.
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Co-ordination
* Health Ethics Resource Information

PHEN operates 1-800 lines from both its Northern and Southern Alberta offices and
responds to hundreds of inquiries and requests each year for ethics-related information.
While the Network is not designed to provide direct consultation services regarding
ethical dilemmas, it continues to provide referrals to the most appropriate resources (e.g.
professional colleges/associations, ethics committees or specific individuals) as well as
sharing written background information for those who seek, or could be assisted by,
additional material.

* Policy Development and Coordination

PHEN continues to provide input into the development or review of new or existing
public policy. Recently, Network representatives provided input as part of the existing
review of AlbertaOs Personal Directives and Dependent Adults Acts. In addition, PHEN
has recently joined the Alberta Research Ethics Community Consensus Initiative
(ARECCI), Phase lll, coordinated by the Alberta Heritage Foundation for Medical
Research. The purpose of the undertaking is to guide, oversee, and champion activities
to develop and enhance processes of ethics screening and review of research as well as
guality and evaluation investigations involving people or their health information in
Alberta.

* Values-Based Frameworks for Public Consultation on Priorities in Health and
Health Care

Over the 2007-08 period, PHEN continued work on Phase 1 of a program designed to
develop a framework for soliciting informed, reasoned and thoughtful public input on the
values and directions that underlie health systems. Work to date has underscored the
need for and dearth of existing resources in the area of public values-based consultation
in health. This has involved conducing an extensive literature review in the topic area,
collecting information on existing (limited) resources/frameworks in this area and
exploring various options for further phases of the project. The compilation of a research
report summarizing the findings of Phase 1 is currently underway and is expected to be
completed by Fall 2008.

Projects In Development

In order to expand the services of the Network, be responsive to the needs of its members,
and continue providing innovative and fresh resources to those utilizing its services, PHEN
has several projects that are currently in various stages of development and implementation,
described below.

* Partnership for Potential Projects
PHEN is seeking external partnerships and support for a number of initiatives under

consideration, including conferences related to: Bioethics for the People, Ethics
Consultation Boot Camp, Teaching Bioethics, and Ethics & Disability; further
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development of the Bioethics Week for Schools project; Intern and Ethics Fellowship
positions; a Bioethics Wiki; Scripts for Bioethics-Related Plays and Skits; Part Il of the
Introduction to Bioethics Distance Education Course and a Rocky Mountain Summer
Ethics Institute. Further information about these initiatives will become available as their
planning proceeds to the proposal stage.

* Provincial Resource Allocation Framework for Pharmaceuticals

The network is exploring the feasibility and need to launch a special initiative designed to
provide support to those who are required to make difficult resource allocation decisions
regarding the availability of pharmaceuticals, with one possible area of focus being
cancer treatment. PHEN will pursue this assessment in conjunction with the appropriate
RHAs/Provincial organizations.

* PHEN Evaluation Strategy

PHEN has developed a proposal for an evaluation strategy that will review the progress
of the organization to date, specifically from the point of view of its stakeholders and
intended beneficiaries. A full-scale evaluation of the organization is seen as essential to
ensuring that the organization stays relevant, focused, and responsive to the needs of its
constituents. PHEN is currently in discussions with the Health Quality Council of Alberta
to determine if the HQCA will be able to carry out the proposed evaluation as part of its
mandate.

* Resource Allocation Ethics Project

Following up on the success of its Health Resource Allocation Ethics Conference in
2003, PHEN is in the process of developing plans and seeking support for further
phases of the project, which will focus on developing useful, pragmatic tools such as
decision-making frameworks and processes which can be implemented during a
decision-making process at the administrative and policy levels in health organizations.

V. Challenges and Opportunities

The high demand and interest in ethics issues, broadly as well as in the health field, has
generated both opportunities and challenges for PHEN. The most salient of these are
outlined below.

* Continuing to Build PHEN’s Identity and Profile in the Province

As its services and structure become more widely known and accessed, PHEN can
increasingly solidify its presence both within and outside of AlbertaOs health system as a
valuable resource serving all Albertans. This will require time, credibility, and focused
public relations and communications efforts. While an increasing number of health care
providers are aware of PHENOs activities and mandate, much work remains to be done in
this area. The Network must balance a desire to create greater awareness with a

realistic sense of its capacity, given the resources available, to respond to the demands
that such awareness generates.
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* Providing Support for Health Policy Decision-Making

PHEN has historically provided extensive services to, and garnered strong support from,
those delivering care at the front lines. The years ahead provide an opportunity for an
increasingly greater focus on the ethical implications of decision-making around health
policy at the organization, regional, provincial and federal levels. In order to have
maximum impact given the limited size and resources of the organization, and
considering the long-term, Otrickledown® effects of policies on those providing and
administering health care and health systems, a greater attention to policy issues
appears both prudent and pressing.

Strengthening PHEN’s Financial Base

Materials developed and services available through PHEN represent a substantial
investment and asset for the Network. Leveraging those assets for use outside of
Alberta and directing the resulting proceeds to the NetworkOs orgoing programs will
provide one means of strengthening PHENOs financial base. Continued partnership with
external organizations and granting organizations also provide opportunity for PHEN to
capitalize on its past successes. Increasing the NetworkOs activities in this area is both a
challenge and opportunity to be addressed in the coming years.

Developing Stronger Linkages with Key Stakeholder Organizations

Given the increasing focus on health issues in society, PHEN needs to pursue a strategy
of growth and development to meet these emerging needs. This will be increasingly
accomplished by partnering with and soliciting support from organizations that share or
support its vision and mandate. The support in recent years of several Alberta
community foundations/agencies, as well as of other bioethics centres and academic
groups speaks to the potential for creating more such partnerships in the future.

Meeting Increasing Demand for PHEN’s Services

Increasing demands for PHENOs services [ace strain on its staff and resources. PHEN
needs to continue to seek ways to meet demands through innovative approaches and
judiciously allocate resources to those areas most closely aligned with its mission.

Providing an Institutional Role Model for Collaboration in Health Ethics

The position, structure and function of the Network, unique in Canada and North
America, is being touted as model for the creation of similar bodies in other provinces
and jurisdictions. The Provincial Health Ethics Network should continue to share and
disseminate lessons learned from its challenges and successes, and support the
expansion of both formal and informal health ethics networks from which health care
providers, administrators and all Albertans can ultimately benefit.

Providing Resources in the Area of Public Consultation

Recent emphasis on the need for accountability and responsiveness of health system
policy-makers to those whom the health system is meant to serve has underscored a
need for greater focus and emphasis on the process of decision-making in health

organizations. Designing fair, effective and ethical means of soliciting public input is a
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significant challenge for any health system. The unique position and nature of PHEN
may provide opportunities to play a greater role in the on-going process of public
consultation.

Expanding the Scope of Activities

While the relatively modest size of the organization places limits on the constituencies
which it can effectively serve, the Network needs to explore new and innovative methods
of reaching out beyond the confines of the health system to community groups and
individual Albertans in order to raise awareness of bioethics issues and involve a
broader cross-section of Albertans in on-going dialogue around values and health.

Making Ethics Accessible

Ethics is often seen as a subject of academic discourse, of little relevance to our
everyday lives. Demonstrating that in fact almost every decision we make somehow
involves (implicitly) values and ethics, and that discussions around ethics and health are
anything but irrelevant, will be an important and on-going challenge for PHEN as it seeks
to bridge the gap between academic bioethics and those working and using the health
system.

VI. Strategic Direction for the Period 2008-2009

The key strategic directions for the period 2004-09 identified by the PHEN Board in October
2004 continues to serve as the blueprint for the organizationOs activities. The four key
strategic directions are summarized below:

1) PHEN will identify and articulate its value to the health systems and to Albertans.

2) PHEN will more actively market its products and services in Alberta and beyond.

3) PHEN will further develop formal collaborative and cooperative linkages with
organizations and individuals to further the understanding and realization of its
Mission and Values.

4) PHEN will continue to foster and maintain relationships with health care leaders
throughout the province in order to ensure the continued relevance of its services
in a changing health system.

Given the recent restructuring of the health services in the province, PHEN will also engage
in a discussion regarding opportunities and needs at its respective September 2008 Board
and its Regional Ethics Representatives meetings. Considerations from these discussions
will then be incorporated into a revised strategic plan, as necessary.

VIl. Financial Plan and Budget

PHEN’s proposed budget for the fiscal year 2008-09 is $699,500, based on
contributions from Alberta Health and Wellness and the Regional Health Authorities
of $367,500 and $120,000 respectively. Additional funds are expected to be derived from
private programming contributions/grants and fee-for-service income. A detailed budget is
provided in Appendix 2. The RHA contributions for 2008-09 were invoiced in April/May 2008
and will not be affected by the health service restructuring.
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The anticipated significant increase in fee-for-service and private programming
contributions/grants income is reflective of the efforts PHEN has expended, and will
continue to expend, in the years ahead, to market its highly-valued products and materials
across Canada and North America and to decrease its reliance on government support as a
proportion of its total budget.

However, while the Network continues to seek new and innovative methods of meeting its
severe resource constraints in light of increasing demand and interest in its programs and
services, the maintenance of a strong core of funding will assist in providing the necessary
stability to explore new partnerships and revenue sources.

The Network extends its gratitude for the tremendous support B financial and moral B
provided by Alberta Health and Wellness, the Health Regions/Alberta Health Services, and
PHENOs external partners. Such spport is a testament to the commitment of these
organizations to ethical reflection and decision-making, especially important during these
times of transition and anxiety in the health system.
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Appendix 1 - Provincial Health Ethics Network Board of Directors
March 2008

Appointed by the Health Boards of Alberta

Thaine Olsen, former Chinook Health Region Board member, was originally appointed to
the PHEN Board by the Council of Chairs in May 2001 and was re-appointed as of January
2008. Thaine has spent the past 30 years teaching and administrating in schools
throughout the province. He is currently the Director of the Outreach program at Magrath
High School.

Jean Graham of Rocky Mountain House was appointed to the PHEN Board in May 2002
and reappointed in 2005. She had been the Chair of the David Thompson Health Region
since 1994. She has been Chair of Health Boards of Alberta, past president of the
Canadian Healthcare Association, and is a past Director with the Canadian Council on
Health Services Accreditation.

Carol Secondiak, former Palliser Health Region Board Chair, was appointed to the Board
in January 2008.

Gordon McPherson, PHEN Board Treasurer, a retired Credit Union Manager living in
Vulcan, was appointed to the PHEN Board in 2002 and re-appointed in May 2005. He
formerly served on the Calgary Health Region Board. Mr. McPherson has also previously
served as a Town Councilor and Mayor in Kyle, Saskatchewan.

Elected by the PHEN Membership

Joan Cody was elected to the PHEN Board in May 2006. An administrator with
Extendicare Canada, she has managed the Athabasca Continuing Care Centre for the past
11 years. Joan is a member of the Aspen Regional Quality Council and the Aspen
Regional Ethics Committee.

Claude Roberto was elected to the PHEN Board in May 2007. She is Vice-President of

the Chronic Pain Association of Canada and Advisory Board Member of the University of
Alberta Multidisciplinary Pain Clinic. She is known to improve the life of people in pain by
helping them to overcome prejudices and to develop an active place in society.

Nina Preto was elected to the PHEN Board in May 2005. She has been a member of the

Clinical Ethics Committee at the Peter Lougheed Centre in Calgary as well as the Conjoint
Health Research Ethics Board at the University of Calgary. Nina obtained her Bachelor of

Arts from McGill University and then graduated from Dalhousie Law School in 2000.

Eric Wasylenko was elected to the PHEN Board in May 2005. Dr. Wasylenko is a

Palliative Care physician in the Calgary Health Region. He is Medical Advisor for the
Regional Clinical Ethics Service, Medical Consultant for the CHR's End-of-Life Care
Initiative, and leads a non-profit society that is building a free-standing rural hospice.




Appointed b y Previous PHEN Board

Dr. Albert de Villiers was appointed to the PHEN Board for the term beginning May 2007.
Dr. de Villiers, a Public Health specialist, is the Medical Officer of Health for Peace Country
Health, and as such works extensively with Public Health and Environmental Health to
ensure public safety when it comes to communicable disease control and environmental
health risks.

Margaret Plain, PHEN Board Chair, was appointed to the PHEN Board in May 2004. She
has been a member of the Board of the Capital Health Authority (Edmonton) since 1994.
Margaret served for 15 years as an Alderman for the City of St. Albert. During that time she
participated on a number of other boards, committees and as Chair of St. Albert’s
Municipal Planning Commission.

Bob Barraclough was appointed to the PHEN Board in May 2005. He has completed both
an undergraduate and graduate degree in political science at Simon Fraser University in
Burnaby British Columbia. Bob was until recently the Director of the Office for Disability
Issues and Executive Director of the Premier's Council on the Status of Persons with
Disabilities.

Ed Hall was appointed to the PHEN Board in May 2007. He has been a community
representative on the Palliser Health Region Ethics Committee for the past twelve years,
and currently serves on its Ethics Consultation sub-committee. After obtaining his Master
of Social Work degree, he embarked on a rewarding, 23-year career as a therapist, social
worker and regional manager with Alberta Mental Health Services and now runs a private
practice.
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Appendix 2
Provincial Health Ethics Network
Budget 2008-09

2008-09

INCOME

Alberta Health & Wellness $367,500
Sales of Materials & Fee For Service $125,000
RHAs $120,000
Programming Contributions $80,000
Human Resources Development Canada - Summer Programs $4,000
Interest & Dividends $2,000
Other $1,000
TOTAL $699,500

EXPENSES

Human Resources $357,000
Special Projects $170,000
Ofbce Expenses $22,500
Travel & Meetings $20,000
Communications - Telephone, Internet $15,500
Board $13,000
Organization Development & Outreach/Publicity $15,000
Depreciation $15,000
Periodicals and Publications $3,000
Rent $40,000
Postage and Courier $6,500
Modules $3,000
Resource Materials $6,500
Insurance $4,000
Professional (Audit) Fees $8,500
TOTAL $699,500



