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CAGC HIGHLIGHTS
1990-2000

PUBLICATIONS

® @ o o o @

Canadian Directory of Genetic Support Groups - 1991

Comprehensive Directory of Genetics Clinics published with the second edition of the
Canadian Directory of Genetic Support Groups in 1994

French edition of Support Group Directory - 1994

Proceedings of educational meetings - 1989, 1990/91, 1992/93, 1995/96

Conference booklets including abstracts of presentations — 1997 - 2000

Association newsletter (CROSS-OVER) - published 3-4 times annually

Education modules for certification exam — 1998

Online version of Canadian Directory of Genetic Support Groups — 1999

SURVEYS

®

LIAISON

Performed Professional Status surveys of membership in 1990 and 1995

Established affiliation with the National Society of Genetic Counselors (NSGC) — 1990
Established affiliation with the Genetic Nurses Interest Group (GNIG) of the Registered
Nurses of Ontario - 1990

Sponsored a CAGC/NSGC lunch at March of Dimes meeting in Vancouver, 1991
Established liaison with the International Society of Nurses in Genetics (ISONG) - 1991
Accepted invitation to join Counsel of Medical Genetics Organizations (COMGO) - 1993
Cooperated with NSGC in development of a joint education conference in conjunction with
the American Society of Human Genetics meeting in Montreal - 1994

Represented at MRC sponsored Medical, Ethical, Legal and Social Issues (MELSI)
workshop-1996

Formed a joint liaison committee with CCMG - 1997

Set up a Web site 1997 — revision, expansion and professional management of site expected
in Fall 2000

Represented by invitation on the following external committees and working groups:
¢ Genetic Disorders Working Group - 1998

¢ Canadian Institutes of Health Research (CIHR) committee to develop a proposal for a
research institute in genetics - 2000

¢ Health Canada working group on Late Onset Disorders - 2000

¢ Health Canada committee on the proposed regulation of new reproductive and genetic
technologies - 2000

¢ Health Canada working group on Education - 2000

¢ Corporation for Research and Action on Hereditary Diseases (CORAMH) and Health
Canada meeting on Community Genetics — 2000

PROFESSIONAL ADVANCEMENT
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Certification Board established - 1994

First Certification examination held - 1998; second to be held in Fall 2000

System for Continuing Education Credits instituted - 1999

Annual Education Meetings conducted for members ‘

CAGC Annual Education meetings approved for Continuing Education Credits by the CAGC
Certification Board and for Continuing Education Units by the American Counseling
Association (since 1999)
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PREFACE

The Historian Committee of the Canadian Association of Genetic Counsellors (CAGC)
was established in 1996 as an ad hoc committee to document the history of the association and
develop a plan for the recording, maintenance and storage of pertinent records. This document is
the result of our efforts to fulfill the first goal.

We chart herein the developmental progress of the CAGC from its beginnings as the seed
of an idea through to the active organisation it has become. We have used as resources written
documents, both official and unofficial, as well as anecdotal information collected from various
CAGC members. We have made every effort to ascertain the accuracy of both objective and
subjective information and hope that, should they exist, any errors of fact or perception will be

~forgiven.



IN THE BEGINNING

Non-MD/non-PhD genetic counsellors are relatively new entrants in the field of clinical
genetics which is, in itself, a relative newcomer in medicine. The rapid advances in genetics over
the last 2 decades make it easy to forget that the majority of what we know about human genetics
has become apparent only in the past 50 years.

Humans were thought to have 48 chromosomes until 1956 when the chromosome
complement was shown to be 46 (1). The first demonstration of an abnormal karyotype as the
etiology of a clinical disorder occurred four years later when Dr. J. Lejeune and colleagues
discovered that Down syndrome was associated with an extra chromosomal body (2). It was yet
another decade before banding of chromosomes was first accomplished.

Amniocentesis became a diagnostic tool of significance in the late 1950s and early 1960s
when it was noted to be an effective way to monitor the progress of feto-maternal Rh
incompatibility. The first genetic use of this test occurred in the mid-1950s when X chromatin
analysis of amniotic fluid cells allowed for fetal sexing (3). It wasn’t until the mid-1960s,
however, that chromosome analysis of ammniotic fluid cells became possible and the first
published prenatal detection of a chromosome abnormality appeared in 1967 (4). The first
reports of the antenatal detection of biochemical abnormalities using amniotic fluid cells
appeared in this same time period.

In the 1960s the primary clinical roles of the human geneticist revolved around diagnosis
of disease and explanation of inheritance patterns. For most disorders there was little to offer in
the way of treatment. Carrier detection and prenatal diagnosis were not available for most
conditions. Many of the cases being seen were novel and this was an important time for
assessing normal versus dysmorphic features, the delineation of syndromes, and the nosological
study of the families seen in consultation. The number of entries in the first edition of Mendelian
Inheritance in Man (aka the McKusick Catalogue), published in 1966, totalled 1,487 (5). By the
late seventies the number of entries in the McKusick Catalogue had almost doubled (2,811 in the
1978 edition).

By 1970 Cytogenetics service laboratories were operative in many Canadian university
medical centres and six or seven centres had developed regular genetics clinics for the purpose of
counselling families (6). Important advances in the field of biochemical genetics around this time
allowed for more accurate diagnosis and ascertainment of inheritance patterns as well as
heterozygote detection. Abortion laws were loosened and termination of pregnancy for
congenital abnormalities and genetic disease began to be viewed as more acceptable. The
demand for genetic services was growing along with the ability to diagnose genetic disease both
in and outside the womb. MD and PhD trained geneticists established the Canadian College of
Medical Genetics (CCMG) in 1975 with a view to “establish and maintain professional standards
of services” (6) in this burgeoning field.

In the mid to late seventies many genetics clinics had a person on staff whose role was to
obtain preliminary information about a case, retrieve medical records, organise follow-up and/or
assist in research around certain families. These individuals were from a variety of backgrounds.
For the most part, they were university graduates with a Bachelors degree or else they had a



nursing background. They were commonly called research assistants, genetic assistants, genetic
nurses or genetic associates. For the purpose of uniformity we will use the term genetic associate
from hereon in when referring to these individuals.

The advent of new and improved techniques for carrier and prenatal detection in the
1970s resulted in a swift acceleration in the ability to diagnose genetic disorders, document
heterozygosity and offer prenatal diagnosis. The types of genetic services provided increased
enormously and the demand for service from the community skyrocketed. This expansion of
services created an enormous increase in the workload for the geneticist and a need for non-MD
individuals who could independently assess and inform clients in a genetics setting. Out of
necessity, the responsibilities of the genetic associates began to change, especially in the area of
prenatal diagnosis.

_‘_ The original program to train Masters level genetic counselling professionals was
introduced at Sarah Lawrence College in 1969 and graduated its first class in 1971 (7). Five other
Universities followed suit with their own programs a few years later. Toward the end of the
decade a few genetic counsellors with these specialised Masters degrees settled into genetics
clinics in Canada and by 1983 there were 7 in total; three each in Ontario and British Columbia,
and one in Quebec. Other than the National Society of Genetic Counselors (NSGC) in the United
States, there was no network of any kind for those young graduates.

Having felt the power and positive presence of the NSGC in the lives of the genetic
counsellors working in the United States, Susan Zeesman and Susan Creighton, working in
Montreal and Vancouver respectively, decided to collaborate in determining who else in Canada
was working in a genetic counsellor type role. Their goal was to ascertain whether others had the
desire to communicate nationally for the purpose of networking and support.

A letter stating their purpose was sent out to all genetics units in the country early in
1984. The geneticists were asked to distribute a copy of the note and accompanying
questionnaire to anybody working with them in a genetic counsellor/genetic associate capacity.
Among other things, the questionnaire requested information about education, and years of
service.

There was a rapid and enthusiastic response to the questionnaire. There were at least 44
non-MD/non-PhD genetic associates with some clinical responsibilities working in genetics
clinics across the country (8). Seven were MSc-trained genetic counsellors, 2 had another type
of Masters degree and the rest had a Nursing designation (RN/BScN) or a Bachelors degree. The
opportunity to communicate with others in similar roles was seen very positively by all
respondents and most expressed interest in receiving a newsletter written for and by their peers.

Dr. Charles Scriver, ever supportive of genetic counsellors, found a small pot of money to
subsidise printing and mailing costs for a newsletter and offered some secretarial support. The
first newsletter went out in mid-1984 with a request to name the new missive. Lola Cartier’s
submission of CROSS-OVER was the winning entry and artwork for the original masthead was
kindly contributed by Lola's husband, Bill Borys. The masthead was revised in 1992.



THE GESTATION

Through the newsletter a small informal get-together was arranged for the 1984
American Society of Human Genetics meeting in Toronto. Approximately 5-10 people
attended and there was talk about forming a national group. Nothing much came of it at that
point. Not only did we not have the critical mass necessary to make it work, we were spread
too far apart geographically. Although the desire was there, the impetus was missing.

The second issue of CROSS-OVER went out in December 1984 and included the first
directory which had 49 names. There was much discussion among the editors with regard to
how to refer to the group — as genetic counsellors or genetic associates. Since the number of
genetic associates in Canada at the time far outnumbered the few MSc-trained genetic
counsellors, it seemed more appropriate to use genetic associate in the early years. A few
1ssues of CROSS-OVER were published annually out of the Montreal Children’s Hospital until
1986 when the newsletter moved to McMaster University Medical Centre along with Susan
Zeesman.

While the genetic associates were solidifying their connections through CROSS-OVER,
Dr. Len Pinsky was lobbying hard at McGill University to institute the first Canadian
Graduate program designed specifically for their training. In September 1985 the Genetic
Counselling Program at McGill opened its doors to the first group of 4 students.

In 1986 the CCMG formed a sub-committee to look into the question of clinical
support personnel (sic) and their certification. A number of genetic associates became
concerned that they might lose what little autonomy they had. At issue was the perceived
possibility that the CCMG would make decisions about the roles, responsibilities and training
of genetic associates, with little or no input from the genetic associates themselves.

In response, Lies] Bandler, chairperson of the Genetic Associate Committee of the
Association of Genetic Counsellors of Ontario (AGCO)** called a meeting in Toronto to
discuss certification and the relationship between genetic associates in Canada and the
Canadian College of Medical Genetics. The meeting was held on Oct. 21, 1986 and all
available genetic associates in Ontario were invited to attend. There were 19 people at the
table. After much, sometimes emotional, debate the meeting culminated in the development
of the following statement of opinion:

"We as a group agree with the concept of certification. However we feel that it is
necessary to address the following issues. funding, time-frame, representative input
into the certification process, avenues of access, and standards of competence.

We feel it is necessary to form a national body in order to best explore these issues.

We feel that these issues should be resolved on a national level and top priority should be
the formation of such a group.”

The group, 1n essence, concluded that it would be impossible to represent the diverse
needs and opinions of Canadian genetic associates without first determining what those might

** Genetic Services in Ontario were quite well organised and the Association of Genetic Counsellors of Ontario
(AGCO) which included all health professionals working in the Clinical environment (MDs, PhDs and Genetic Associates)
played a powerful role in the business of Genetic Services in the Province.



be. Definition and development of the genetic associate role were clearly needed. A
Committee to Investigate the Formation of a National Society was formed to investigate the
possibility and plausibility of organising a national meeting for some time in 1987. The aim
of the organising committee was to gather as many genetic associates as possible together in
one place. Since virtually all Ontario genetic associates attended the annual AGCO meetings
and were funded for it by their respective centres, it was decided to hold the meeting in
conjunction with the next AGCO session. In support of allowing as many Canadian genetic
associates as possible to attend, the CCMG graciously provided the organising committee
with a $3,000.00 grant which was used to cover some of the travel expenses of non-funded
individuals. This subsidy allowed for true national representation which otherwise would
likely not have been possible.

Through CROSS-OVER and AGCO we were finally able to gather the critical mass

- necessary to endeavour to form a national organisation. With the momentum provided by the
nudge from the CCMG the 1st Unofficial National Meeting of Genetic Associates was born.
The meeting was held in the Toronto region on May 15, 1987 with monies from the
Department of Pediatrics at McMaster University donated to cover the cost of the meeting
room. Fifty-two people were in attendance.

Introductory remarks were made by Liesl Bandler. The results of the 1985 Survey of
Genetic Associates/Counsellors in Canada (8) were presented by Susan Zeesman. Susan
Creighton chaired a portion on the formation of a national association and the consensus of
the group was that we should, indeed, proceed. Mary Connolly led a discussion on standards
of practice, and a draft copy of minimum standards was drawn up with her guidance. Louise
Carriere presented the pros and cons of certification and affiliation with the CCMG. Zella
Pyatt led the discussion with regard to job title and genetic counsellor was chosen over the
many varied position titles in existence at the time. Wanda Schoonheyt acted as recording
secretary.

The 4 chairpersons of this meeting, (Susan Creighton, Mary Connolly, Louise Carriére

and Zella Pyatt*) were asked to be the first Executive Board of the group to be known as the
Canadian Association of Genetic Counsellors/L’Association Canadienne des Conseillers en
Genetique (CAGC/ACCG). All four accepted. It was agreed by the group that the aims of the
CAGC were to create a network for genetic counsellors across Canada; provide continuing
education; deal with professional issues; define standards of practice; and organize an annual
conference for education and business purposes. These goals were ultimately written into the
letters patent of the CAGC, as the aims of the organisation (Appendix 1).

The Executive Board was directed to: a) liaise with the CCMG, b) investigate bylaws
with regard to the formation of national association and the collection of membership dues, c)
decide on job title, d) work out the location of the next meeting which was to be held in
Western Canada, and e) decide on a term of office for the Executive.

CROSS-OVER was accepted as the official organ of our national body, to be used as a
vehicle for communication as well as education among group members.

& Zella Pyatt resigned for personal reasons a few months later and Diane Thompson took her place



Formulation Of The Bylaws And Incorporation

The directive for formulating bylaws was undertaken by Susan Creighton with Beth
Keena and Patricia Birch in Vancouver. As the CAGC was still an unofficial organisation,
membership dues could not be requested. Although the “membership” had responded to a
request for donations and had contributed a total of $2,500 by Sept 1989, expenses had to be
kept to a minimum. Janet Livingston’s husband, Bruce, was approached with a request for the
donation of legal advice. His Richmond, BC firm of Stark, Christian and Henderson kindly
donated their services in seeing the bylaws through to completion. Support from the NSGC
was also requested. Although financial support was not possible, the NSGC was supportive of
our efforts and willing to offer assistance in terms of advice and experience.

As the Canadian bylaws were to be the foundation of the association they had to
reflect the rules of the organisation, as well as the strengths and the differences in training
amongst members. The CAGC bylaws were thus modelled on those already established by the
NSGC, with changes to reflect a broader membership base and the Canada Corporations Act.

As a result of the initial contact with the NSGC, Susan Creighton was asked to present
an update on our progress to the NSGC executive meeting and Annual General Meeting
(AGM) in San Diego in October 1987. At that time it was suggested that the CAGC might
consider becoming ‘“Region 7” of the NSGC (to be added to the already existing six). Although
appreciating the gesture, the CAGC felt that a separate Canadian organisation was necessary
for the following reasons: the Canadian health care system is substantially different from that
of the United States, creating unique concerns and issues for Canadians; our legislative systems
are dissimilar; and some individuals in Canada who functioned as genetic counsellors would
not be eligible for full membership in the NSGC according to their existing bylaws. It was
made clear that the formation of a Canadian group of genetic counsellors was by no means an
attempt to disjoin from the NSGC, but rather a way of strengthening our presence in Canada,
thereby bolstering support for the profession as a whole. The NSGC executive and membership
were fully supportive of the Canadian effort while encouraging membership and involvement
in the NSGC as well.

The work of formulating the bylaws was a time-consuming task, to say the least, for
both the committee and the executive. A draft of the bylaws was presented to the
“membership” for approval at the CAGC annual meeting in Winnipeg in February 1989. The
proposed bylaws were reviewed, discussed and amended article by article. This was a long and
somewhat difficult process but all 21 articles were ultimately approved and passed. The final
bylaws and articles of incorporation were signed by the existing executive, who then became
the founding executive of the CAGC: Susan Creighton, Diane Thompson, Beverly Orieux, and
Mary Connolly. On February 9, 1990 the CAGC letters patent were signed, registering the
CAGC as an official, not-for-profit corporation with the Canadian Government (Appendix 1).

The CAGC became an official organisation on February 9, 1990. There was much
celebration of this new status at the 1990 Annual General Meeting which was held in Wolfville
at the end of that same month. The first Board of Directors of the incorporated association
consisted of the President, Vice President, Secretary, Treasurer and 3 regional representatives.
The Regions were defined as follows: Eastern — Nova Scotia, New Brunswick, Prince Edward
Island, Newfoundland, Quebec; Central - Ontario, Manitoba; Western — Saskatchewan,
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Alberta, British Columbia. The membership total was 89. With the bylaws complete, the
CAGC was able to begin discussion of the practicalities of being an organization and focus on
planning for the future. These plans included the institution of 2 new Executive positions, that
of Past President I and Past President II, as well as the substitution of the position of President-
Elect for that of Vice President.

The birth of the CAGC as an official organisation prompted the need for an official
logo. Various suggestions were submitted and voted upon. The wining entry was designed by
Claude Prévost and is the one currently in use. The logo is found on the masthead of each
issue of CROSS-OVER and on the letterhead and envelopes of our official CAGC stationery.



