ACCIDENTAL ACTIVISTS:

MOTHERS, ORGANIZATION AND DISABILITY

by

MELANIE R. PANITCH

A dissertation submitted to the Graduate Facultgacial Welfare
in partial fulfilment of the requirements for thegree of
Doctor of Social Welfare, the City University of iNerork

2006



UMI Number: 3213157

®

UMI

UMI Microform 3213157

Copyright 2006 by ProQuest Information and Learning Company.

All rights reserved. This microform edition is protected against
unauthorized copying under Title 17, United States Code.

ProQuest Information and Learning Company
300 North Zeeb Road
P.O. Box 1346
Ann Arbor, Ml 48106-1346



© 2006

MELANIE R. PANITCH

All Rights Reserved



This manuscript has been read and accepted for the
Graduate Faculty in Social Welfare in satisfactbthe
Dissertation requirements for the degree of Doct@ocial Welfare

Date Dr. Mimi Abramovitz
Chair of Examining Committee

Date Dr. Michael Fabricant
Executive Officer

Dr Harriet Goodman

Dr. Beth Rosenthal

Supervisory Committee

CITY UNIVERSITY OF NEW YORK



Abstract

ACCIDENTAL ACTIVISTS:

MOTHERS, ORGANIZATION AND DISABILITY

by

Melanie Panitch

Adviser: Professsor Mimi Abramovitz

This study explored how and why mothers with diedldhildren became
activists, how their various encounters with sqdiellth and educational services
integrated with broader struggles for social jlessand human rights, how this contributed
to broadening their vision for their children’sdues, and what they did with this new
consciousness. The research examined the charayengfrwvomen in the Canadian
Association for Community Living (CACL). CACL is asrganization that was founded
largely by women (in 1958), and over the yearshiesn led by a number of key activist
mothers. Right from the beginning it has been womkase advocacy for services for
their children with disabilities has brought themwoi a broader relationship to the state.

Leading campaigns to close institutions and selsunean rights, they learned to
mother as activists, struggling in their homes emthmunities against the debilitating

and demoralizing effects of exclusion. But for thest part they came to their activism



“accidentally”, out of an event about which theylhittle choice, and certainly little
foreknowledge. The research explores what “getictye” meant to these women who
did what they did out of a sense of “gendered @atiag”(Abramovitz, 1999).

The point of entry for this study began in “thegxday world” (Smith, 1987) of
activist mothers with disabled children. The navext of individual mothers themselves
were a very important data source. Organizatior@digal documents and records of the
Canadian Association from 1958-98 made the orébhisaspects of this study viable.

Activist mothers recognized the importance of belognadvocates for change
beyond their own families and they contributed idding an organization to place their
issues on a more public scale. Yet the organizdétien founded has not been one that
has necessarily recognized and profiled women’sritartion or been thought of in
gendered terms. This study contributes to the scslolp on women'’s activism and
provides an opportunity to acknowledge the actiwisthers for the contribution, courage

and ability they devoted to their campaign for abjistice.
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Introduction

Background and Overview

Over the past two decades disabled people, infeatby the civil rights
movement and the women’s movement, began to desttrdmselves as a legitimately
entitled minority group. In so doing, they laid tpe@undwork to mount a dramatic
revision of the way disability may be understoodsdbled academics and activists began
to place disability in a social, political and auttl context to examine the structural
dimensions of the disability experience and proctad disability studies as a new
academic terrain. They shifted the focus away ftbexmore traditional emphasis on
individual deviancy and pathology, towards an ergtion of the socially constructed
barriers (inaccessible architecture, exclusionaticigs and practices, prejudice) as the
“real” or sociological problems of disability (Psieey, 2001; Charlton, 1998;
Oliver,1990; Linton, 1998; Linton, Mello & O’Neijll1995; Davis, 1997; Gill, Kewman

& Brannon, 2003}.

1 In Mink (1999) Abramovitz describes a parallel pomenon in her discussion of the
rise of industrial capitalism in the early"™@entury in which men were assigned to
breadwinning in the workplace and women were assiga care-taking in the home. “To
inform men and women of their new roles and to aoeesthem to adhere to them, the
emerging domestic code became legitimized thouglaktihought that viewed gender
roles as biologically determined rather than sbcedsigned and by legal doctrine that
defined women as the property of men” (p.237).abled people, like other
marginalized groups, including gays and lesbiareschallenging oppressive
constructions of their identity within institutioinsettings and through codifications in
law.



Increasingly, disability has come to be understa®a form of social oppression
experienced by people with perceived impairmentsraanifested in discriminatory
practices. This is frequently referred to as thexial model” of disability; it is distinct
from the more traditional emphasis on biologicgpamment, termed a “medical model”
of disability, which individualizes and pathologiztihe disability as a deficit residing
within the person. Disability rights activists l@le that overemphasis on the medical
model has detracted from full citizenship for disalpeople. The development of
disability activism based on the social model, ehterized by the identification of
disabling barriers and creation of enabling enwvinents, combined with the academic
perspective of disability studies, allows for amlgsis of structural factors, on the one
hand, and the agency of disabled people and thieis an changing those structures, on
the other (Priestley, 2001).

While disabled feminist researchers and activisknawledge the significance of
social model analysis, many have contested theemesis” of this approach and have
found especially inadequate its tendency to deay#rsonal experience of disability.
They have argued it made good political senseallyit to marginalize the “embodied”
experience of disability because biological argutsetnaditionally, have been used to
legitimate social exclusion. But they have urgeshdility researchers and activists to
learn from feminist methodology, to locate movemauoittics in the famous feminist
principle, that “the personal is political”, to giwoice to the subjective experience of
disability (‘what it feels like here’) rather tham objective barriers and structures

(Morris, 1992, 1996; Thomas, 1999; French, 1993).



As with other domains of social inquiry, includiegcial work, disability studies
grapples with the relationships between individiv&@d experience and macro social
analysis. Social workers struggle to understandthedrize relations between the
“macro” and the “micro”, the “individual” and “soety”, a theme famously illuminated
by C. Wright Mills (1959, p.226) in the distinctienand interconnection - between the
“public issues of social structure” and “persomalibles of milieu”. Such concerns are
increasingly critical given the current restruatigriand reshaping of the welfare state.

Significantly, disabled people themselves haveroliéd this struggle for social
justice, but among their allies are the hundredsctaf/ist parents whose struggle at an
individual level for their own son or daughter labed national organizations, including
the March of Dimes, Easter Seals, Muscular Dystyol$sociation, and Associations for
Community Living. They all have, in general, focdse promoting quality of life and
personal rights for people with disabilities andithamilies in the community.

These allies are typically represented in thediigne as parents’ organizations or
movements (Anglin & Braaten, 1978; Dybwad, 1990)weéver the reference to “parent”
obscures the gendered nature of the role for ibleas mothers who have been at the
forefront. Only recently has their contribution bego be recognized. The Fiftieth
Anniversary project undertaken by the Ontario MastBimes (1999) solicited personal
stories to commemorate the “Marching Mothers” whager-to-door efforts raised funds

to find a cure for polio and built a highly visibleational organization.

The first Mother’'s Marches in Ontario were heldloronto in the early 50s. From

celebrity endorsements to local media campaigtise@inging of fire alarm bells



from the centre of town, everyone in the commugiyinvolved. Right after dinner,
when “father was home”, women went out to theighbourhoods with their pickle
jars or canvassing kits and made their calls (a$tamalizing along the way). Homes

welcoming Marching Mothers turned on their porghts to signal their support

(Hawke, 1999).

However many hundreds of mothers marched in tBb04,9Andrea Spindel
(Executive Director, Ontario March of Dimes) clamietook 40 years before a woman
was elected president of the Ontario March of DiBeard (telephone conversation,
February 21, 2002). Informal and anecdotal evid€¢hieavke, 1999; Raina, 2000)
suggests it is unlikely that this is a unique pateemong parent-led disability
organizations. Even though it is over fifteen gesince parenting a disabled child was
framed as a feminist issue, with the goal of ind¢igg the women’s movement with the
disability rights movement (Blackwell-Stratton, Blie, Mayerson, and Bailey,1988),
there has been no research to date that has applieddered lens to parent-led disability

organizations.

Purpose and Goals of the Study

This study examines the changing role of womemé@anadian Association for
Community Living (CACL) by exploring its originsyelution and development. CACL
is a grass-roots movement that operates natioaallyell as provincially (there are 12

provincial Associations in the federation). Actigisnay be found at all levels although



those whose work had an impact on the nationalnizgton are the particular focus of
this study. It explores who were the founders, Wied the leadership positions, who
did the leg work, who chaired committees, who heenbrepresented, how this
representation has been decided, and who hasnicdehe organizational agenda.
Which functions/roles did and do women play? Wlatgns emerged? Who were the
leaders over time? How many were women? When womeea involved did it make a
difference? What impact, if any, did women havdtmfemaleness of the organization
and to what extent they were able to influencesrape its agenda historically? These
will be the guiding questions of this study.

Historically, women’s participation in their comnities has addressed issues as
diverse as temperance, child care, institutiondlizeglect, local violence, the
environment, settlement of new immigrants, poveartiglear testing, food, working
conditions, racism, education and peace (Abramp¥829; Reinharz, 1984; Wine &
Ristock, 1991; Canadian Women'’s Studies, 1993; Bokablly, 1984; Maclvor, 2001;
Ruddick, 1995; Sangster, 2001; Naples, 1998b; ®rE@95). While their activities and
influence have frequently led to the formation efial movements and organizations
which have influenced Canadian society, women’drdautions often were “hidden from
history.” Very few mothers’ struggles in particulzave been documented in the
outpouring of literature recently that has triechtlnlress this. There is virtually no
scholarly work on the significant struggles forigbgustice and equality waged by
activist mothers of disabled children.

An historical account of the origins of the pasggmovement in the late 1940s

traces the similarity of the key initiatives thatihched parent organizations in England,



the U.S.A. and Canada (Dybwad, 1990). Typicallyadrwas placed in a newspaper by
one mother wishing to meet other mothers of dighbleldren. Women were thought to
be quiescent at this time, but a new site of thefivism was emerging in the “space” that
women inhabited - their kitchens and their housgh@hbramovitz, 1999). Small groups
of women of retarded children began organizing se@anada (and elsewhere),
beginning their careers as activists by resistireganly option open to them, to “put their
son or daughter in an institution.”

These mothers protested in their neighbourhondsahools, they lobbied
governments, they went to court and they eventdalipded an organization in 1958 that
grew over the following four decades to included®@, members in 400 local chapters
across Canada. Initially called the Canadian Asdmei for Retarded Children, this grass
roots movement changed its name in1968 to the Gam&Acsociation for the Mentally
Retarded and once again, in 1985 to the Canadiaackgion for Community Living
(CACL). Each of these name changes reflected thanization’s growing mandate.
Initially it focused on the needs of retarded at@ld The name change in 1968 reflected
the expanded mandate to encompass the needsroeetdults. In 1985, the name
Community Living was adopted to fit with its broa@®mmunity and social change
agenda.

If the success of this movement is measured ingerinachievement of its goals,
then it has not succeeded (CACL, 1987). Many padicif the Canadian state still
discriminate generally against people with a diggbBut success needs to be measured
in terms of other benefits that have accrued. iSogmtly, the organization succeeded in

politicizing women and adding their voice and pergjves to the growing debate about



disability. Through it, many women came to speakliemselves, to confront
authorities, to “tell their story”. Standing aloard separate, one from the other, faced
with the power of medical and education authorjtieese women might have remained
marginalized and intimidated. But, through theimeoitment to their children, they
found other mothers, and together they becameestg@ls rather than passive subjects.
Not only did they become experts in education, iadi transportation, recreation,
access and technology, they became effective contymanganizers. Across the country
they organized into parent groups and exerted thiéirence on the public policy process

to increase and restructure benefits for their amth other families.

Significance of the Study

This study is important and timely for a numberedsons. In the first place, the
particular women involved were not feminists; tliky what they did out of a sense of
“gendered obligation” (Abramovitz, 1999). In makiag everyday decision to have a
child they did something apparently very ordindrgwever, a diagnosis of “disability”
turned what appeared ordinary into something sicamtly different and much more
complex. The research explores what “getting attiveant to these women, even if they
did not see themselves as “activists”. When | agskezlmother who was not part of this
study if she considered herself an activist, sid $Bhope you mean that as a
compliment.” Kaplan (1997) reported a similar mlistion in her study in which mothers
described the grassroots work they did as justgiaimat needs to be done, and not about

“politics”. Ruddick (1995, p. 224) suggests thislifics of resistance” arises when



women who take responsibility for “caring labouirid themselves “confronted with
policies or actions that interfere with their rigittcapacity to do their work”, thereby
impeding their ability to perform the womanly d&tithey have accepted and that are
expected of them. Yet they may also be seen awi&tanothers” to the extent that their
activities and sphere of influence set an examgiéhfeir children and others in their
community (Naples, 1998b). Their “work” includedndenstrating and explaining how
discrimination, prejudice and exclusion limit opfnities for people with disabilities; in
so doing, they engaged in a form of participatiat is, in many ways, a model in a
struggle for progressive social change. It is naw@mmonplace in the academic
literature that women have traditionally been &ft of our historical record. This study
offers another way of writing them in, adding te tirowing scholarship on women'’s
activism, acknowledging its contribution to ourtbry (Sangster, 2001; Cook, McLean
and O’Rourke, 2001; Wine & Ristock,1991).

Secondly, this work is important because becomatiy@and getting political are
still not the cultural roles society expects worntefulfill. “One of the most consistent
themes to emerge from feminist analyses of womgalisical praxis is the significance
of constructions of community for women'’s politiation and social action” (Naples,
1998a, p.331). Certainly facilitating parent-to-grarsupport programs (or, to be more
accurate, mother-to-mother support) has been afuadtal organizing principle in the
Canadian Association. The study explores the saanite of this mutual support strategy
in light of Naples’ assertion that central to @éearch on women’s community activism
has been the significance of women’s social netwarid their constructions of

community for their political work. It is importatd know how the possibilities for



women’s activism are organized, especially durimgaod such as the current one of
conservative backlash and declining morale on #reqd those directly affected by
reductions in programs and benefits. An importarg bf inquiry includes how the
organization enables (and sometimes limits) a¢svgkills and insights, the extent to
which activists are able to shape the organizatiagenda for action, and ways in which
gendered differences in organizing styles are texgad (Bond & Kelly, 1984).
Additionally, it explores how mothers learned tstditheir own gendered socialization
so that when “polite” attempts to secure servioesHeir children failed, given limited
resources and their own as yet undeveloped cagmditiey developed new and stronger
tactics (Saini, 2001). They took risks and stregggncluding those of direct
confrontation of authorities, for which they witbet criticism and unpopularity often
accorded to social activists. The study, in thistert, investigates the extent to which
their experience as activist mothers not only egddkeir family life to criticism but also
violated the cultural norms prescribed for womerheir generation (Orleck, 1995).
Third, this study is important by virtue of its exaing the largely unexplored
terrain of the connection between how women tra@dtee consciousness they develop
through daily interactions with their communitieglahe state into a force for affecting
political action. Just to care adequately for tlehitdren, they have confronted
formidable social forces and a cultural ethos déigin and discrimination in the context
of political powerlessness. Catalysts for womermbtigization and resistance strategies
can be located in actions or inactions of goverrtroeagencies of the state, official or
informal policies and discriminatory practices ohsol personnel, health care providers,

and social service staff. Yet activist mothersehbgcome a vital force shaping advances
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in disability policy and providing lifelines of infmation to other parents (Wickham-
Searl, 1992). This highlights the contradictoryuna of the state as an oppressive set of
institutions and yet as a terrain of political ggle. This is a key theme in research on
women’s community activism which will inform thisusly (Abramovitz, 1999; 2000).

Fourth, the study contributes to the growing satsblig in disability studies. By
focusing on the social and historical context adiility activism, it turns the focus of
research away from how individual families reach&wing a child with a disability
towards the social and historical factors that shiqgt reaction (Hirsch, 1998;
Longmore, 2003). It points to the interconnectieteen the existence (or lack of)
organizational resources and capacities and thefavayies interpret and understand the
meaning of disability (Ferguson, 2001). And it piis onus on policy, away from how
families respond to disability towards how societgponds to families. This is especially
relevant today when families and their disablediffamembers are not able to make new
advances; gains are being rolled back or, at degnsively held onto; policy changes
that have been on the agenda for years are at@assa. The activism of these mothers
can illuminate how the restricting experiences tther mothers and their children
continue to face are socially and politically consted, and how they might be changed
by social and political means.

Fifth, this study contributes to our theory of krledge. As social work educators
it is important to complicate and challenge thearobtf knowledge and what knowledge
is assumed to be. Critical intellectual inquiryaguizes that certain voices get silenced in
academia as they do within the wider society winexgractice. We see knowledge as a

contested space where dominant groups in sociébycena dominant position by being
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producers of knowledge, often by making subordigateips the objects of their
knowledge (Hartman, 1992; Hill-Collins, 2000; Smitt987). Activist mothers learned
the power of speaking from experience and, as shely,offered a challenge to
bureaucratic and medical forms of knowledge. Thetivist work included “arguing their
child in from the margins” (Read, 2000, p.120).sT6iudy explores how mothers, faced
with constantly having to present an alternativewof their child to the world, became
more confident and outgoing in what they knew dredauthorities did not. It considers
how they came to identify with other vulnerablegye asserting similar claims. It
examines how they came to recognize that knowlegigewer and how the power
imbalance in forms of knowledge keeps them and thaiilies in a subordinate position.
Finally, this study attempts to illuminate and deepur understanding of how
ordinary homemakers have become activists thouglexperience of having a disabled
child, how they overcame the obstacles associatidte denigration of mothers’ care-
giving work in society and the stigma which attathethem as mothers of disabled
children; how they developed leadership skillshia tontext of working as part of a
community and how they came to recognize that iddiad efforts alone are not enough
to effect systemic change. The odds they were apagwere considerable: popular
opinion, traditional values, cultural practices aadial policy. As they struggled to
overcome these, there is no question that motke&perience within the organization in

which they acted transformed their lives in profduvays.
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Overview of the Study

A gualitative process of inquiry and an historiapproach provide the
methodological framework for the analysis. In tiigdy it is a significant matter that
mothers are naming and relating the experiencedbl®s. The approach is informed by
feminist scholarship and its recognition of genalea category of social experience.

The research design utilized an historical investoyn of 40 years of
organizational records and archival documents ®@Ghanadian Association (1958-98) as
well as extensive interviews with three key infontsawho served as “expert withesses”
representing other mothers in the organizationhEdt¢hese three women became active
as young mothers shortly after their disabled cidd born and are now nearly eighty
years of age. Through archival research and extemsierviews | investigated the major
campaigns led by these three nationally recogremgigist mothers, the campaign to
close institutions and the campaign to secure hunmgats. | analyzed the path that led
them from private circumstances to public leadgrséund looked at what prompted them
to move from the personal to the political.

The study is organized into eight chapters. Chidpte presents a review of the
literature. Chapter Two provides the research desigl methodological framework for
the study. Chapter Three sets the historical cortest examines the first ten years of the
Association, from1958 to 1968, in which women’s dered roles are analyzed along
three dimensions of organizational life: voluntagrigovernance and fundraising.
Chapter Four introduces the activist mothers thinahgir biography. Each woman’s

account is organized through a series of life a@ergents and external influences to
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understand the antecedents to and the motivatwrbkédir activism. The chapter presents
their activist activities at local and nationaléévand concludes with an examination of
their activist skills and styles. Chapter Five &tthpter Six critically investigate their
activism and success in leading two major campaiglosing institutions and securing
human rights, through the organization in whichytieved.” These chapters explore
how activist mothers negotiated an organizationalrenment rooted in a gendered
division of labour which recognized women’s suppotés but not necessarily their
leadership. Chapter Seven provides an analysiarohtive accounts of activist
mothering in the Canadian Association and refleatbow the experience of activist
mothers of disabled children might contribute towitedge on women’s grassroots
leadership and struggles. Chapter Eight conclugigsdsenting key findings of this
study and implications for disability studies, sdavork, social policy and women’s
activism.

The everyday world of activist mothers and th&perience grounds the work;
The three “expert witnesses” provide the “standpsample” used as the site of inquiry
(Smith, 1987) for investigating the relationshipviaeen the experience and knowledge of
activist mothers and the broader practices of adstnation, institutional and gender
relations with the organization they founded. Tihguiry is about the lives of women
who risked challenging accepted traditions as $acidvists in order to provoke change.
They contribute to the “mounting pile of historictiidies of women’s activism on the
left — and on the right — that continue to questlmmyth of women’s passivity”

(Rowbotham, 1997, p. 3).
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The term “social activism” denotes a struggleawadrd greater equality. These
participants experienced inequity as mothers thndahg experience of disability, and
they contested the existing order to decrease inesjthat result from the stigmatization
of people with disabilities.

They did not start out to change the world; theytetl out trying to secure better
services for their children. They became “accideattivists” when they reached a
turning point, a disjunctive moment, a transforrmaél node that expanded their
consciousness beyond themselves and their owrtisitua include a wider web of
associations with others. They acted initially, wated by their identity as mothers in
the private sphere of the family. But as they caomaew the forms of injustice that
encompassed children with disabilities and themifi@s more broadly, they learned to
mother as activists in a more public arena. Even the label of “activist” did not
always sit comfortably.

In their foreword to Guida West’s (1981) historytbé national welfare rights
movement in the United States, Piven and Clowaatenabout the significance of grass-

roots movements:

They are important because they can transformitas bf people who join them
and because they can transform the society thasgise to them. In other words,

movements from below help make history (p.vii).
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While this study will not be able to examine thibgct exhaustively, it is conducted in
the hope that it might begin to shed some light pmidt the way for future, more

extensive research.



16

Chapter One

Literature Review

The literature review on activist mothers of digabthildren will be divided into
five sections as follows: 1)Therapeutic Approadieeliothering; 2) Theoretical
Frameworks of Family Support and Family-CenterexiSes; 3) Care-giving and the
Gendered Nature of Caring; 4) Feminist Analyse®d/ofnen’s Activism and 5)
Research on Gender as a Feature of Organizatidieal L

The first section will provide research relativetherapeutic approaches to
mothering disabled children that focus on persandl psychological variables to the
exclusion of social and cultural factors. The sekcsection will define and provide a
brief overview of the theoretical underpinningstod concepts of “family support” and
“parent-professional partnerships” as they relatgender. The third will address the
literature on care-giving and cultural stereotypbe®omen as “natural care-givers”. The
fourth section will explore literature sources ttteorize and document democratic
struggles by mothers in grassroots movements fogrelvide a framework for
investigating activities of activist mothers ofalded children. The fifth section will

review the literature on gender as a feature chmiational life.

Therapeutic Approaches to Mothering

Much of the research on mothers of disabled childa&es a therapeutic

approach. It tends to highlight individual faultsdadeficits by focusing on personal and
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psychological variables. In so doing, it exclude®asideration of broader social and
cultural factors and the ways in which families htige supported (Read, 1991). In this
literature disability is seen as a personal tragadyew which logically concludes that
personal rather than social solutions are reqiBesvman & Virtue, 1993).

One recurrent theme is “mother blaming” and theattarization of “bad
mothers” (Ladd-Taylor & Umansky,1998; McAnaney, 092anitch, 1991; Roeher,
1993; Miller, 1994; Swift, 1995; Bowman &Virtue, 99; Traustadottir, 1988; Olkin &
Pledger, 2003; Gill, Kewman & Brannon, 2003). Theserces document the many ways
of becoming a “bad mother” where disability is cemed. They report ways that
mothers are assigned fault for producing the diigsi in the first place or for failing to
have a healthy child. They also enumerate manymbsias of attributing blame: pre-
natal (for eating poorly, smoking, drinking alcoh@fusing an amniocentesis);
emotional (for maternal deprivation, as depictedHgyterm “refrigerator mothers”, used
in 20" century psychological literature to refer to mothef autistic children);
psychological (for being overprotective or overbncerned); biological (for waiting too
long to have children); selfishness (for placingitithild in an institution, even though
there were no resources in the community); aggragstanding up to authorities to
defend their child’s right, for example to go tdvsol) or making “poor choices” (living
in conditions that make one a “bad mother” - poyestcial assistance, out of wedlock).
All these reasons are adduced to justify a lesgetimg right to aid and services.
Hillyer (1993) even finds traces of evidence of hestblaming among disability
advocates of the independent living movement, pgitihem in the same corner as

paternalistic professionals. She suggests thater®tf disabled children are held more
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accountable than other mothers to an externaliyjeéfconcept of mothering because of
their increased contact with social agencies. iEhé&en more the case when a woman is
a single mother (Gottlieb, 1997).

An important genre are the many first person actowntten by mothers to
document their own family’s personal story. Thegaificant sources provide vivid
testimonials to their experience and adjustmentkBWL950; 1965; Evans, 1953; Roberts,
1968; Ferr, 1978; Mancini; 1977; Stigen, 1976; BmntP80; Dickerson, 1978; Wilks,
1974; Klein, 1975; Moise, 1980; Jablow, 1982; MaBbwman and Boggis, 1995).
When Dale Evans and Pearl Buck wrote about lifé wieir disabled child in the early
1950s, these were rare personal disclosures éihibevhich encouraged other mothers
to speak out todImportantly, these accounts lent authority todhgoing struggle to
claim the “problem” of disability as a “public issy and not hide it away as a personal
“private trouble” (Mills, 1959).

Later, autobiographical accounts provided more sbighted information and
strategies related to how mothers needed to bebealth experts, educators, advocates,
negotiators and organizers as they sought a contyabased solution (Hillyer, 1993;
Featherstone, 1980; Schaefer, 1982; Edelson, 2B6@man &Virtue, 1993; Miller,
1994). Frequently, they also described their needdpport and assistance and their
elevated levels of stress (Turnbull & Turnbull, $98986; 1990; Mittler & Mittler,

1995; Meyer, 1995; Todd & Shearn, 1996; StehlilQ®0

> Notably, CACL invited Dale Evans to be the keynspeaker at one of its earliest
conferences in Vancouver in1962, no doubt expeaiteggwould give families hope and
ideas.
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Many authors emphasize the stages and procesadgistment to the realities of
having a disabled child, and while they identifyy&an which mothers play a positive
role in their child’s life, often that is a subsady theme (Miller, 1994; Featherstone,
1980; Hillyer, 1993; Case, 2000). Miller articiatfour stages of “adaptation” which
include surviving, searching, settling in and sepiag. Jones (1989) locates the
difficulties families confront in society’s valuasd attitudes, the additional
responsibilities that come with having a disablkedidcand the need for additional
resources. Lewis, Kagan, Heaton and Cranshaw (1888)the additional pressures that
come with multiple roles played by single mothers.

Ferguson, in recent research on families (200X)¢ceptually maps four decades
of professional literature related to parental atipent. That he made no reference to
gender may have been based on what he found. Mctwraologically from the 1960s
forward he identified four categories: i) the psydiipnamic approach: the neurotic
parent; (ii) the behavioural approach: the dysfiamatl parent; (iii) the psychosocial
approach: the suffering parent; and (iv) the s@mbtical approach: the powerless
parent. He noted that even though dominant so@aldwiews of any era contribute to
the development of new policies, those policiegsedan the past do not simply
disappear, and so remnants of them all tend to=t-even as important shifts in
thinking are taking place. To take one exampleh@&tsky’s (1962) concept of chronic
sorrow permeated professional thinking for decaaebwhile this legitimated whatever
sad feelings mothers might experience, it gave litbpe for future happiness. This
theme still appears decades later when the sauiat@ntextual approach to disability is

widely embraced. Hillyer (1993), as an example, lbm®s first-hand experience and
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academic knowledge to describe her personal cheamiow and grief and, by extension,

that felt by mothers of children with severe disitibs everywhere.

Theoretical Frameworks of Family Support and Far@igntred Services

During the last decade, social work theory as appio families with disabled
children has undergone a number of significantshithese have resulted in several
parallel shifts in social work policy and practi€ne noted development is reflected in
the gradual movement away from the traditional rm@drientation of chronic “illness”
models toward a theoretical framework in which undiual and familial strengths are
accorded greater emphasis than perceived defiditsgt, Trivette and Deal, 1994;
Singer, Powers and Olson, 1996; Itzhaky & Schwa@p).

A related shift from an individual or child-specifiocus to an environmental
context has resulted in children with disabilitiesginning to be understood in relation to
their families and support systems, as well abénroader social, political and
economic contexts (Turnbull &Turnbull, 1986; 1990).

The transition from child-centred to family-centrgetvice delivery provides an
important alternative framework for working witimfidies caring for disabled children.
However, despite the transition to more family-cedtand family empowerment models
of practice, a closer examination of the theorétitzrature on family support reveals the
lack of any critical examination of the role of gen within these families (Turnbull &
Turnbull, 1990; Turnbull, Patterson, Behr, MurpMarquis and Blue-Banning, 1993;

Case, 2000; Lipsky, 1987; Seligman & Darling, 199arber, 1986; O’Connor, 1995;
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Sherman, 1988; Singer & Irvin, 1989). This resedrat informed policies and practices
directed towards families of children with disalids, yet it has been based on a view of
the “family” as a single unit, and often the smstilenit of analysis. The shift in focus
from the individual child to the broader environrhdnes not appear to incorporate
sufficient awareness of gender, thereby ignorimgdifference in activities and
experiences of individual family members.

Studies investigating the partnership relations@fween parents and
professionals report a focus in research and geaom cooperative approaches in which
parents are involved in their child’s education aack. But even recent studies still
report that parents experience dissatisfactioheg ¢éncounter professionals who
dominate through their various areas of experiiaenét et al., 1994; Gartner, Lipsky and
Turnbull, 1991; Nemzoff, 1992; Turnbull & Turnbull990; Turnbull et al., 1993;
Seligman & Darling, 1993; Case, 2000; Dale, 1988ynelson (1984; 1990) argues that
the relationship between parents and professior@ised in a power differential, is
imbalanced from the start and often results in p@réeeling insecure, overly dependent
on professionals and resentful at being expectedpt a teaching role with their
children. Stehlick’s (2000) study of parents cariagchildren with intellectual
disabilities in Western Australia over five decafesm 1945 to 1992) located “sites of
struggle” and tension between private knowledgemraic knowledge. She identifies
that from the moment of diagnosis, and throughid&itnhilestones, parents reported a
subordinate power relationship with the state &ngrivileged “expert” determination of

services. Case (2000) similarly identifies profesal control of the relationship based on
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knowledge, expertise, and power which thwartedrgarability to advocate. But none
of these studies take gender into account.

Traustadottir's work (1988) provided an early coesation of gender. She noted
that when researchers studied families they usuakyviewed mothers, but when they
came to write up their findings, they typicallyeated to parents’ views, thus rendering
mothers’ experiences invisible. She investigatedetkpectations of service providers
working with mothers of disabled children and diga@d a series of cultural stereotypes
based on the notion of the selfless giving motleoted to her child’s welfare, which
she concluded put tremendous pressure on motheontorm to professionals’ idea of
who they should be. She found that if a mothergf@mple, expressed resentment at
having to assume most of caring for the child @@&ng the work), professionals inferred
she did not “care about” the child. Mothers who dad live up to a service provider’s
expectations, risked being denied services or lgavar child taken away. Traustadottir
reported that service providers had different etqdems of fathers. Fathers were
expected to provide an adequate income and suttigoniother’s dedication. Those, who
in addition were involved with their child, wereateed “exceptionally wonderful”.
Fathers who were not involved were excused: “thathat the father is like; we cannot
force the fathers”.

McConachie (1994) suggests that in the early 198@%nts as partners” was the
popular slogan in child disability services but ws@ser realized, partly because
“parents” in fact, meant “mothers” who were theusdor service providers. She reports,
with Brynelson (1990), that the strategy to educat¢hers how to teach, feed or manage

child behaviour and to assume a multiplicity oleoln addition to parenting, made the
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home a site of intervention and placed family inédign at risk. Dale (1996), working
with families in London, England, likewise notessthailure, and suggests that an
assumption of partnership is more an illusion ttes not reflect real-life encounters.
Historically, the relationship was defined in teraigprofessionals as “experts”
who “transplanted” their skills to parents who wabtihen become co-educators. Both
approaches afforded professionals a range of pdvésesd on access to resources,
position and expertise, leaving parents with ohb/iinore informal personal power, or
physical power to level the playing field. Garte¢mal. (1991) suggest efforts to involve
parents failed because they were based on a dafoclel in which the disability becomes
the focus of attention to the exclusion of the emwmnental and social context, and where
professional blame parents, frequently motherstHeiills of the child. Bowman and
Virtue (1993) interviewed ten mothers and considéhe public policy implications.
They noted the extent to which women’s care-givegponsibility is disguised by
bureaucratic jargon and how homogenising terms“tkenmunity care” and “carers”
obfuscate the issue of gender in such relationshifliger (1993, p.87) also noted the
practice of rendering mothers invisible and suggg#tat although the situation seems

“ripe for feminist analysis” such has not yet be¢tempted.

Care-giving and the Gendered Nature of Caring

A significant body of research on care-giving isdéon the assumption that

mothers have the primary responsibility toward fgrand motherhood. Studies

reflecting the cultural stereotype of mothers &srtatural care-givers are numerous and
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do not treat this as a problematic issue. Sigmtigathis literature explicates the
invisibility of so much of the caring work done typmen and the mental, emotional and
physical costs they bear in looking after a disaliéanily member. This invisibility
relates to perceiving mothers’ efforts as an exgoasof “love”, not work, and the
expression of a womanly, feminine character thatlees the work itself, including the
planning, orchestrating, coordinating and managasditerally invisible. Ironically, the
more skilfully and successfully the work is dortee more invisible it is (Traustadottir,
2000; Wickham-Searl, 1992; 1994).

Even when research focuses specifically upon mstimeany studies continue to
perpetuate traditional beliefs by assuming thatépaing” is synonymous with the
“mother” and by subscribing to traditional valueslaultural stereotypes related to the
“gendered” nature of caring. Traustadottir (199)rfd that parents evaluated the impact
of disability on the family not in terms of the aat nature of the child’s impairment but
on the restrictions or limitations it imposed oe family in functioning as a family unit.
Significantly, the majority of parents did not seemdefine it as limiting to have a child
with a disability insofar as it only limited the mher’s life; those restrictions were taken
to be a “normal” part of a traditional motheringeroRuddick (1995) conceives of
mothering itself as a kind of caring labour, onattinvolves “work” and a set of
practices, challenging the myth that mothers aegurally” loving. By construing
mothering as work, and not identity, she suggdémssnaternal thinking that goes into
child rearing has the elements of a “distinct giboe”. However, her universalizing
tendency towards “ordinary” mothers and “normalildldevelopment ignores the

particular experience of mothering a child withfeliénces.
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Research on women’s informal caring tends to empéadke deleterious impact
of having a child with a disability on the parentigparent-child relationship. Even when
this research acknowledges how, for some mothassirtay be a source of deep
satisfaction and pride, it also emphasizes thengxtewhich such labours of love come
with the suppression of other capacities and desirewis et al. (1999) studied 40
families with at least one disabled child and fotimat mothers’ caring roles are still
largely constructed as excluding employment polisas.

More recent literature on care-giving embracestgresomplexity. It addresses
various dimensions of becoming a care-giver, indgavho the care-givers are, what
activities are involved in informal and formal aagj how care-giving influences the life
of the primary care-giver, the stresses and rewand#iple responsibilities, class
barriers faced by between care-givers as wellmgiet theorizations of caring (Baines,
Evans and Neysmith, 1993; Hicks, 1988; Ungersory,1&8ant, Rancharan, McGrath,
Nolan and Keady,1998; Traustadottir, 1991; Jon@891Hillyer, 1993; Finch & Groves,
1983; Lewis et al. 1999; Stehlik, 2000; Cranswit®97; Panitch, 1991; Roeher,
1993;2000; Fisher & Tronto, 1990).

A number of researchers recognize care-giving ampaortant site for further
feminist discussion of dependence and differenalyét, 1993; Kittay, 1999; Fisher and
Tronto, 1990; Keith 1992; Morris, 1991). FisheM&nto (1990) attempt to
reconceptualize a theory of caring, noting the @httions between the naturalistic
dimension of caring that flows from individual madtions and sense of duty and the

extent to which the practice of caring oppressekexploits women. Keith (1992)
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writing as a disabled woman, laments the missingegoof disabled people in those
debates.

A few important articles that attempt to reconcepae disability and
dependency, (Keith, 1992; Morris, 1991; Fisher &rto, 1990). Keith (1992), like
Fisher and Tronto (1990), are mindful of the patdribr changeable status between
care-givers and receivers and seek to theorizera moiprocal relationship. Kittay
(1999), who is herself a philosopher and theomstvomen’s equality as well as a mother
of a disabled daughter examined “dependency wank’a@ncludes that while the care of
dependents (children, people with disabilities alugrly people) is not exclusively the
province of women, to call this work of caring “pating” rather than “mothering”, is a
“gross distortion that serves women poorly” (p.)xin her own work she adopts the
feminist practice of calling the care of a chilhdthering”, and acknowledges that
fathers, too, can be excellent “mothers”.

Several authors attempt to explicate the telw&imothers’ activity in terms of
careers that started by trying to get their owihdecn’s needs met and then carried into
disability work more broadly (Traustadottir, 200Jjckham-Searl, 1992; 1994; Darling,
1988; Kittay, 1999). In their research, howeversathility work” does not extend to
mothers’ involvement in political or activist workraustadottir (2000) examines the
processes that recruit women for care work anchéteork of social and economic
relations through which caring is socially organizad constructed. While she accepts
that women'’s socialization for care work relateshi® formation of gender identity, she
de-emphasizes caring as part of woman’s naturéomates it in social interaction. She

categorizes the activities through which mothetsma their caring beyond their child to
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embrace advocacy and lobbying, and concludes tleemare like those of a professional
career than traditional mothering work. Wickham+$€&E992; 1994) studied mothers
who, diverted from their original careers becausi® demands of care-giving, sought
professional credentials to build upon the expettey acquired in the line of duty.
Disillusioned with the “experts” they confrontetlely came to believe that acquiring a
professional status themselves would strengthanriegotiating position on behalf of
their own and other disabled children. Darling @p@8lentified a series of stages or
career moves as situational “turning points” wharepts became engaged with
advocacy or activism. Kittay (1999) defines the tiple levels at which parents have to
work, including socializing the child for acceptamaf the world while socializing the
world so that it will accept the child. A self-ptaoned activist in many social justice
struggles, she reflects (albeit inconclusively)han reluctance to join in struggle with
other parents of disabled children.

A recent study (Read, 2000) of 12 mothers in Erdjmalyzes the “mediating”
role of mothers who act as buffers between varpyofessional gatekeepers and
institutions, and their children. Read suggeststti@children indisputably changed
mothers’ views of the world and of themselves, tedmediation role equipped mothers
to act in a more informed and skilful way. But @realysis did not report any recognition
of a need for collective action to challenge fowhexclusion that would continue to
obstruct their children’s lives. These forms oflestn take place in daily interactions
with community day care programs, schools and e¢ine centres - all supports that are
designed to augment a family’s care-giving capaeixglusion from which is absorbed

by mothers (Irwin, 1992; Roeher, 1993). There gap to be filled in the research that
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will enhance greater understanding about how atiahers with disabled children are
prompted to assume an activist role to challengestructures that exclude their children,

and how this develops their capacities and desires.

Feminist Analyses of Women’s Activism

Key themes in the existing literature related tonvea’s activism address
guestions of i) personal growth, ii) what promptsthers to become activists, iii) the
spaces women occupy and from which they organiz&etworking, v) leadership vi)
how women view their activist roles, vii) the retetship between women'’s activism and

gender expectations, and viii) how women’s actiwietk is supported by organizations.

Personal Growth

Social movement literature may be drawn on forasearch and narratives
detailing personal growth and change as a consegudrsocial movement experiences
and activism and the extent to which it frequetdyses an upheaval in how women
activists define themselves (Herda-Rapp, 2000; ireiry 1984; Kasnitz, 2001,
Abramovitz, 1999; Orleck, 1995). Several auth&mown & Ferguson, 1995;
Farenthold, 1988; Morris, 1984) suggest that woarerthe predominant actors across
social movements.

Herda-Rapp (2000) reviews the literature on wommativism in the toxic waste
movement and points to a number of important shsta result of women’s participation

including the formation of new relationships aneridships; enhanced political
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awareness, greater self-confidence and assertsemegher rates of separation and
divorce; empowerment leading to a critique of @atiy and gender roles. Her own
research extends this analysis and examines hoeffées of activism (the degree of
that change and whether it is subtle or dramate)@ediated by past experience, the
openness of opportunities within social movemeganizations, and gender identity.
Orleck’s (1995) collective biography of four Jewisimigrant women radicals identifies
how in choosing to devote themselves to activisray became “outcasts” from
conventional life, forcing them to create altermatiamilies and emotional support

networks.

What Prompts Mothers to Become Activists

A series of studies investigates why women whorafiseir identities as wives
and mothers according to their cultural traditibesome activists in social movement
struggles (Reinharz, 1984; Herda-Rapp, 2000; Kadlaa7; Abramovitz, 1999; Naples,
1998a; 1998b; Orleck, 1995).

Reinharz (1984) documented working class womertigiam and found the
reasons fairly traditional housewives became erdjagaeighbourhood activism related
to concrete problems that affected them and tlaemilfes, which she linked as “welfare-
of-the-family—in—the-home-in—the—neighbourhood”@-2Herda-Rapp (2000) found that
it was women who became the predominant actoiexic tvaste struggles because the
health of their children, families and neighbourti®@s threatened. Kaplan (1997)

studied women in grassroots movements (i.e. outheleontrol of the state, church,
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union or political party) to understand how leagdarsepting their roles as wives and
mothers in their culture and historical period,drae activists to ensure food, clothing,
housing and health care for their families. In song, they acted in accordance with
“female consciousness,” a term she locates astaraldrait, not a biological one (1997,
p.185). Kaplan uses “female consciousness” to desectivism targeted to family and
community needs by low-income women who acceptenl focially defined wife and
mother roles (as distinct from feminist consciossnand its focus on women'’s equality).

Relatedly, Abramovitz (1999), conceptualizes dowelfare activism as the
“interplay of consciousness, objective conditicasg the wider social context”, and
suggests such women are acting out of a sensesnfitged obligation” (p.223). Naples,
who describes this form of activism as “activistthering”, focuses on women’s work in
the community to chronicle how women “build polgidiouses” for the collectivity,
rather than for their individual benefit. Drawingan biographical narratives and
everyday practices of community workers in New YG@iky and Philadelphia, she
defines “activist mothering” in terms of “politicaktivism as a central component of
mothering and community care-taking of those wheorant part of one’s defined
household or family” (1998b, p.111).

Ruddick (1995, p. 222) considers how maternaltmaat times becomes a
women’s “politics of resistance” which share thobaracteristics: the participants are
women; they explicitly invoke their culture’s symbof femininity; and their purpose is
to protest certain practices or policies of tha@veynors. Invoking their maternal duty to
protect their child’s health and education, theypniar example, call on governments to

stop nuclear testing, produce sufficient and afibtd food, ban conscription, stop
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interfering with local schools. In her book, shawls on the example of the Madres of the
disappeared in Chile and Argentina who bring pitages, pictures and toys to public
plazas and “translate the symbols of mothering jpaidtical speech” (1995, p. 229).
Orleck (1995) found in her study of working clagsmen’s activism, that the
organizers did not believe “home” existed in isiolatfrom “the marketplace, the unions

and the government” (p.7).

The Spaces Women Occupy and from which they Ozgani

To theorize a framework for women’s activism Abramo (1999) focuses on the
history of black and white low-income women in theited States during the 20
century. To “bring women to view”, she illuminatibe “spaces” inhabited by women
and gendered modes of activism. These include dtiarg state (where they have acted
to secure housing, adequate incomes and afforéiadd; the workplace (where they
have challenged segregated occupations, inadegyoakeng conditions and wages); and
the community (where women have mobilized for ecoiccsecurity and racial justice).
The centrality of gendered spaces, women'’s kitclagasdomestic households, are noted
as key sites of women’s work. She argues that mvsstigation of women’s organizing,
leadership and activism must look at individuakaitresistance, including the “hidden
politics of life”; collective social protest withls common action and pooled energies; as
well as the more highly organized social movemantgational and local levels including

the bridging work of the “unheralded female fooldsers”(pp. 221-223).
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Naples (1998b) notes that in tracing their pathdtivism, some women
expressed an appreciation for their mothers whoested negative stereotypes of
marginalized groups in the media or social poliscdurse because they transmitted
important lessons on to their children or youngenrthers of the community. She
suggests, citing bell hooks, that handing downkh@swledge from generation to
generation, becomes a mothering practise thatdedhe home as “a site of resistance”.
Similarly, Powers (1996) points to an importanto@sstion in her research between
parent advocacy and the disability rights movem8he traces the skills, commitment
and perseverance acquired by many disability atsi\oack to their early experiences in
families who fought to create opportunities forittehildren to attend regular schools
and become active members in their communities.

Abramovitz (1999) examines the tensions that dres@ the impact of the social
isolation of women’s care-giving, the ghettoizatafrdisability policies and programs,
and the growing gap between the legislative andtttotional assurances of equality and
the harsh reality of people’s lives. These illuntdntne contradictory role of the state
which contributes to women'’s activism. Fisher amadrto (1990) suggest that feminists,
“committed to making justice, equality and trusé#rpof all life activities, might find
status in the household as a site for caring wddwever, they argue, individual
households are not well located to challenge tke&akgolitical and economic factors
that shape the way caring is conducted. Insteanth factors may prompt women to go
outside their own boundaries to improve structaes secure needed resources affecting
caring activities such as by mounting a welfar@tsgcampaign (pp.50-51). Blackwell-

Stratton, Breslin, Mayerson and Bailey (1988) @allfeminists to include mothers of
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disabled children in the women’s movement becausi lives radically extend
traditionally perceived boundaries of motherhood paint to a shared political agenda

for child care and education.

Networking

A number of studies report the importance of infariand relational groups for women’s
activism (Reinharz, 1984; Naples, 1998a; MaclvOQZ2 Orleck, 1995; Kaplan, 1997).
Reinharz (1984) found that women’s efforts to buddponsive community settings rely
heavily on networking for action and challenging #tatus quo. Naples (1998a) notes
that one of most consistent themes to emerge femninist analyses of political praxis is
the significance of constructions of community faymen’s politicization and social
action. Maclvor (2001) examined why women paragin unconventional rather than
conventional political activity and identifies thiaey are more comfortable in less formal
and hierarchical groups, that ad hoc activitiesnaoee easily combined with child care,
and that male dominance of political institutiors ted to an inhospitable environment
where women have been regarded with suspicioreyf tty to leave their gendered roles.
Orleck (1995) notes the importance of friendship&ey in framing activists’ vision of
social change, and suggests that the 1911 crybfeatl and roses”, in many ways
foreshadowed the 1960s slogan, “the personal isqadl’ The feminist literature notes
that the networks are built on the connections ntading daily activities and places that
women frequent as they carry out their genderadiges in parks, schools, child care
centres, and markets. These spaces women occupy theegender division of labour in

the home and community serve as “nodal points” (&&apl997), key places where
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political demands and social needs converge (Sh®87; Naples, 1998b; Abramovitz,
1999).

Krauss (1998) notes that as individuals move fsoimiective grievances to
challenge dominant ideologies they develop an apipoal or critical consciousness.
She attributes this to the everyday practice ofrabg, in which informal networks
emerge for comparing notes and experiences amefaioping a shared body of
personal empirical knowledge. Krauss interviewedn&n who at first claimed to be
uncomfortable in the public realm but who later eabmrecognize that their skills as
homemakers “translated well into this new thindezhbrganizing” (Gibb, cited in
Krauss, p. 141). Through informal support netwotke,women in her study participated
in a process of reflection and acquired a mordipaed ideology of motherhood,
reinterpreting it as a resource base from whidhit@te resistance.

The “sociability work” of grassroots activists¢oeate and shape social solidarity
is noted by Feldman, Stall and Wright (1998). Theaestigated the practice of
grassroots activists who built social cohesivemesiseir communities by providing
essential community services. These communal stegi{a convenience store, a
laundromat) offered “social spaces” outside offdrmaily where women could work for
others and for themselves, build relationshipsumedparticipatory competence” and
recruit new members. The authors claim the polisgnificance of human
connectedness in social networks lies in its medjable; falling between the public and
private sphere, it provides the base for a newtipsli

Kaplan (1997) reports that because of their layganizational forms and

informal leadership styles women'’s protest acegthave been overlooked. Loosely knit
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ties and networks are often seen as “tendencieffi@nway to becoming organizations
rather than “strong webs connecting politicallyavibcal groups”; but, Kaplan cautions,
hierarchical structures underestimate the streagth“continuities” in certain forms of

women'’s organizing (pp. 181-182).

Leadership

A number of authors open new spaces for explosiaghen’s activism by
applying a feminist analysis to women'’s leadershipocial movements (Astin &
Leland, 1991); women in workplace and community emoents (Bookman & Morgen,
1988); and women in grassroots movements (Saci8,; Bernal, 2002). Astin and
Leland (1991) move beyond traditional approachegdan leadership “traits” and
“positions” to investigate women'’s leadership styllbeir study explores the dimensions
of leadership, including style, strategy, influengewer and interpersonal relations,
which bring women into view and they conceptualizmodel of the leader as facilitator
who enables others to act collectively towardsramon goal. Bookman and Morgen
(1988) broaden the definition of political terraminclude working-class women. They
suggest that when women extend their familial camcéo collective political action they
do so not as generic mothers but as women frorarigatly constituted race and class
groups. Several case studies explore changes irewsroonsciousness as a result of
participating in political struggle. They show thatile working class women may reject

the label “feminist” they may still develop ideasdapolitical concerns that fall within the
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repertoire of feminism. These women can also camsterstand and reject patriarchal
domination as they organize around issues that@rsolely “women’s issues.”

Sacks (1988) studied gender and grassroots |ldagensa hospital union
organizing drive, viewing “leaders” and “organiZeas two separate tasks. But she found
that when “leaders” are defined as those who dmartal power and serve as
“spokespersons” it obscures the key role women jplaygtwork formation. She calls the
women leaders who exert their power more informétgnter” people and she explores
the notion of “network centers” to bring into vigte “centerwomen” who play a vital,
though often hidden role, in network formation aatsciousness-shaping. She
concludes that looking at grassroots leadershgutjit women’s eyes means redefining
the categories so that centers and speakers bé&tamsgons or dimensions of
leadership, and hence separate issues from whes#rem out’{p. 93).

Bernal (2002) recognizes five dimensions of giasisrleadership: networking,
organizing, developing consciousness, holding eatetl or appointed office and acting
as an official or unofficial spokesperson. Basedhenstudy of working class women in
the Chicana movement, she argues that a traditieadérship paradigm does not
acknowledge those who work behind-the-scenes tanteg, develop consciousness, and
network; as a result, their leadership remainssible to historians. She offers a
cooperative leadership paradigm to address thenabsd# Chicanas as participants in
history and contemporary life and to demonstraé wWhen women provide leadership,
their leadership may be different from more conia@ral forms but it is “meaningful and

essential” (p.228).
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How Women View their Activist Role

How women view their activist roles is a key quastaddressed in this literature.
Women'’s narratives in Kaplan’s study (1997) illueti@ a reciprocal relationship
between how their knowledge and abilities as msthed homemakers informed their
activist work, and how their politicization led theo adjust their claims as mothers to a
broader form of justice related to social need.|Kag1997) found some leaders who did
not begin by seeing the issues as being “politiaakll, but rather as being about
people’s lives; they start by simply having conagiens and in so doing foster “social
citizenship” as women come together to comparesnpatnfront authorities, and to stand
up for what they believe — all touchstones for deraoy.

Naples (1998b), building on previous work, expldies extent to which activist
women are driven by a commitment to “practical $fanmations in everyday life
through collective action” and “commonsense notiohlsuman need rather than codified
laws” (1998b, Chapter 1). She uses “activist motiggrbroadly and defines “good
mothering” as that which encompasses all actiortdiding social activism, that
addresses the needs of their children and commandythat relates to self conscious
struggles against racism, sexism, and poverty. Mdimer interviewees reported
(pp-124-125) a firm distinction between their ati@s (“just doing what needs to be
done”) and actual “politics” (which they took to bkectoral). Yet, Naples argues, in
learning to mother as activists against injusticeé appression they “challenged the false
separation of productive work in the labour foregroductive work in the family and

politics”, a distinction Abramovitz (1999; 2000)kalrecognizes in her analysis of
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gendered participation at points of production,stomption and social reproduction. In
the case studies, Naples (1998b) explores how cantynuork shaped women'’s
approach to mothering and, in turn, how their apphes to mothering influenced their
political strategies. Many were initially motivateg their identity as mothers, but once
active, they defied the narrower notion of workfpaned in the private sphere of the

family thereby challenging the dominant definitisihmotherhood itself.

Women's Activism and Gendered Roles

Abramovitz (1999) and Orleck (1995) argue that wordefy gender expectations
of passivity and dependence when they become gubiNtécally because their activism
does not fit comfortably with traditional roleswife and mother. By violating cultural
norms, they often sacrifice respect, risk livingrotected lives, and expose themselves
to charges that they are failures as women. Ondaistory of the housewives’
movement of the 1930s illuminates how working-ckassnen, focused on consumer and
tenant concerns, refused to choose between pohitti@ism and family. She notes
(1995, p.10) that many of the issues that movedrtbihers to action - rising food
prices, poor housing, inadequate child care arttl bontrol — were considered “private
sphere” matters. Refusing to leave their polititghe front door, they organized on their
street corners, kitchens, and local food markediscivallenged fundamental notions of

what it is to behave as a “good” wife and mothemter, 2001).

Reinharz (1984) investigated women’s competena®asnunity builders and
found that many women acquired the skills to adslnesreasingly complex issues

especially when further supported by national oizgtions that were attuned to
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reinforcing women'’s image of themselves as actinet @mpetent. However, even as
some women readily proclaimed a challenge to callgtereotypes of women as passive
and dependent, others resisted the attention,dieggtheir own achievements as nothing
extraordinary, “just natural”. One political leadeofiled in Orleck’s study (1995, p.10)
was reportedly irritated by accolades at the engeofife, insisting “I did my share,

that's all.” Herda-Rapp (2000) also notes thatams instances women did not want to
deliver the speeches and fell into behind-the-ss@adterns. As a result gender went
unproblematized, and despite their participatioacswists, few gender-equity demands

were placed on spouses, activist organizationsoaial institutions.

How Women’s Activist Work is Supported by Organiaat

There are four studies that are particularly raiwa addressing how women'’s
activist work may be supported by organizationsa brase study of advocacy in two
women'’s organizations, Bond and Kelly (1984) reskead how organizational variables
affect the efficacy of women in roles of influertceclarify how personal styles and
organizational characteristics interact. The aghocated themselves in the women’s
movement and its commitment to women'’s support gsolihey identified three relevant
functions of social support and used these asdhis o assess the extent to which the
respective organizational structure played a mll) enhancing women'’s persistence in
advocacy work; (2) yielding access to multiple tgses needed for advocacy; and (3)
reinforcing commitment to advocacy within the ongation. Their findings reveal that,
in one case, ideological support (i.e. supporbfgrefs about the goals of the

organization and a shared world view) stood ouhagritical type of support associated
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with effective advocacy. In the second case, thergxo which the organization afforded
women opportunities for personal social integratod access to resources were
identified as the most critical types of suppogasated with effective advocacy. These
findings suggest how organizational advocacy wenkaurished, supported, and
replenished.

Also relevant is Kasnitz’'s (2001) research on &atronship between peer
support and leadership development in a nationafidey of the independent living
movement in the United States. She identified thypes of leadership styles and skills:
the “motivator”, the “spokesperson” and the “orgami, and developed an analytic
framework based on a life course event history rhddaving upon personal and
contextual factors. The essential domains includgaredisposition to leadership;
significant life events resulting in exposure tpsgtice; the onset of disability; disability
stigma and discrimination; an “AHA!” experiencepairing a disability identity; peer
contact and opportunity for further peer contaatliag to ‘roles’ in the formal or
informal disability network. Although her focus was disabled people themselves, and
not parents, her inquiry is significant becaugedbgnizes important processes that
create leadership in disability organizations.

The various insights that may be gleaned from thiwiat mothering literature
sources that theorize and document democraticglgsidpy other mothers in other
movements help to provide a framework for invesingathe activities of activist
mothers of disabled children. Unfortunately, theneacannot be said for most of the

literature in organizational sociology as opposethe literature on social movements.
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Gender as a Feature of Organizational Life

A small but important body of literature focusestbe significance of gender as a
feature of organizational life. The extent to wharlganizations permeate people’s lives
compels a close examination of them for the way tluntribute to understandings of
gender and how they produce and reproduce sotaiores. This literature is relevant for
identifying the cultural and structural dynamicgioé organization in which mothers of
disabled children became active.

Mills and Tancred (1992) report that until the mi@70s, organizational theory
was dominated by a “male-stream” paradigm, andthbid even when radical approaches
appeared to challenge the oppressive nature ohia@#ons under capitalism. Little is
written on organizational analysis from a femimetspective (Billing & Alvesson,

1994). The result has been to normalize the idatawbmen are peripheral to the public
sphere.

Over the last two decades there have been a nuwhbBaminist challenges to
organizational theory (Ferguson, 1984; Hearn, Saeh@ ancred-Shariff & Burrell,

1992; Hearn & Parkin, 1992; Mills & Tancred, 19%herardi, 1995). A developing
feminist organizational analysis, which takes agatus the impact of organizational
arrangements upon women, has provided a compegmgte the notion of universal
truth. Its quest is to discover how gendered perswa constructed and maintained in
organizational settings, and to reveal the suppregender subtext and meanings
concealed in the processes in which organizatiotigedy participate (Gherardi,1995).

Fundamentally, this analysis has challenged thiemaif “gender neutrality” as a
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“falsehood”; providing research to prove that tleenghant theories are indeed gendered
and serve to perpetuate male domination and gdyasded social inequality (Ferguson,
1984; Hearn et al., 1989; Mills & Tancred, 1992 ake& Parkin, 1992).

One of the major contributions of feminist schatgpshas been to take gender
seriously and recover it from its invisible statughin the presumed neutrality of science.
Sheppard (1992) observes that revealing the gedess of the taken-for-granted world
exposes organizations to be far from “genderless'téther, reflective of, and
contributing to, the prevailing societal gendeusture. The question of gender in
relation to organization structure and power haglly been considered in terms of
employment and the barriers to women'’s participasiba range of levels, and with
regards to sexual harassment (Sheppard, 1992% afiti Simmons (1995) locate
discriminatory organizational practices in thededl to promote women to top positions
which insinuates that leadership qualities are acml@ne trait; pay inequities which
contribute to the notion that womanhood is less thanhood; and organizational
arrangements which create numerous contexts innwh&n occupy the only positions of
power and authority.

Mills and Simmons (1995) trace the developmenteaiihist organizational
analysis starting from those studies which acceptagerial assumptions and seek to
include more women in management (Mikalachki, Malchii and Burke,1992; Davidson
& Burke, 1994; Billing & Alvesson, 1994; Tanton,94); to more interpretive
perspectives which concentrate on women’s undetstgs of reality (Gherardi, 1995;

Hearn et al.,1989; Mills & Tancred, 1992 ), to maadical perspectives which seek to
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transform the character of organizational arrangegs® end the domination of women
by men (Ferguson, 1984; Kanter, 1977; 1980).

Importantly, the departure was led by Rosabeth NMk@sger’s studyMen and
Women of the Corporatiofi977), in which she investigated the structuaaises of
inequality within organizations, and described ragparities of power and numbers,
along with other factors, contribute to an oppoitjustructure that communicates to
women and men their relative worth in the orgamratHer research enriched the field
of organizational sociology with important new cepts: the “masculine ethic” of
rationality and reason associated with managees,elegation of women to “office
housework” and the “skewed” representation of nrehvaomen at higher levels.
(Kanter, 1977,1980; Tancred-Sheriff & Campbell, 209

Burrell and Morgan’s (1979) survey of organizatioteory and preliminary
analysis of gender and organizations is well refeed (Hearn & Parkin, 1992, p. 49;
Billing & Alvesson, 1994; Gherardi, 1995). Analydity, Burrell and Morgan (1979)
identified four theoretical approaches to studiegender as a feature of organizational
life: those which neglected gender entirely orgated it to no more than a variable;
those which investigated organizational situatibmeugh men'’s rather than women'’s
accounts; those which accepted class divisiongaady greater significant than sexual
divisions, and those which explored alternativerfeiof organizing but not the sexual
division of labour.

Acker (1990) argues that as gender division andalgly exist as a subtext in the
structure of all organizations, what is necessamyrtderstand inequality is a systematic

theory of gender and organization. She theorizedgeas occurring in five interlocking
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organizational processes: (1) the constructionws$ion along gender lines (men’s
work/women’s work; paid/volunteer; status and hiehng); (2) the use of symbols and
images that explain, express, reinforce or sometioppose those divisions
(masculine/feminine forms of fundraising); (3) aitts of interaction (dominance/
submission; interruptions, emotion); (4) genderaahgonents of individual identity
(work, language clothing); and (5) the symbolicigadors of structures (job ranking and
evaluation). Taylor (1999) draws on sociologicadhes of gender and social movement
approaches to theorize gender and social movemémntsdual analysis, she claims,
provides a more intricate reading of the “contramtig impulses” in order to make
explicit the role of social movements in affirmiflyy inscribe gender differences and
maintaining gender stratification) and in challeng(by exposing contradictory cultural
codes pertaining to gender) the social order.

Over the last decade a number of researchersutidizved a cultural framework
to study gender and organization (Morgan, 1997igjl& Ivesson; 1994; Maddock &
Parkin, 1994; Gherardi, 1995; Sheppard, 1992). gdor(1997) shows how prevailing
social and political attitudes, far from being aliws and overt, combine with
organizational arrangements to create organizdtmnires and practices of
discrimination. He uses language to illustrate lg@nder bias favours one sex over
another and draws upon terms which convey charsiitsrassociated with
organizations, and with men: terms like “beingamdl”, “analytic”, “strategic”,
“decision-oriented”, “tough” and “aggressive”. Larage, political symbols, military and
sports are singled out for their strong macho etemaich reinforces masculine identity.

Relatedly, Billing and Alvesson (1994) identify hdgender symbolism” affects the
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work climate in personnel policies, formal commuation patterns and styles of
decision-making.

Gherardi (1995) prefers an interpretive definitafrorganizational culture for the
meaning imbedded in such non-material things as pd@ple think and what people say
when they meet. She insists that organizationstanegly gendered and that
organizational processes are ways of organizingpanducing gender relations. These
processes include: the gender patterning of jobgew, hierarchies, power and
subordination; the creation of symbols, imagesfantis of consciousness which
explicate, justify or oppose gender divisions;ititeractions among individuals in the
multiplicity of forms that enact dominance and suldwation, create alliances and
exclusions; and the interior mental work of indivadis as they consciously construct their
understandings of the organizations structure akvaad opportunity.

Maddock and Parkin (1994) acknowledge that whiledge cultures may be
difficult to quantify they are far from vague amdprecise; every woman they
interviewed recognized and understood gender @iliarrestrictions on their behaviour
and expression and the extent to which they haweatoage gender as well as do their
jobs. They argue the dynamic of gender relatiomsigis even when equality is espoused
and in the case of “gender blindness” where diffeeais ignored, prove with Mills and
Tancred (1992), it creates psychological wallsiomen and wastes potential for
organizations.

The implications for women'’s lives when they erttex male culture of the
organization were explored by some authors (Shepa802; Kanter, 1977; Morgan,

1997). For women on the move (up) or “immigran{Sheppard, 1992, p.144),
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organizational learning means “male” learning. §ives an account of the various ways
women manage their status in relation to the plieggpower structure. They “blend in”
by conforming to the expectations and comfort Is\aflcolleagues; they take their
“rightful place” but remain on guard; they takeear presenting themselves to be seen
as “credible”; they adopt uniformity in dress arehbviour to appear more powerful and
enhance organizational mobility; and they adop¢sesualized office norm in exchange
for “sexiness” of success. Kanter (1977) exposepthlcariousness of managing
boundaries in light of the visibility that resuftem women’s under-representation.
Similarly, Morgan (1997) notes the implications f@@men who wish to negotiate the
corporate world and the risk they take by being@ds® and playing a “male” role,
opening themselves to criticism for breaking thedée stereotype.

An inhospitable environment, Ferguson (1984) arghas political
consequences. Male dominance in organizational poargributes to women learning to
be subordinate which seeds a climate for sexualskarent. Sheppard (1992) notes that
in such a climate, women may be judged incapabtakifig on positions of leadership,
responsibility, and authority.

Some researchers highlight the continuing widespnemlect of research on the
intersections of class, gender, and race/ethrnigspite these elements being “essential
features” of organizational analysis. Billing afldesson (1994) note gender is
significant as a discriminatory factor to differel@grees in different organizations. Mills
and Simmons (1995) consider how disparities of pawmel opportunity affect women,
persons of colour, aboriginal people and the waykilass. Cox and Nkomo (1990)

review research that addressed issues of racgamizations since the passage of the
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Civil Rights Act of 1964. They found the total te ery small and that researchers
tended to focus on evidence of overt discriminatioarganizations rather than viewing
race as a complex variable which is deeply ingihinghe social fabric of our society.
Bell (1990) investigated how race and gender atfeetcareers of black women
managers in organizations. She reported inflexdbd@nizational structures, lack of
accommodation for people of colour or women, togerus as described by Kanter
(1977; 1980), in addition to personal stress assediwith compartmentalizing the
dimensions of living a bicultural life.

There are only a few studies in organizationaldogy that make
recommendations for social change. Ferguson (1884jly states her writing is in
opposition to bureaucratic discourse and structi8be draws on the voices and
experiences of women to illuminate patterns of d@nce and subordinance in
bureaucracy. She sets her hopes with anti-hier@kcfeminists to heal the breach
between private and public life. With Smith (1988 envisions a non-bureaucratic
collective life that takes account of the carettgkand nurturing experience embedded in
women'’s role so women do not have to put to one gid “other realm” in which they
live in order to succeed (1984, p. 29).

Morgan (1995) identifies new female corporate leadého cultivate matriarchal
(over patriarchal) values to reverse the traditiam®alance, and who create flat,
networked "webs of inclusion” to replace hierar@histructures; in this design the
process of doing things as well as achieving ouamatters, as does an openness to
creativity and diversity. Maddock and Parkin (1964) for men and women to

challenge gender cultures to create more demoaeganizations. Mills and Tancred
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(1992) acknowledge that the domination of peoplgraginded as much in the materialist
basis of life as in control over ideas thoughts faatings. Raising people’s
consciousness about the discriminatory reality #ireyinvolved in is important but it
must go along with recognizing the overall needsfarial change.

An interesting finding for this study in particuligrthat reported by Tancred-
Sheriff and Campbell (1992) who suggest that tleel@minant setting for women who
study organizations consists of service organinati®uch settings, they suggest,
reinforce the accepted image and the proper coeaadnwomen as nurturers and servers,
an extension of the “mothering role”, and fittinglmthe ideological and structural
position of women in general. The conflict betwdas “mothering role” and the
“activist mothering” concept identified in the sacmovement literature lies at the front
line of the terrain of struggle in organizatioriglithe Canadian Association for

Community Living.

Summary

The literature identifies several themes that lwslpinderstand mother’s activism.
One theme explores how activist mothers negotredbundary between their active
public life and their personal private life (Mill$959; Orleck, 1995; Naples, 2998b;
Kaplan, 1997; Stehlick, 2000). A second theme pdiothe significance of informal
networks to women’s grassroots organization (Retzh&a984; Astin & Leland, 1991;
Sacks, 1988; Bernal, 2002; Bookman & Morgen, 1988hird looks at how “accidental

activists” came to their activism through a serisgendered obligation,” fulfilling what
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they believed society expected of them as mothdrsagmovitz, 1999). A fourth theme
deals with the traditional notions of “good motingfi (Ladd-Taylor & Umansky, 1998;
Sangster, 2001) and how this applies to activighers who resisted conventional
thinking by promoting a more inclusive view of methood, one not narrowly based on
the ideal of the “normal” child. Finally, to bringomen into view, gender is used as a
category of analysis to investigate how mothersivasmn violated the cultural norms for
women of their generation and exposed the sexigidns in the organization they
founded (Abramovitz, 1999; 2000; Naples, 1998a;80Drleck, 1995; Kaplan, 1997,
Herda-Rapp, 2000; Taylor, 1999; Acker, 1990; Shethge092; Ferguson, 1984). These
themes in the literature will inform this study.

There is much evidence in the literature to suggegnre of work written by
mothers of children with disabilities themselveginy personal accounts of their own
experience parenting a child with a disability. fiehiss also evidence that they have been
have been widely studied by researchers in theezbof therapeutic interventions and
gendered care-giving roles. The literature alsavshihat mothers have found new
careers that started by trying to get their owrdseaet and then carried into disability
work more broadly. There is however, no researahdakamines what it means to women
who proclaim a gendered role as wife and moth&ntbfulfillment of that role by taking
disability to a larger community and political fonu This study extends Nancy Naples’
concept of “activist mothering” to mothers of ditabchildren to explore the role they
have played in making their claim for social justand equality. In so doing, this study

locates itself by beginning to fill that gap in durowledge
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Chapter Two

Research Design and Methodology

An Overview of the Chapter

This chapter examines the methodology used to airdis inquiry into
“activist mothering” (Naples, 1998b). The studydtes the unit of analysis in activist
mothers, and investigates how and why women wihlded children came to
recognize the importance of becoming advocatestfange beyond their own
families. Mothers, primarily, founded the Canadfessociation for Community
Living to place their issues on a broader platféaumhuntil now, that organization has
not recognized and profiled women’s contributiowl @or has it been thought of in
gendered terms.

In this study | draw on Nancy Naple’s definition“attivist mothering” as
“political activism as a central component of maothg and community caretaking of
those who are not part of one’s household or fan@i998b, p.11). The everyday
world of activist mothers and their experience gubthe work (Smith, 1987). This
approach is informed by feminist scholarship asdatognition of gender as a
category of social experience. It is a significandtter that mothers named and related
the experience themselves. The Association’s strectulture and practices provide
a framework upon which to analyze the genderedreatiithe organizational

environment in which activist mothers carried dit work. Three “expert
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witnesses” provide the site of inquiry for investiigpg the relationship between the
experience and knowledge of activist mothers ardtbader practices of
administration, institutional and gender relatianth the organizations they founded.
They instigated two major campaigns in the 197@51880s. These were the
campaign to close institutions and the campaigetmre human rights. These
campaigns inform two key chapters which explore maywnen who proclaimed their
roles as wives and mothers took their caretakisgamesibility to the broader
community through these campaigns, and how thenargton contoured their lives
in response to their activism.

The research design | have selected to study sicthothering in the
Canadian Association for Community Living is baseda qualitative process of
inquiry and an historical approach. This chapteimewith a rationale for my
decision to use a qualitative research method.,Nexitline reasons for my use of an
historical approach. | describe the data sourcs, cbllection, and method of
analysis. | examine some of the limitations ofshedy including the challenges of
gathering oral history, what is sacrificed in brigsably the depth of detail about a

single organizational site, and the need for furthere extensive research.

Rationale for a Qualitative Process of Inquiry ancHistorical Approach

| selected a qualitative process of inquiry andhistorical approach to study

activist mothering in the Canadian Association@G@mmunity Living. The study

shares with other qualitative inquiries the goalioflerstanding the participants (the
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activist mothers) from their own point of viewhéve chosen a qualitative process of
inquiry because ontologically, it recognizes muétipuths over a single truth and
allows for a multiplicity of views emanating frorhe participants’ own reference
point in framing the problem (Lincoln & Guba, 200®ignificantly, it enabled me as
a researcher to relate to these mothers persofahsto-face in a natural setting,
amidst their family photos, files, documents, arehmrabilia.

| made an assumption in pursuing this approach wiate there is growing
body of work on women'’s activism, not enough is k@wn about the particular
relationship between the experience of disabilityg &vomen’s activism. The topic did
not lend itself to objective knowing, a single rgabr operationalization of variables
as a positivist approach might recommend. Ratheat seemed critical for building
knowledge in this new area was a discovery-driyggr@ach that promised
description and explanation. Phenomenology ishkeretical tradition that helped
frame this research question because it attempisderstand the meaning of events
and interactions of ordinary people in particuituaions (Bogdan & Biklen, 1983),
and because its guiding question allowed me tod@cuthe structure and essence of
experience of this phenomenon for these peoplégqi,&2000). A qualitative
approach A gqualitative approach offered the bepbdpnity to explore the
complexity embedded in questions of meaning arefpnétation (Reissman, 1993).

There were three primary reasons for choosing é&tgtinae approach. | was
interested in its discovery driven method and agacity to elicit a depth of response
through stories, narratives and anecdotes. Quaétatsearch can accommodate the

experience of more than one woman’s experiencetaifiéxibility allows for
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research questions to be generated even as theataés in and the process evolves.
In contrast, a research approach rooted in a pssitradition with a predetermined,
researcher-selected set of measurable variablek\ywoesume more knowledge than
currently exists about this subject (Denzin & Lied000). Qualitative inquiry was
selected because it permits an investigative irgynvath research informants. It also
recognizes the significance of context and itagfice on human behaviour; and has
the capacity to look at relationships activist nesthhave with each other within a
system or a culture over time (Janesick, 2000).

Second, in qualitative inquiry values are not dnbfuded but provide a
“major point of departure” (Lincoln & Guba, 200&ccordingly, my subjective
relationship, prior knowledge, and experience ezdhbie to perceive reality as a
social construction and to actively participateamstructing data (Glesnie &
Peshkin, 1992). This contrasts with positivist agstions that an objective reality
exists and can be known by a detached and impesahrcher (Glesne & Peshkin,
1992).

Finally, |1 chose to do a qualitative study becatséorded me the
opportunity to pursue a compelling life long intgréhat has social significance.
There are important aspects of social activismc¢hanot be measured but they can
be explored using a qualitative design.

My personal interest in history influenced my cleoio take an historical
approach to this study, but it is also methodolaldygustified. Selznick (1957) notes
the importance of understanding organizationabhystBecause organizations tend to

evolve over time, making fundamental decisions glihre way, an examination of
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these commitments sheds light on whether the wayhicoh it has operated has been
effective in achieving its goals. Mintzberg and Wek (1982) study of organizations
over time shows differences in strategies and @slianging from those that were
intended, those that emerge without planning, thloatare realized and those that
are not. The changing role of women was exploreabltyh an inquiry into the
Canadian Association for Community Living’s origimvolution and development. A
number of investigative questions guided the reseadtas the organization changed
over time? Who were the founders? The leaders?dldtesoldiers? Who influences
the organizational agenda? When women were invohlieldt make a difference?
What impact, if any, did women have on the femadsrad the organization? To what
extent were they able to influence and shape esda historically? And, what was
the relationship between the women'’s experiencetlamdistorical record of their
achievement? Patton (1990) notes the importanbestdfry as a source of data, and
suggests that historical research, including tetohy of an organization, can be a
critical part of learning from the field. Past red® of events provides a solid basis on
which to conduct an analysis of activist motheramgl the role of gender in the

evolution of a parent-led disability organization.

Data Sources

The study drew on two main sources of data: 1) lusdbry interviews with

three activist mothers as key informants, and gaoizational records and archival

documents of the Canadian Association for Commuriiting.
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In August, 2004, | enrolled at the University ddli@rnia, Berkeley, for an
Advanced Oral History Summer Institute offered g Regional Oral History office.
Readings, lectures and small group discussionseprbighly relevant to this study of
activist mothers, in particular the nature of driakory itself (Portelli, 2004), research
methodology for conducting and analyzing oral miwns (Sangster, 2004; Anderson
& Jack, 2004), and the role of oral history in audt and disability (Hirsch, 2004).

| was given generous access to the organizatieesalds and sources |
needed to conduct my study by the Executive Direztthe Canadian Association.

In addition he provided me with an office and pluofoier to support my research. |
was known in both a voluntary and professional capavhich aided me in entering
the site. Being known, also assisted me with tkervirews. The three activist mothers

| invited to be the key informants in the studydidaagreed to participate.

Data Collection: Key Informants

Interviews

| interviewed three key informants, now approacherghty years of age, who
became active as young mothers when their childdisagmosed as having mental
retardation. These children are now adults in thég although one mother’s son died
in 2004. This small number of purposefully chosetivest mothers was identified
based on the expectation that they could provittenmation rich interviews from

which key themes would emerge.
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Selecting the Participants

The women included in the inquiry met three créeseniority, reputation and
geographic diversity. In the first place, eachh&fh had became involved in local
Associations for the Mentally Retarded in the 196@gn their children were young
and had over time amassed years of experienceeanatisy. Second, they were
known as leaders who were strongly affiliated vatie of the Association’s major
social change campaigns: closing large institutitanlities for the mentally retarded
and defining disability as a human rights issuesylwere highly visible and had
national reputations based on their accomplishm@ihmis third criterion related to
geographic locations. The three women come froferdift provinces in Canada.
One participant lives in Vancouver, British Columloin the west coast, the second
informant lives in rural Ontario and the third iQaebecois woman who lives in a
suburb of Montreal. They brought different locatlgrovincial struggles,
perspectives and issues to strengthen the rese@hgse three activists served as
“expert witnesses” in this study, representingghdicipation of other mothers in the
organization. In telling their stories, they borgn&ss to, provided commentary on,
and illuminated the role played by women in the &han Association for

Community Living.
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Structuring the Interviews

| used a semi-structured, open-ended interviewdidbedo carry out a “guided
conversation” (Lofland & Lofland, 1984, p.84) inder to generate an oral history of
key events in each woman'’s life (see Appendix Ee @im of this study was to
capture the subjective experience of a group abhcal actors. Like all forms of
evidence, oral history has its limitations. Buhéstorian Paul Longmore has noted,
oral history enables researchers to “cross-questi@in sources, probing memories
and ‘unpacking’ their deeper layer of meaning” (gorore, 2003, p.88). In this study
organizational documents and records of meetinge w&ed to corroborate and
investigate the oral accounts of the activist mth@/hile their recollections of
specific details of particular events were oftempiietise, their descriptions of
activities, mood, and meaning were richly inforneati

Three areas of investigation guided the intervigivs:development of a
biography of the activist woman'’s personal hist@my;exploration of her
organizational participation and analysis, andgegception of organizational
challenges and vision for the future. The in-deptarviews generated a focused life-
history of key events in each woman's life relatedher experience as a mother of a
disabled child. The oral historical approach offeagframework to explore their
development of their political consciousness artvisa. Drawing on Dorothy
Smith’s (1987) classic feminist texthe Everyday World as Problematidoegan
from women’s experience as a point of entry toaaber investigation, with a view

to analyse how local concerns generate ideas &boatler issues.
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Each interview began with a “moment”, the firsbmment each mother learned
about her child’s disability and then moved outvgarchsting a very wide net to
facilitate more expansive thinking. To uncover wiieg activist work looked like and
how it happened, questions moved through a reamigin of early experiences
related to family response, other significant ielahips, external influences,
discriminatory experiences, encounters with healblsial service and education
professionals, useful or obstructive policies aratpices, their sense of success and
disappointment, and personal and political visimmnghe future. These basic topics
ensured a consistent approach and a vehicle tdeetinar stories to speak to each

other, across narratives.

Conducting the Interviews

During my initial telephone contact with the pants | explained the
nature of my research, the interview process aa@pproximate time commitments
that this entailed (see Appendix A). Before comnmamthe interviews, the research
participants were given a Letter summarizing thielgtand briefly describing the
expectations of the participants during the redeprocess (see Appendix B). They
were asked to sign a Consent Agreement to parteipahe interview. The letter of
consent outlined the rights and responsibilitiethefresearch participants. The
research participants were informed they wouldiveceopies of all transcripts and

that they were free to withdraw from the studyrat ame (see Appendix C). They
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were also asked to sign a Letter of Consent to Havénterview audiotaped (see
Appendix D).

Research participants took part in two interviewd ane focus group, each
lasting approximately one and one-half hours. Twerviews were conducted with
participants individually at a time and place agtde to them. The third interview
was a focus group held in Toronto in conjunctiothvé Distinguished Public Lecture
they were invited to give to students in the DigbStudies Program at Ryerson
University in July, 2005.

In the first interview with each research participd tried to strengthen
rapport and communicate how important it was ta kteam talk about their life. In
that initial interview the research participantgevasked to share autobiographical
accounts of their early experiences related to ingag a mother of a child with a
disability. They viewed this as “telling their sgor| listened, probed and offered my
understanding to them for confirmation or correctiMykhalovskiy, quoted in
DeVault (2002, p.10), trying to generate insight ot force findings, as | sought to
understand the meaning they made of their livggorldistening to the first tape |
realized there were times | may have missed ripecs of the participant’s
perspective and mood by participating too activelthe conversation, mostly when |
interrupted and tried to pin down actual detaikstéd, events, names).

During the second interview, participants weretedito share information
about their understanding, memory, and insightsrédated to promoting social
justice/ inclusion/ disability equality. This inteew placed the research participants’

thoughts, feelings, and actions into an historecaitext. They usually provided a
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chronology of life events that included family, sdcand cultural influences. The
direction of the conversation emerged accordingp¢omemories of events that had
been formative for them. The continuous unfolding developmental nature of their
narrative in the second interview, emerged mordilgand richly. They had had
time to think about the questions | was askingthed past and had clearly pried
some thoughts and memories loose in the interirairMoices captured concrete
experiences, memories and reflections on the ssigaificance of their social
activism. By this interview the three participantsre able to begin to speculate on
possible connections between their earlier expeegand later experiences.

During the final session, when all three particiiganet as a group they
shared ideas, beliefs, and memories about theiraswlrone another’s activist work,
and considered factors that enabled and constréesa. They challenged one
another, spoke of their differences, and sharedthey viewed one another’s
contributions. They reflected on their legacies andisioned a future role for the
organization.

The set of audio-taped interviews for each pardictpvas transcribed
verbatim® This was done in order to return to the data featjy, attend to details
which did not at first appear relevant but mighétgrovide clues to deeper
understanding (Bogdan & Biklen, 1983), and crossekhagainst historical records.
To immerse myself in the data, | listened to théietape (to hear their voices) and
read the transcript (to see their words) simultasgo Based on the interview

transcripts and additional material they provideghthered all the comments

% n 2004, | was awarded a $2,200 research gramt fn@ Faculty of Community
Services at Ryerson University to support the coktsanscribing the interviews.
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participants made about central topics of convensat reviewed and summarized
transcripts and through reading, thinking, disaussvith colleagues, moving back
and forth between collected speech and the orgammzsarchival and institutional
records, | conducted the analysis. In additioramlitating analysis, direct quotes
from the transcripts provided a way for the resegarticipants to “speak” in the
final account of the research.

The women | interviewed are highly visible publigures and they had no
interest in being anonymous. They are identifiethearesearch by their first and last
names. They offered me resources from their peldibemwhich included
correspondence, newsletters, and photographs amwrabilia that enabled me to
draw upon their experiences, stories, and persmtaunts of particular moments of
struggle. They gave their time generously and mglly shared their experiences.
While they were not reluctant to be interviewee)thklid seem to need reassurance
about why | felt their life and experiences werg@artant and a worthy focus of

research.

Data Collection: Historical Documents

To illuminate the changing role of women in the édation, | conducted an
historical analysis of the Canadian AssociationGommunity Living. | examined 40
chronologically arranged, large binders that cor@diminutes of executive meetings,
minutes of board meetings, and minutes of Annuale&ad Meetings between 1958

and 1998. In this study, historical and organaal records were the primary
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sources used to investigate: 1) the institutionat@sses (documents, activities,
goals); 2) the social environment (where and homdgefits); 3) how administrative
and professional practices are carried out; aritb) they shape the experiences of
the key informants (and by association, other &ttmothers). These were examined
at the national head office in a locked store raamch holds the archives. The
binders also contained a range of documents thag eistributed at meetings and
attached as Appendices. These included socialigsliargeted at federal and
provincial levels (including those related to thevpsion of social benefits,
institutional care and deinstitutionalization, hooage, education regulations, access
to schools for “exceptional” children, and resikietor exclusionary policies, laws
and professional practices) and briefs relatestotacases and legal challenges. The
Resource Room at the national office also heldnaptete set of the Association’s
Journal Mental Retardationpublished between 1964 and 198Ren it was replaced
with entouragepublished between 1988 and 1995. Occasional mopbgrand short
historical accounts produced to mark important nizgtional anniversaries provided
useful additional sources. Policy briefs, recorti®bbying strategies and meetings,
newspaper and other media coverage and public educaitiatives provided
additional sources of data.

The documents served a dual purpose: they proddesic source of
information about organizational decisions and baaknd, activities and processes;
they also provided important ideas that | was &blgursue in the interviews (Patton,

1990).
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Data Analysis

To conduct the analysis | listened in particulartfee relationship between the
activities the participants engaged in while cangyout their mothering work and the
institutional structures and external authoritiest shaped and ordered that work.
Rather than simply describing the work activist hess performed in looking after
their disabled children, the research explores tiswvork was shaped not by their
personalities or individual preferences alone,vaithin a set of institutional relations
The ways in which mothers talked about their peaserperiences in various
situations were examined against how those s@&saks they fought for are captured,
depicted, recorded, and given authority in the oizgtional records. The interviews
explored these transitions, exposed any appanesibtes and contradictions in their
lives which the transitions entailed, and invesedahe extent to which shifts in
organizational practices and goals were recograneidunderstood by activist
mothers and what they did with this knowledge. phaod during which they acted
captures the variability of their individual experte and reveals a history of the
organization’s evolution over time.

To trace the path of activist mothers’ transitibm$éeadership | utilize Devva
Kasnitz’'s (2001) conceptual framework of life caueent history. This offers an
analytic process to elucidate the occurrence agdeseing of significant events and
changes. The analytic domains most relevant ferdtudy include: the onset of
disability, family background, a predispositioncilmmmunity work and leadership,

significant life events resulting in an exposurénjastice, exposure to disability
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stigma and discrimination, a turning point, peamtact and networking, and new
roles in disability advocacy. These are explorettlation to the narrative
biographical accounts to explore how disabilityrqppas women’s activism. The
narratives also provide a source for analyzingwviadial activists’ styles and skills in
dialogue with recent feminist accounts of womesadership in social movements.

In examining organizational records, | paid patfacattention to historic
links, trends, antecedents and debates as thegdetathe key issues that provided
the framework for the study (the work of the adivnothers as they took up their
campaigns of closing institutions and securing hunights) as well as unanticipated
events and issues. | attended to the strugglessiiees, the articulated strategies and
anticipated repercussions of taking a particulan phe fall-out from whichever
decision was made, strategic realignments, anciegaSignificantly | paid
particular attention to the embedded assumptionstagender and the battle for
women’s leadership within the organization as alehbhe voices of the “expert
witnesses” provided a lens through which to expleoenen’s social position in the
organization, the gendered division of labour aachithant perceptions of the value
of women’s work.

Finally, | investigated how activist mothers magase of their past, the dual
pressures they felt to be a “good mother”, how theycumbed and resisted
conventional expectations to fulfill gendered rokasd how they want to be

remembered.
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Problems and Limitations of the Study

The examination and analysis of historical recanod organizational
documents of the Canadian Association for Commurityng allowed for an
investigation of the relationship between the eiguexre and knowledge of activist
mothers and the broader practices of administraimstitutional, and gender relations
with the organization they founded. This was imanttecause the activist mothers’
own narratives did not always progress in a lirarhronological fashion. Although
each began at the beginning, when they first lehafi¢heir child’s disability, they
often shifted to the middle, moving inward and oartsy arranging the plot and
sequence in terms of their relationship to thaiblnys ordering the narrative according
to what they viewed as significant and prior. Farthore, details that provided useful
signposts in their stories, for example dates ehé&vor proper names and titles, were
not always important to them, and any attemptsnalpwn the facts only succeeded
occasionally; more often than not an interruptiemdied to break their train of
thought, leading to a shift in focus and the intrcitbn of new topics. It became clear
they were more interested in making sense of teegrad conveying the meaning of
events they considered significant than describiiegn with precision and accuracy.
Many of these details were obtainable through atieans, such as organizational
archival documents and records, minutes of meetmgssletters, and legal and
scholarly references, which made the oral histgpeats of this study viable. The

oral history was absolutely necessary, but it wasmitself sufficient.
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While the design offers depth of detail about alsmanber of “expert
witnesses”, it sacrifices the breadth that miglmhedrom measuring the responses of
many informants. Additionally, the purposive samglof three older, white women,
(although they represent the geographic range atidmal duality of Canada)
eliminates a broader perspective that might belsolugm younger mothers, from
mothers coming from ethnically and racially mixeatkgrounds and even from
fathers caring for disabled children. In additibexpect it would be possible to locate
other mother-activists in comparable parent-ledlaligy organizations that have
played a similarly critical role in creating sem#cbased on their child’s diagnosis
and needs (e.g. Cerebral Palsy Association, MusBylstrophy Association, Easter
Seals, or March of Dimes). If the study were tdude a cross-disability focus there
would be certain advantages associated with itség®izability to a larger
population. However, | suspect there would be fumelatal ideological differences,
even over the very definition of disability itsdfferhaps, in a larger study it would be
interesting to tackle a broader spectrum, or inritesearch when the results of this
work can be built upon, but given the constraiditwloat limited knowledge we now
have, the advantages of my research are bases depth of focus and single

organizational site.

Summary

This chapter on Research Design and Methodolodinedtthe rationale for
using a qualitative inquiry and historical appro&eistudy activist mothering in the

Canadian Association for Community Living. It loedtthe sources of data in oral
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history interviews with three “expert witnesses’r@lation to archival material and
organizational records and points to the key cagmzaihrough which their activist
work was demonstrated. The strengths and limitatafrthe study were examined.
The study now turns to a Chapter Three which fogasethe history of the

Association and the organizational context in whiah activist mothers emerged. It
traces the first ten years, from 1958 to 1968,ubhothree organizational practices:
volunteering, governance and fundraising. Howfldgling organization inscribed
gender difference through these practices, whaaatihese organizational practices
had on women'’s social position in the Associatemm] how embedded assumptions
about gender provided a contour to women'’s actiwiss, is threaded through the

next chapter and carries forward.
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Chapter Three

The Historical Context

Introduction

Of all areas of human services, perhaps none wasgected in public
awareness, social provision and academic reseatdhiecent decades as that related
to children with intellectual disabilities, knowhthat time as “mental retardation” or
“feeble-mindedness.” Widespread ignorance andea¢gbout the disability
produced in families overwhelming feelings of shamelt, something to hide, even
from one’s relatives (Dybwad, 1990). A growing areess of human rights after
World War I, fuelled by the United Nations UnivatPeclaration on Human Rights
in 1948, prompted parents to question their childrexclusion from school and
other community-based activities and to get togetinelo something about it.

The rapid expansion of welfare spending in thd p@s years stimulated an
explosion of voluntary sector activities. The rigehe voluntary sector was an
important development in North America for its ceipato expand individual life
chances, redress social inequities, and minimigeltmination of some groups based
on race, class, and gender (Wolch, 1990). In Careadaw voluntary Association
formed to extend human rights and freedoms to tinergent social concern about

“disability.”

Spontaneously across Canada in the 1940s smal gfquarents with

mentally retarded children began meeting togetbiemiutual support. These
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groups challenged society’s traditional attitudeswd mental retardation.
They founded local associations to promote the Ideweent of community
programs for their sons and daughters as an aliegrta institutional care.
They started schools in church basements. Theyegdrthat retarded children

could learn...

A decade later, the local associations haeldged provincial
organizations to coordinate information and knowkedand to bring their
common concerns before provincial legislators, iseragencies and the

public.

In turn, the provincial associations recogdi#tge need for a national
identity and in 1958, the Canadian Associatiortier Retarded Children was

founded (Minutes, 1981, Binder 24).

This standard account by the Canadian Associatiedlits “parents”
collectively with reaching out to one another formanon action and mutual support,
but in fact it was mothers who led the way. In éftermath of war, just after Rosie
the Riveter had laid down her tools, it was gemgidsumed that women were
content to return home and resume their roles asdwaves (Rowbotham, 1997). But

a new site of their activism was emerging in theatse” that women inhabited, their

*This history was developed for a larger presemdbip senior staff and executive
officers on thé'Canadian Association for the Mentally Retarded (G&Nbtructure
and Relationships” for the CAMR Board, January,1.98
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kitchens and their households (Abramovitz, 1998)albgroups of mothers of
retarded children began organizing across Canadbelaewhere), beginning their
careers as activists by resisting the only optip@noto them, to put their son or
daughter in an institution.

The purpose of this chapter is to present the tyisibthe first decade in the
life of the Canadian Association for Retarded Qigitd(1958-68) by examining how
the Association came to be, how it was governed, ihcemained financially solvent,
and how the seeds of activism were sown. Jo DidRaylette Berthiaume and
Audrey Cole, the activist mothers in this studyrevihen young mothers. Paulette’s
and Jo’s sons were both born in 1955; Audrey’swsas born in 1963. Each mother
joined their local Association for Retarded Chilirdo Dickey joined Vancouver’'s
North Shore Association in British Columbia in 196fen her son Drew was two;
Paulette Berthiaume joined the Montreal Associati@Quebec in 1959 when her son
Louis was four; and Audrey Cole joined the Ottawd Bistrict Association in
Ontario in 1967 when her son lan was three andylealfs old.

The organizational foundations laid in the 196Qgtse stage for the activist
mothers’ work over the following decades. Two intpat campaigns emerged in the
1960s: the campaign to close institutions and émepaign for human rights. These
flourished in later years and defined the workhaef Canadian Association. These
campaigns, which will be discussed in later chapterill help define what “activist
mothering” meant as epitomized by three women'wigch over three decades.

Three organizational practices characterized tisédiecade: volunteering,

governance, and fundraising. Together these pescpoovided a vehicle for
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investigating how a gendered stratification wasl@gthed in the early days and for
analyzing how assumptions about gender providezhsoar to women'’s activist
lives (Smith, 1987). Acker’s (1990) theory of gereteorganizations and Taylor’s
(1999) analysis of gender processes in social mewne provide the conceptual
framework for examining these practices. Acker thess gender as occurring in five
interlocking organizational processes: the cowsima of division along gender lines
(men’s work/women’s work; paid/volunteer; statusl &merarchy); the use of
symbols and images that explain, express, reinfore®@metimes oppose those
divisions (masculine/feminine forms of fundraisingatterns of interaction
(dominance/ submission; interruptions, emotionjidgered components of individual
identity (work, language clothing); and the symbatdicators of structures (job
ranking and evaluation). Taylor studies the “codittiory impulses” to explicate the
complex role of social movements in affirming (Iogcribing gender differences) and
in challenging (by exposing contradictory cultucatles) related to gender. The
particular practices of volunteering, governinggd &mndraising will be taken up in

turn but it is to the laying of the organizatioftsindations that the chapter now turns

Laying the Foundations

In February, 1958, a National Association founttedelp children with

intellectual disabilities held its first Executi@@mmittee meeting at the Lord Elgin

Hotel in Ottawa. The order of business includethgeypical for any new
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organization. There was the question of locatirggrtational headquarters; Toronto
was selected although Ottawa and Montreal wer@gtcontenders. There was also
the matter of staffing the organization; a selectommittee was authorized to
recruit an executive director at a salary that dawt exceed $7,000 a year. A
committee structure was proposed and key chairpsrsientified. To attract new
members, a token registration fee was set foriteeannual conference of $3.00 for
the full 3-day package. Finally, to promote pulalicareness about the new
organization and to demonstrate to provincial auall Associations the benefits of
belonging to national body, the Association leadigrproclaimed a “Canadian
Retarded Children’s Week” in November, 1958. Thaswhe publicity event of the
year. Radio stations throughout the country weppbed with spot recordings to
promote the week by well-known celebrities suciMdson Berle, Dale Evans,
Joanne Woodward, Gene Kelly, and Perry Como.

This national organization could not haeen founded without the courage
and stamina of grassroots groups that built thedation at the local level for many
years (Foster, 1959; Taylor, 1967; Beck, 1998; (®émnitch, Tutt and Kyle, 2003;
NIMR,1981; Anglin & Braaten, 1978; Dybwad, 1990)€Be types of organizations
were one expression of the general expansion af and community organizations
during the post war years. Many other parent-leddtherganizations and medical
charities dedicated to specific disabling condsiatso grew rapidly during this time.
This period saw the founding of the March of Dinaesl organizations for conditions
such as Cerebral Palsy and Muscular DystrophyaB@astles (2004) suggests, none

was comparable to the Canadian Association forrBeteChildren in its
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determination to maintain parental dominance aesa#ls. These parent activists
were very concerned that professionals were nonttied enough to treating their
children’s problems as social rather than indivichrees. They were not confident
that professionals would secure changes in putilic@es and improve community
social services (Castles, 2004; NIMR, 1981; Co898b).

Despite the “official” references to parents, itsy@imarily young mothers
who founded and joined these groups, seeking matyglort and starting schools in
church basements and family homes when their @nldrere approaching school age
(Castles, 2004; McConachie,1994; Gartner et all 198austadottir,1988; Hillyer,
1993). The sporadic accounts of the origins of@lgreups, presents a picture of
mothers organizing from coast to coast (Taylor, 72 ®¥eck, 1998; Crawford, 1983;
Anglin & Braaten, 1978; Cole et al., 2003).

Groups in British Columbia and Ontario were esgcimportant. In 1947 in
British Columbia, mothers first came together torfdhe Kootenay Society for
Handicapped Children of British Columbia, and foeadhe first school for
intellectually disabled children in Canada. A fegays later, at the other end of the

country,

... three mothers, whose children had a disabilityanized a provincial
association in Prince Edward Island. Before thieerd had been little, if no,
change in services for persons with intellectua atiner disabilities since the
turn of the century. These mothers proved to lm@efto be reckoned with.

By mid-1955, the provincial branch was a legaltgrdand up and running. A
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well-trained teacher had been engaged and theDagtTraining Classes were
happily meeting in the classrooms of some elemgistnools. They had
enlisted the support of the Local and Provinciaim@wands of the Canadian

Legion who continued to give financial and politisapport. (Beck, 1998).

Meanwhile, the Association for the Help of Retar@ddidren (Quebec) Inc, was

started by the mother of a disabled child, Mrs. iaWollock, who

hired a salon in the Mount Royal Hotel, in Montreal January 7,
1950....and spoke to a handful of parents ....sevewngyHh all, who had
shown up at the meeting. ...A Steering Committedeftarents present was
formed, and this marked the beginning of [a sesfgmeetings which were
held at the Montreal High School...The group realiteat publicity was
necessary...and the decision was made to hold pouigletings. The first of
these was held at Victoria Hall in Montreal whafty fto sixty people listened
to Dr Gerard Barbeau, Director of the Institute-Med”edagogique at
Riviere-des-Prairies (a government school for tthécable retarded). The
Charter for the Association was drawn up on Novembe 1951 and the

Constitution submitted shortly thereafter (Taytt®67)>

® In September, 1952, members of the Quebec Assmtiapened its first school in
the basement of St Mathews Anglican Church, Harapstde forerunner of the
Snowdon School. This marked the third class fouridethe associations for retarded
children in Canada, after those founded by the &w@y Society for Handicapped
Children of British Columbia, in 1947, and the RaseCouncil of Toronto, in 1959.
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The founding of the first such organization in Gmdegan with an unsigned
letter that appeared in ti®ronto Daily Staton September 29, 1948. It was later
revealed that the author of the letter was Vict@laver who was bringing up her

eight-year old orphaned grandson. She wrote:

Sir: May | say a few words on behalf of ouckaard children, and their
bewildered mothers. There is no school for sucldodm, no place where they
can get a little training to be of some use inwloeld...l am sure their
mothers would gladly pay for their transportatiorahd from school. After
all, they are paying taxes for more fortunate alkitds schooling. | think it is
time something was done for parents who from aesehfaith and hope in a
merciful providence want to keep them at home gvannormal life. These are
real parents, only asking a little aid and encoenagnt to shoulder their own
heavy burden. God bless them, and may the Ontaxiergment help them
and their children who might still be made somegtof, living a normal life
and with the perfect love, understanding and guidaf such parents.

(Anglin & Braaten, 1978, p.6).

A few months after this letter was putdid, seventy people met at Carlton
Street United Church on November 4, 1948 and foditide Parents’ Council for
Retarded Children. Today it is called the TorofAssociation for Community
Living. According to the official history of the @ario Association (Anglin &

Braaten,1978), Wesley Stitt, the father of a youngllectually disabled son,
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contacted Mrs. Glover and then sent a letter tartvento Daily Stamasking anyone
interested in a meeting to contact him. Years ldiisrwas challenged by a member
of the Stitt family who insisted it was Mrs. Stitho took the initiativé.

Just as mothers took the lead in fornhieg@l chapters, and by the 1950s
provincial Associations across the country, s theuld take the lead in forming
the national body. One was Lillian Hunt, who assitent of the Ontario Association
for Retarded Children invited all of the provincgabups to meet in Toronto in April,
1955 to consider forming a national organizationaAollow-up meeting a year and a
half later at the Royal York Hotel in Toronto, thevincial representatives ratified a
national constitution. The “Canadian AssociationRetarded Children” formally
came into being on January 31, 1958 with the p#efcgoal of promoting the
welfare of mentally retarded children and soligtiands to this end.

The Executive Committee met two weeksrlat Ottawa to prepare for the first
Conference and Annual General meeting. The firssiBent was Laurie Hall, a father
from Montreal who, appalled at the lack of commysigrvices for his son, had
joined a local group a decade earlier. At the fdshference held in Calgary in
September 1958, noting that the delegates camredtaten Provincial Associations
and represented 12,000 individual members in 148l lassociations, he called this a

show of unity that could “awaken a sleeping gigble,1998). This new national

® Donna Britten, Past President of the Toronto Aissimn reported that the couple’s
son had told her:"it was not my father, it was ngtiher, and she was also the one
who sent the letter inviting parents to a meetim@nna Britten rose from her chair
to make this remark to participants attending aisescalled “Mothers and
Memories” at the 50 Anniversary Conference of the Ontario Associafimm
Community Living held in Toronto, November 27, 2003
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organization that emerged out of widespread digsdwith social and educational
arrangements that excluded children with intellactlisabilities would soon have
significant impact on agencies, professionals, schothorities, and government
representatives across Canada.

This impact was further strengthened by eventsitpglace in the United
States. The first parent group, the Cuyahoga Co(@ityo) Council for the Retarded
Child formed in 1933. In 1936, the Washington Asatian for Retarded Children
organized followed a few years later by the Wellagague for Retarded Children in
New York. By 1950 there were 88 such groups. Int&aper, 1950, parents came
together in Minneapolis to form a national orgati@acalled the “Parents and
Friends of Mentally Retarded Children” which becamewn as the National
Association for Retarded Citizens (Scheerenbed$#83). In 1957, Dr. Gunnar
Dybwad was appointed its Executive Director. HigewDr. Rosemary Dybwad,
assisted her husband by taking the job of intesnaticorrespondence. There was not
a staff member to perform these duties. This relmine her “professional (unpaid)
concern over the next three decades” and providedvith a unique international
location from which to document the origins of faent movement while she
served as Secretary of the International Leagu&ooiketies for the Mentally
Handicapped (Dybwad, 1990). The Dybwad’s, who Hzeen described as “the most
important leadership figures in the field of ment&thrdation in the modern era,”

(Minutes, 1987, Binder 30) had a strong affiliatigith the Canadian movemetit.

’ President Gordon Porter in his 1987 Annual Refuotfte 38" AGM informed the
Board that this tribute was paid to Doctors Gurarat Rosemary Dybwad when they
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Rosemary Dybwad'’s particular contribution came frekills we now call
“networking.” She launched a series of internatior@avsletters and depended on a
core of volunteers to translate incoming and outg@ommunications. In 1961,
Josephine Salloum, the Canadian Association’s septative to a meeting of
UNICEF, returned to inform the Board that she had the Dybwad’s and that
Rosemary had put her in contact with no less thia@t@en national parents groups
around the world for information and exchange.

Betty Anglin, a founding mother now in her mid-8@sljted the Association’s
national journaMental Retardatiorbetween 1968 and 1976. She remembers when
she was personally mentored by Rosemary: “We wenmeahers. We were all
workers. We could all write, and we pushed fongjsi. We would go to conferences
and she would introduce us”(Ontario Association f€mnce Presentation, 2003).
Years ago she reminisced about this networkingl@ttar she wrote for a memorial

celebration held in 1992 to mark Rosemary Dybwétésand work:

Rosemary touched people...... especially mothers wheived hope and the
tools to endure well. ....I have treasured the fgglirat | am one of
Rosemary’s women, along with Lotte, Ingeborg, Etbalores, Althea, and
all those women in Omaha, and Brazil....Memorie$ sulface for the rest
of my days. One comes [to mind] immediately: sgtat the rear of a
darkened conference room Rosemary leaned overaaahd‘smiss your

magazine.” “Was it really good?” says I. “You kndwvas,” she said

were honoured at the ®Rnniversary of the Kennedy Awards which he himseilel
attended as a representative of the Canadian Adgoci
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sternly...and then | knew. (Anglin, personal correspondeBezember 12,

1992).

However exceptional leaders such as Raseybwad were, ordinary
parents, especially mothers, were the backbonatamal Associations such as the
Canadian Association. Once they encountered megteadation in their own
families and recognized the enormous stigma atththé, they became radicalized
through a deepened awareness of their own stigethpiasition as the alleged
creators of this “defective” condition. The ternefdctive” was applied to a general
class of people regarded as idiots, imbeciles |éelinded, dumb, deaf, blind,
epileptic, insane, and delinquent. The term “medédiéctive” was used to distinguish
people with mental retardation from the generad<i@oeher, 1996). As mothers,
they were held accountable for the failure of tlogitd to measure up to a normative
standard of behaviour and independence. They vaeietl by professionals as “bad
mothers” for producing children that “went wrongidafor their “grassroots
unwillingness to concede the diagnosis” (Ladd-TagldJmansky, 1998, p.109). The
most notable anti-mother laws of the early twehtmntury were those permitting
the compulsory sterilization of the “feeblemindedhe perception of people with
intellectual disabilities as a “menace” and urdibear children gained hold as a
result of the eugenics movement. In 1927, the dri@ates Supreme Court upheld
the principle of compulsory eugenic sterilizatiorBuck v. Bell. The following year
the province of Alberta introduced the first eugsrsterilization law in Canada,
followed by British Columbia in 1933; neither wespealed until the early 1970s

which resulted in many Canadian women and girl& witellectual disabilities being
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sterilized without their consent. This was the wtdt milieu in which mother’s
insistence on their own and their family’s “respadxlity” (Castles, 2004; Hillyer,
1993) shaped the organization’s rhetoric and refagenda. In radically reframing
mental retardation as a social problem worthy afgathy, interest and
understanding in the society-at-large and in affg@a vision of a better future they
created an advocacy movement with a “belief sysiEaxtraordinary

power”(Freeman, 1999, p.22).

Volunteering

Mothers joined local groups not only to furtheritlgoals and objectives but
for the opportunity to share concerns and intesdst like-minded people (Brockley,
2005; Jones, 2004; NIMR, 1978). Traditionally, th®int of entry was a dual
process of membership and service. First they becawolved in the direct
operations of the organization, later graduating toore administrative voluntary
role (Naylor, 1973; Wolfensberger, 1973; Dybwad9@pP Each level of volunteering
presented particular challenges.

At the operational levehey helped at the office, put out organizatioesiers
and bulletins, stuffed envelopes, and assistednmeunity fundraising campaigns to
pay for materials, space and teachers. They prdvi@@sportation to recreational
activities, and worked with “trainees” in sheltengdrkshops. In many cases they
visited other mothers with newly diagnosed childaed invited them to join the

Association. Often they started and then took tbein child to quasi-educational
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child development programs, typically in a churesément with untrained teachers
that operated a few hours a day on a few days & Wée mutual support that came
from immediate contact with other mothers of disdlthildren was crucially
important. Here lay the origins of the importantiasbnetworks that supported and
sustained activist mothers in their work. Betty Amgemembered what it was like in
the mid-50s when her son was born: “There wasnjastelp. We weren'’t getting it
from the medical people. But you have to get tluesfand face up to them. Parents
met and we learned together” (Anglin, 2003, Ont&ssociation Conference
Presentation). As the Associations grew and shifted an informal family-operated
organization to a more formal one with somewhathucratic structure these
volunteers experienced tensions that came witlexpansion of services, the
employment of full-time staff, the identificatiori mew sources of funding, and
struggles to maintain identity and domain (Krani®87; Wolfensberger, 1973).

At the administrative level they served on varioygses of committees, task
forces and boards of directors, and participatg@lanning and evaluating the broad
framework upon which specific program and servicievdies were based. They
began to realize it was not possible to be paat wbluntary organization that was
unrelated to government policy and action. Heldemeers experienced the growing
power of professionals, the double-edged natureadiving public funds, and they
confronted the thorny question of whether Assoareticould provide effective
advocacy and speak out for families with intelladiyudisabled children while

receiving government funding to provide serviceo(@hsberger, 1973).
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No matter in what capacity mothers served, womssiesbecame a metaphor
for a broader cultural and ideological debate alsouatal values. Just when the local
and provincial Associations were flourishing theacdme surrounded by the stormy
debates in the 1960s that raged about voluntanshtlee role of women. On one side
of these debates were feminists and their orgaaizgtin their view volunteer work
downgraded women'’s abilities, increased their ddperoe on men and jeopardized
their chances for “equal pay for equal work” (Rowtaom, 1992; 1997; Rosenberg,
1992; Rebick, 2005; Baines et al., 1993). Voluntagtor organizations were seen to
perpetuate the image of women as “servants” oriddbomemakers” (Amott &
Matthaei, 1996), and in so doing, support sexatitions. Traditional divisions of
work and power that ghettoized and confined womaatsities signified there was
little room for women at the top (Bakal, 1979; Kaem, 1984; Kanter, 1977).

On the other side of the argument were organizatiwaditionally led by
socially prominent and wealthy women, who belietreat far from keeping women
subordinated, volunteer work allowed women to aghjgositions of responsibility
denied them elsewhere. In addition, they stronghjoesed the need for “professional
volunteers” as guardians of the moral well-beingadiety (Bakal, 1979, p.79;
Jeansonne, 1996). By 1971, the second wave of ieminad gone so far in opposing
“traditional values” that the National Organizatiohwomen in the United States
passed a resolution proposing that women shoulgwatlinteer to effect social
change, not to deliver social services that it degbfittle more than demeaning

unpaid housework.
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Rather than have a woman teach a child to readome-do-one basis, we
would like to see a woman devote her efforts tongheg the system that
failed to teach the child to read. As long as women't continue to challenge
that national priorities be reordered, they argpnog up a system that would
fail without them. These women are rushing in viaéimd-aids for a system

that is in need of massive reorganization. (Quatdsiakal, 1979, p.80).

The “new woman” could be an activist, she couldkweithout pay to change an
inequitable system, but she should not be a vodunitethe traditional sense
(Kaminer,1984; Traustadottir, 2000). Lobbying fonds to establish a public
welfare system was permissible, but working foefwgth needy individuals was not.
Such service-oriented volunteerism only served sefety valve for women’s
energies, giving the illusion of participation witlo real power (Loeser,1974;
Maclvor, 2001). She could, however, be involvedeif-help organizing that linked
women in the family to wider neighborhood netwoaksl concerns as an extension

of the domestic role (Rowbotham, 1997; Rebick, 2005

It is difficult to distinguish between service waakd advocacy when those
closest to you and the members of your communéttae people at risk. For
grassroots mothers who started the Associatiomsgstoften necessary to work in
both directions; applying the Band-Aids and creatime services, and at the same
time working for broader social change (Abramovitf299; Zakanyi, 2001,
Naples,1998b; Kaplan, 1997; Herda-Rapp, 2000) Famette Berthiaume, Audrey

Cole and Jo Dickey, the women in this study, vadening gave them their political
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life at the civic and associational level and idtroed them to the broader political
process as activists and community leaders (Bentinga 2001; Cole, 1974; Dickey,
1978). But they encountered a number of contradicteessages along the way. They
were caught between cultural admonitions that waathem against being overly-
concerned and smothering mothers, while making teeinguilty for not staying at
home. They were willing to get involved throughitdecal Association into public

life but found themselves exposed to criticismdtapping outside women'’s
traditional domestic role (Rowbotham, 1997). Thesrewvedged into the dynamics
between boards of directors and volunteers andrexged a gendered division of
labor where they were cast not as leaders buteeyfch “workhorses” (Rebick,

2005) and “unheralded female foot-soldiers” (Abraitm 1999).

These “contradictory impulses” corroborate Taylwgsearch on how gender
differences are inscribed in social movement ogtions. How the Association
differentiated between paid or volunteer statuklaadership or support workers
confirms one of the interlocking organizational ggseses identified by Acker (1990)
in which the division of labour is constructed ajagender lines. From the beginning,
mothers of disabled children created informal neksdor mutual support and
information. Excluded from sites of power and ieffigce as a result of gender
differentiation within the Association, they leadi® exercise their leadership at the
community and grassroots levels (Reinharz, 1984nAsLeland; Taylor, 1999;
Abramovitz, 1999; 2000). In time these networksdmee a strong power base for

activist mothers.
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In 1965, Executive Director Allan Roeher, in hisrsial Report spoke highly
of the “loyal and industrious corps of volunteettsongave service on a regular basis
at the national office, performing such tasks atr@sking envelopes, collating,
stapling, and assembling materials.” Immediatelip®ing his report, it was moved

and seconded that

a sincere vote of thanks, on behalf of the Boartithe entire membership of
the Canadian Association for Retarded Childrenxtengled to this volunteer
group of ladies who regularly, willingly and chedly work at such a variety
of useful tasks for our organization and to themdte benefit of the retarded

and through their families throughout Canada. (N#8u1965, Binder ).

The organization made good use of its volunteetsdilective of the time, it placed
women in a marginal status. This was true evemiarganization founded by

mothers. The new feminists’ proscriptions meatielif they were heard at all.

Governing the Organization

The following general picture captures the orgairal environment of the
Canadian Association in the 1960s. The Associatias founded as a grassroots
organization, with constitutional authority for tdemocratic election of provincial

and national governing bodies vested at the lomanounity level. In this respect the

8 The motion was carried, “unanimously — with ovation
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national body is unigue among major national headfdncies in Canada. But it is
also vulnerable to the many divisive factors imiplic federated democratic
organizations. Each of the local Associations t®aomous. Each plots its own
course and defines and pursues its goals in keepthdocal needs. Each is
responsible for obtaining the funds required taycaut its activities. They share few
commonalities in terms of size, program mix, fuaging and advocacy/service role.

The boards of directors of the provincial Assocas are elected by local
Associations, on a regional basis. Among otheredythese volunteer boards set
provincial goals and policies, issue charters to lueals and are responsible for the
management of provincial operations, including fuaiding. Their leadership role
varies from province to province as does their imement in supporting and guiding
the work of their locals. By and large they defiheir success by the positive
responses of the provincial government to the neétlee children and adults with
intellectual disabilities. The Canadian Associatioreated by the provincial
Associations, is governed by a member board tha&fpisesentative of provincial
groups. The board is responsible for setting polityecting the operation of national
office services and speaks for the organizatioBanada as a whole.

The Canadian Association is similar to most otleduntary agencies that
perform a number of important social roles andadten celebrated as an important
democratizing force. They are pluralistic agensewing minority or underserved
populations with citizen participation at their ten(Kramer, 1987; Powers, 1996;
Shapiro, 1993). Such agencies have the capadtipteer new programs and

frequently deliver services that government mayable or unwilling to assume.



87

They also act as advocates, critics, and watchgwgssuring government to extend,
improve or establish needed services for minongugs (Minkoff, 1995). However,
guestions have been raised about how democratic\&lgntary organizations
actually are (Kramer, 1987; Powers, 1996). Theards are typically large, with
twenty-five to forty members. But whatever the stbere is a tendency for policy-
making to become concentrated in the hands of asé&dfaperpetuating board
members. Shaiko (2001) suggests that high-statmsnemity members, often the
white men from the corporate and professional conmityuare disproportionately
represented on the boards of significant non-porfianizations, particularly
hospitals and universities and large arts orgaiozst But nonprofits considered “less
vital”, including social service organizations, mi@in boards that more often consist
of women and men with few corporate ties (Cherng$R98; Middleton, 1987).
Although the non-profit sector tends to be charante as independent, flexible,
innovative, and experimental, boards tend to sdilkeetminded members, preferring
those who fit in and hold values and attitudes catibfe to the organization’s work
as incumbent board members. Informal networks et gcreening device to judge
potential candidates and their abilities to offer,example, managerial skills, policy
expertise, constituency representation, finanajali, political connections, and
celebrity status (Shaiko, 2001; Middleton, 1987ef@kesky, 1998).

Some boards develop a hierarchy of committees hwth-status members on
the influential executive, fund raising, and nontioas committees, and low status
members on the less prestigious program and peesoammittees. The executive

committee, even when controlled by by-laws, telmdsecome a powerful body, an
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“inner core” when its members are officers and cotte® chairpersons who are the
most active board members. The nominations comengiéeforms the gate-keeping
role, determining which new members are recruiteti@iented. This similarity
among board members reinforces relationships, Iscmmnections, status and respect,
earning non-profit boards the accusation of “plgyirsafe”, or being, “conflict
adverse”, and tilting towards the status quo. ¥hdllegiality increases the
efficiency of large boards, it also minimizes tldity of those not in the inner core
to participate. A governing board infiltrated bylmaias diminishes opportunities for
the selection of female directors (Morgan, 1997ef@hdi, 1995). Moreover, if a glass
ceiling exists at the governance level and theidxarto breaking through it are
organizationally based, then women are more likelyccupy the lower rungs on the
ladder (Ferguson, 1984; Shaiko, 2001; Chernesl§8)19

These dynamics found their expression at the naltiemel and characterized
the organizational terrain that had to be negatiatet beneath the level of the
national and provincial boards much else was gomgAImost immediately after its
founding, organizational tensions arose betweewntheteers and the national board
revealing sharp differences about what women maatgetting active.”

To many women it meant a mothering role of servica traditional kind.
They organized bake sales and bingo nights to farss, hosted children’s parties
and taught preschool classes when there was noynomée a teacher. Paulette
Berthiuame collated and stapled newsletters foldw Montreal Association in
order to meet other mothers; “getting active” talete meant “being on the

ground”. To others “getting active” meant playingiaotal role in shaping the
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organization agenda for action, taking risks an#tingpadvances in policy, providing
lifelines of information to other parents, andmiunating how the restricting
experience mothers and their children faced wecalp constructed and might be
challenged by social and political means. AudreleQabbied the Board of her local
Ottawa Association, to “do something for kids lile&”; “getting active” to Audrey
meant advocating for “the bigger picture.”

Women served in positions of responsibility at meawels of the
organization from the start. They were executivicefs, committee chairpersons,
board members and task force members. Howevengalce trajectory of their
organizational careers and the types of assignnileeyswere offered reveals a
pattern of persistent gender inequality.

There is no question that women were underrepredentieadership roles. It
took ten years from the time the organization veaséled in 1958 until a woman was
elected President. Women moved in and out of tgitipas on the Executive
Committee but always in a disproportionate rationen, and frequently as the only
woman. For example, in 1958 Adele McGrath, a mofiten Ontario was elected
Vice-President and served in that capacity fordlmee-year terms. But she never
received the presidential nomination. Her deparnitu961 left a gender gap since no
other women were nominated or elected to the execabmmittee that year. In
1963, Louise Stuart, from Quebec, became Vice-&easiand held that office four
consecutive terms under male Presidents. Duringeimeire in office she devoted
hours of volunteer labor to prove her leadershigacdy. She coordinated the

National Conference twice; represented Canadagisléive negotiations with
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American congresspersons; and in 1965 organizealaafGndraising dinner at the
Royal York Hotel with Rose Kennedy as the guestafour. It took almost a full
decade for Stuart to be elected the organizatimsswoman President.

Women were significantly underrepresented at thar@tevel. One or two
women were included in every provincial delegato@annual general meetings
(according to the by-laws smaller provinces haatng delegates, the largest,
Ontario had 8 delegates). They were also appotiotetair national committees but
they were consistently outnumbered by men on theh& Board. Women filled
only one third of the fifteen positions on the Ndéatl Board between 1958 and 1960.
In 1961 only one woman was elected to the Board,imi1962 only two. The same
year women headed nine national committees; bubiheositions continued to be
filled by men.

When it came to committee appointments, women waoked into
“‘women’s work.” During the early years Board minsiteveal a gendered pattern in
which women were asked to chair those committeeserned with domestic issues:
education, home care, recreation, and communigola Who chaired the
committees mattered. The internal debate over “sifauld chair the Research and
Clinical Services committee?” provides an earlyregbe. Josephine Arrowsmith,
appointed the first chair in 1959, was creditechviiaving “done a good deal to make
the CARC research minded” during her term, but wétesm stepped down the
following year a dispute erupted over her replagsmEnere were those who
preferred to appoint a doctor, for example, a “eespd pediatrician”. Others

recommended the chair be “sociological” rather thmadical” given the nature of
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the problem faced by parents and the community. Wooalled for the submission
of a “broader list” from which a chair could be seo (Minutes, 1960, Binder 3).
This debate between the value of bio-medical kndgdeand socio-political expertise
was replayed over the years as new understandimggeaaspectives on disability
shifted the field of research from the body to bierasociety (Oliver, 1990; Linton,
1998)? This shift from medical to sociological proved eptive for valuing mothers’
knowledge about their children and created a sfgackallenge the hegemony of
medical opinion. Three examples demonstrate theespaomen opened in making
this shift.

In the first of these, Milla Rasmussen, who attenad 962 Conference on
Exceptional Children in Ohio, prepared a summarytte Board in which she
highlighted only those sessions she thought woalthiost helpful.” She reported on
new developments in special education, curricul@wetbpment, teacher training and
the “President’s Panel on Mental Retardation.” lWbtanone of these were

“medical” (Minutes, 1962, Binder, 5). In anothestance, in 1964 the Association

° By 1960 the committee was renamed the Scientifisarch and Advisory Board
(SRAB). Dr Allan Roeher, then the Provincial Cooatior of Rehabilitation in
Saskatchewan, joined the SRAB in 1960. He proptsadommittee raise $100,000
to launch a research program, the Canadian Furtthiddvientally Retarded, and with
Board approval hired a director based at the ceofiae but who traveled across
Canada to survey the needs for further researchraimihg. The committee members
agreed that hiring a university faculty member assgarch director was “an
excellent start”; and that it need not be “a mddjcaduate”. This powerful
committee was the forerunner to the internationadlyognized National Institute on
Mental Retardation (NIMR) founded in 1967 as a rezgntre for the collection,
distillation, and dissemination of the latest im@tion and developments in all
aspects of mental retardation. Thus began whatduoetome Allan Roeher’s twenty
year relationship with the national organizatioe. $¢rved as Executive Vice
President of the Canadian Association 1962-70,dbreof NIMR 1970-76, Special
Consultant to the Canadian Association 1976-79didée in 1983 in a plane crash. In
1986 the Institute was renamed in his honor, as@h&llan Roeher Institute.
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marked the 100anniversary of the “listing of the syndrome by Dangdon-Down”
by agreeing to find an alternative to “mongoloidymgolism and mongol baby,”
terms that mothers found “repulsive” (Minutes, 19Btder 7). In a third, activist
mothers in the 1960s rejected the narrow definitibfprevention” as it applied to
medical research into specific diseases. Instbéag, lbbbied to find a definition more
suited to the social determinants of disabilitgtttvay interventions would look
towards the “prevention” of such social factorsyadnutrition, prejudice,
warehousing and environmental dangers (Moise, 1976)

Women often filled the most labor intensive roléshe Association. They
were always assigned to coordinate the Nationaf€€ence, a “mammoth task”,
widely recognized as “the organization’s most tenasuming and demanding
volunteer job”. Staff in particular, “dreaded ti@ught of this last major volunteer
role ever being added to the office workload”. (Rer quoted in Minutes, 1968,
Binder 11). Adele McGrath chaired the first Natib@anference and was asked to do
it again the following year. The Association “hopéaat she would agree, but “not
from a sense of duty, against her own judgementi(Més, 1958, Binder 1). Mrs.
McGrath replied that “this is the kind of work séjoys doing and if it is the wish of
the Board she would not mind undertaking it.” Hoeeshe added that, “the 30
hours a week she was spending as a volunteer adadeher feeling strained and in
need of more support” (Minutes, 1958, Bindeni)1961, however, the Nominating
Committee did not include her in the slate for Exee and Board positions. She
was nominated from the floor first for Vice-Presitland then for the Board, and lost

both times. Only men were elected to the execw@neonly one woman to the
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Board. Whatever Adele McGrath’s disappointment, @@inued to serve and even
take on a new portfolio, Chair of the InternatioA#fiairs Committee. Women
chaired both standing committees and special coteasit However, just which
committees they were asked to chair, provides gagapoint to assess how
assumptions about gender were embedded in the idtisots early institutional

practices and bureaucratic processes.

Standing Committees

There was a hierarchy of committees in which hitgltes male members
were asked to chair the more influential committaésh as research, policy,
organizational procedures, resolutions, legislataod nominations. Women, on the
other hand, were put in charge of the less prestggstanding committees on
religious education, education, home care, commdiaison, recreation, education
and the annual conference.

From their written reports it is clear that the wemwho chaired committees
in the young Association had a strong vision aridroémbraced controversial issues.
For instance, Louise Stuart, chairing the Committedeligious Education, urged
the organization not to ignore “the spiritual Idéthe mentally retarded”(Minutes,
1962, Binder 5). In a very spirited 1962 committegort she stated: “Providing
services such as education and habilitation ar@itapt, but no matter how skilled
George becomes on the printing press in a shelteogkshop or industry; no matter

how proficient Mary becomes as a mother’s helpertiheir spiritual depth that will
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comfort and sustain them in times of stress sorrejgction or emotional upset”
(Minutes, 1962, Binder 5). Stuart also introdueedfficial prayer for the
Association but families would not adopt it, ingigtthis was a matter for home, not
community. At the same time, the Education Committeaded by Milla Rasmussen,
undertook two major tasks: (a) an examination défal/provincial arrangements as
they related to (the lack of) services for natietarded children; and (b) a
determination of the feasibility of educational gr@ams in hospital schools
(institutions) being placed under the jurisdictafrdepartments of education rather
than departments of health. This exploratory warksoch complex matters
contributed to “education” remaining a major comcgroughout the life of the
Association.

Under the leadership of Therdsavoie, the Home Care Committee pioneered
an alternative to institutional placements. Faoragltime her vision to establish
opportunities for intellectually disabled persoode cared for in their own home
through big brothers/big sisters, foster care aauybitting arrangements took a back
seat to the “institutions” committee. Home caredmee a dominant theme in the
Centennial Crusade Fundraising Project in 1964imcréasingly central to the
mission of the Association in the years to comeaiMéhile, June Braaten, chair of
the Recreation Committee, encouraged municipalvahthteer recreation agencies
to run programs for disabled children. In 1961 y&er approached the Canadian
Association of Girl Guides to change their membigrshiteria by replacing the
narrow membership clause that read “open to gittls an IQ of 50” with the less

stigmatizing “open to girls who are able to undemst;, participate and benefit from
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the Girl Guides Program”(Anglin & Braaten, 1978;nidtes, 1961, Binder 4).
Through these and countless other efforts to ergibédled children to participate in
sports and recreation, Braaten developed a modeéititess and Amateur Sport in
Canada that gained international prominence (Ms)Ut868, Binder 11).

As chair of Community Liaison, Dorothy Reid callied a broad based
disability coalition. Her 1962 committee reporteaumended that the various

disability organizations join forces to form a “tetbargaining agent for change”:

The day arrived long ago for the serious thoughkt@mstructive effort that
should have been made towards the function ofreadlan Council composed
of representatives of all National organizatiorsking to provide training,
education, rehabilitation for all children and Bsluwvho deviate from the

normal no matter what the deviation is (Minute362, Binder 5).

Reid was ahead of her time. Her call for a broaebalisability coalition was
not heard again until the International Year ofdbied Persons in 1981 (Obstacles
Report, 1981).

The women who organized the annual conferencecie#hly period had a
bold vision. Hoping to provide visibility for thegoncerns, Adele McGrath invited
both Dale Evans and Pearl Buck to be keynote spgakée¢he 1961 conference in
Vancouver. Both mothers had written books abodut theellectually disabled
children. The following year, Louise Stuart suggddhat, “it would be timely to

have one of the Kennedy family — they are all gspélakers and would have great
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drawing power”’(Minutes, 1962, Binder 5). In 1963collaboration with Allan
Roeher, Stuart invited a prominent scientist toresisithe  Annual General
Meeting to encourage the membership to think obigger picture. Roeher and
Stuart believed that “an advanced effort” was ndétteemphasize new progress in
the field and to realize that the themes of a feary ago are sometimes invalid, or

inadequate” (Minutes, 1963, Binder 6).

Special Committees

In addition to the standing committees, women alsgired special
committees and took on particular assignments9621Una Johnstone from
Manitoba, organized a Special Programs European tbdijprominent centers,
schools, sheltered workshops in European countingsh are far advanced in the
education and welfare of retarded children; to gasnght into what we can do better
by way of facilities for retarded children in Camad@Minutes, 1962, Binder 5). The
tour visited Stockholm, Copenhagen, Hamburg, Andstier, London, Nottingham,
Edinburgh, and Aberdeen. Given the cost, $596t38 Jikely that only the affluent
members of the Association were able to join the.td

Women clearly assumed leadership roles whendbesdpened to them and
were generally active as organization members, ngoand seconding motions,
adopting reports, often as a tag-team. But theywtsrked behind-the-scenes on

significant projects for which they only occasidgpakceived recognition. In 1963,

19 The cost of $596.25 included the flight, tour, itegaightseeing, and transportation
through Europe by motor coach.
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Laurie Hall, a Past-President praised a group ohemactivists in the Association
for their successful effort to have the Federal Bravincial Governments hold a
national conference on mental retardation. Thisf@emnce, held in1964, was
officially appreciated by Board members who desatili as “a major achievement in
the life history of the Canadian Association foité&ded Children which has probably
done more than any single previous event to advirecotal cause of mental
retardation in Canada’(Minutes, 1965, Binder 8).

Despite the praise and success of the work by wdessters, internal
pressure existed to create a “Women’s Auxiliarys’éarly as 1959, at the second
national conference in Prince Edward Island, theo&mtion included a session on
“Women'’s Auxiliaries and Volunteer Groups.” CliftbBowey, Chair of the first
Institutions Committee publicly thanked attendeed presenters for building, “good
community relations” in their work with the traimrschools (as the institutions for
the mentally retarded were euphemistically calletha time). Board members again
expressed the “desirability of a session on WomAnsliaries” for the 1967
conference. Some of the women'’s auxiliaries woiksdle the institutions and their
insistence for recognition was part of a larganggte between “community parents”
and “institutional parents” about which more widl baid in Chapter 5. Others, in
Quebec and Toronto, were community based. In 186®Quebec Women'’s
Auxiliary sold saving bonds. In 1967 the Toronto M&n'’s Auxiliary raised $3500
for a student research bursary. But in generahiten’s auxiliaries were
marginalized in the organization that they had besriral to founding. Unlike the

“Kinettes”, the ladies auxiliary of the Kinsmen G|ithe men’s service organization
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that donated a building to the Association in 19/6,women’s auxiliary of the
Canadian Association did not adopt a diminutive edon themselves.

The reference to women in the Association’s minuélected the times but
seems paternalistic today. In his 1968 Executivedor's Annual Report Alan
Roeher stated: “The life blood of our organizatisrstill the busy volunteer whose
own time is limited but whose contribution, givehttde help, is invaluable”
(Minutes, 1968, Binder 11). Whether as appointedrodgtee chairs or as movers and
seconders of motions, the minutes identified wofirehin terms of their marital
status, then by their husband’s initials, and finby their own first names --in
brackets. For example, the newly appointed chaih@Community/Institution
Liaison committee (1959) was listed as “Mrs J.GNW&cDonald (Helen).” The chair
of Special Projects (1961) was presented as “MisFASalloum (Josephine).” This
practice remained in effect until the 1980s.

The ways in which women’s work and responsibsitigere allocated and
ranked in the early life of the Association confiAnker’s (1990) analysis of the
interlocking processes that construct gender. $kedrhow the symbolic indicators
of structure as well as symbolic indicators of indiual identity contribute to gender
stratification. The data in this study corrobordtes analysis. Structural indicators
were evident in the way women were underrepresaitdte National Board; in how
they were tracked into “women’s work”; how theydd the most labour intensive
roles and often worked behind-the-scenes; and hewammittees they were asked
to chair were typically the less prestigious or@snbolic indicators of individual

identity were evident in the references to womethenminutes: first by their marital
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status, then by their husband’s initials, and finby their own first names in
brackets. The next section will show how anothehefinterlocking processes, the
use of symbols and images to reinforce the mass/ifdiminine division, were used

by the Association in fundraising.

Fundraising

Fundraising was a major preoccupation during thky gaars. The
Association adopted two major campaigns to keepthanization financially
solvent — the National Crusade for Canada’'s Meniditarded and the Flowers of
Hope Campaign. This section illuminates how thgssations drew on women’s
gendered identities.

In 1959, President Laurie Hall cautioned that “gsléhe Association can find
a source of funds independent of its members” illdmever be able to “undertake a
program” of research and organizational activi(Msutes, 1959, Binder 2). Three
years later the national operating budget waststiler $100,000. Although the
financial situation improved somewhat in 1964, Exee Director Alan Roeher
reported that “the Canadian Association for Reta&@gildren has the weakest fund
organization structure among major voluntary agesci Canada (Minutes, 1963,

Binder 6)*

X The 1964 budget shows the Association raised $83trough assessments from
its provincial affiliates; received an additiondl8R,000 for the John F Kennedy
Memorial Fund, $100,000 from the Scottish Rite Resle Foundation, $43,000 from
the Foster Foundation, $25,000 from the federakguwent (up $10,00 from the
previous year) and small additional donations (Nksu1964, Binder 7).



100

During the formative years the membership congiatmost entirely of
parents and families. But over time as the Assmriagained momentum, it changed
its activities from service provision to advocacyglahe number of non-parent
volunteers increased substantially. A 1976 sunasdacted to inform a 5-year
planning and fundraising initiative reported thahfparents comprised fifty percent
of the Associatiort? The authors of this survey attributed the risaaif-parent
membership to the credibility, viability, and pubicceptance of the movement and
its objectives. They reported that the intereghefpublic at large in the Association
and its cause was impressive. However, on the b&480 questionnaires and
personal interviews conducted to complete the suthey came to a number of
conclusions: that this broader membership did efk¢ct “above-average wealth”;
that the membership was not a major source of fgriftands; and that Association
volunteers were “first and foremost attuned to merdelivery and only secondly to
fund-raising” (Fund-Raising Study Report, p. 6,d@n11). Unlike many national
voluntary agencies, the Association could notdrsibng its members leading
representatives of the business and corporate caoityrai either the general
membership or governing board level (Minutes, 1®iidder 20). One corporate
executive, quoted in the study, said: “If the Asabon doesn’t soon start enlisting
some influential and experienced businessmen twisds — particularly at the

national and provincial levels, | fear for its ftgll (Fund-Raising Study report, p.18,

12 Fund-Raising Study Report for CAMBtepared by Gordon L Goldie Co. Ltd.,
Toronto November, 1976.
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Binder 11). That fear has hovered over the Assiocidhroughout its history. Not
surprisingly, fundraising continues to be a maj@qgaecupation.

Two styles of fundraising dominated the 1960s. fesritames of the
campaigns suggest, gender played a role in sewasa. For one, the high-profile,
well-publicized and generously resourced campdignNational Crusade for
Canada’s Mentally Retarded, was symbolized by flyen§ crusaders”, typically
“busy men” who flew into communities to recruit etHeaders. In contrast, the
Flowers of Hope campaign was a grassroots, diradtand door-to-door campaign
that depended on thousands of mothers across timrgao write letters, make
phone calls, stuff envelopes, deliver mail and mancheir neighborhoods to collect
donations.

Second, the ambitious campaign plan for what bedaroen colloquially as
the “Crusade” excluded women. It was devised aadueed by Harry “Red” Foster,
a man with personal wealth, social connectionsinegs savvy, and a brother with
Down Syndrome (Foster, 1959). Foster appointed élinkkonorary Chair, recruited
senior corporate business leaders to serve ondnstdry Board of Governors and
turned the campaign into a Centennial Project tnrnemorate Canada’s 100
birthday in 1967 (Minutes, 1965, Binder 8). Futtgplications of this Crusade were
equally ambitious but never as successful. Thissmagundraising campaign
between 1965 and 1967 succeeded in raising $1®mmfibhr a series of demonstration
projects, many based at universities, to incredseaion and technical knowledge in

the field of mental retardation. The most lastifighese was the National Institute on
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Mental Retardation (NIMR) as the Association’s egsf, information and technical
arm.

When the proposal for the “Crusade” first cameh® Executive Committee
in 1964, it was challenged on the grounds thafitwomen out. Louise Stuart (then
Vice-President) asked whether the Board of HonoGoyernors was to be “entirely
male.” This was affirmed by Mr. Foster who explalribat “ten or twenty prominent
businessmen and industrialists in Canada wouldaeed to fill that role.” Mrs.

Hunt, Chair of the Information Committee, asked vthyas “Businessmen only?”
She suggested a need for greater diversity, “aerahgrofessions” from which to
draw. That idea was dismissed and a motion pashkethwauthorized the Officers “to
establish an advisory board comprised of someefdp businessmen in the country”
(Minutes, 1964, Binder 7). Briefing notes for tl@icitation stage of the campaign
advocated getting “the right man to call on théatignan”’(Minutes, 1965, Binder 8).

Much of the seed-money for this Canadian CenteRavject consisted of
donations to the Canadian memorial fund establishedmmemorate President
Kennedy for having established the President’s Ciiteenon Mental Retardation
which brought unprecedented profile to the issuiateflectual disability"*
Supplemented by a $19,000 gift from the Foster Batian, the Crusade was
officially launched in September, 1965, at a Gaianer at the Royal York Hotel
organized by Louise Stuart, one of the organiz&iaromen activists noted earlier.

Rose Kennedy was the guest of honor at the Galavimattended by Canada’s

¥ The President’s Committee on Mental Retardation esaablished in 1962 and
reported annually. The 1976 repdviental Retardation: Century of Decisiowas
especially significant for its breadth and depthioas state of knowledge and
accomplishments in the field over 25 years.
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Governor General, the Prime Minister, the Premigdtario, the Mayor of Toronto
and the “heads of many of the country’s major caapons”(Minutes, 1965, Binder
8). Not surprisingly, the event was covered byarstl television. The Symbol of the
National Crusade, a sad looking little girl witmfphair, appeared on the mast head
of theCrusader the Campaign’s weekly newsletter and was paanoéxtensive
communication strategy designed to appeal to @hapiro, 1993, pp.12-40).

As the organization grew, women continued to belsidd. By the time the
campaign ended, the members of the central AdviBoeyd were “the 70 top names
in Canadian business and industry and commercéd’ avier 300 contacts nationally.
In 1966, to take advantage of the “many excellandalates” brought into the
Association by the campaign, the Nominations cort@aitecommended that the
Canadian Association change its structure and Wyg-lay creating five more
positions for Directors-at-Large to which thesepooate leaders might be appointed.
However, the motion was defeated at the AGM (Miaui®66, Binder 9). And while
the lack of women in the mix did not cause the aefamale bias continued to
characterize the organization’s activities. Theaoigation presented the Crusade’s
National Chairman, Deputy Chairmen and all the Pyr@al Chairmen with
personalized, initialed cufflinks manufactured nesered workshops. In his annual
report to the 1965 AGM in Saskatchewan, Robertuesghe National President at
the time, paid tribute to this group of men, “tharfg crusaders for their flying visits
to seek leadership for the campaigns in the vagpooginces”(Minutes, 1965, Binder
8). Louise Stuart did not receive a mention. Thédwal Crusade corporate

campaign was conducted by an old boys’ network.
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In contrast the “Flowers of Hope”, the parallel gaign was much more a
women'’s affair. Mrs A. Buckwold, a mother from Sagjon, became known
provincially and nationally for having first conged the idea in 1962 (Minutes,
1962, Binder 5). In 1963, local Associations irsl&dchewan and Alberta tested the
Flowers of Hope campaign and discovered its pakfdr fund-raising and public
education. Allan Roeher assured the membershighisatvas “one of the most
penetrating pieces on the market” in his 1963 AhRegport (Minutes, 1963, Binder
6). The Association offered its full support andified all the provinces. During the
1960s well over 100 local associations across th@tcy conducted Flowers of Hope
campaigng? National Association staff and volunteers coortédahe production of
promotional materials. The campaign included sd&trategies. A direct mailing of
flower seeds representing “hope” was sent to haldstaround the time of Mothers’
Day. Dorothy West, Chair of the Ad Hoc CommitteeFdowers of Hope described
the seeds as “a conversation piece” (Minutes, 1BBitler 10). The idea was that
children would plant the seeds and watch them gvbile families would associate
mental retardation in their minds. The direct nmgjlalso contained a blank cheque
and a pre-paid return envelope for the anticipdtatation.

Other components of the appeal included a camsignbol of a “broken
heart” designed to exploit this theme of tragedy afiliction; a rescheduling of
“Retarded Children’s Week” to coincide with Mothdbay to increase the emotional

appeal of the drive; the production of “Hopeful IHeBags” that read: “If they could,

14 Statistics about Flowers of Hope activities analha find but the 1976 Fund-
Raising Study suggested the 65% participationregieesented 100 campaigns,
largely conducted in Alberta and Ontario.
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they would ask for help and when they can, theytwédnk you!” and the
broadcasting of special recordings to millions oines.

Public education spots were carried by populavigien shows of the time,
including: Ben Casey, the Lucy Show, Ed Sullivargyte and Shuster, Hockey
Broadcasts, Big Four Football, Bonanza, Don Messarbilee, Juliet, Walt Disney
Presents, and The Saint. Highly visible spots wseralarly found on the French
network. Campaign manuals and promotional matewal® designed to support
local efforts, including place mats, window stickdapel pins for canvassers, text for
church service bulletins and thank you cards. Ritplkits and fliers were produced
encouraging local Associations to invite their m&yor notable personalities to plant
seeds in honour of Mothers’ Day and the Flowerdabe campaign. The slogan for
the May 1965 Retarded Children’s Week campaignroecdA Flower of Hope Unit
and a Knock on the Door for every Canadian Home.”

The fundraising campaign in Quebec was particuladgrous. In 1964, the
Provincial Association distributed one million Flewg of Hope units to 50
municipalities and launched the Centennial Rosezégn. The Lakeshore
Association in Montreal sponsored a nationwide cetitipn to select a rose for
Canada’s Centennial. Mothers sold rose bushedlisttad test gardens, organized
voting and recruited judges. Three varieties wé@sen and patented which meant
that for every rose bush sold the Quebec Assoaiatioeived 10 cents and an
additional 60 cents a bush from several Rotary €bo adopted “mental

retardation” as their own Centennial project. une 1966, “Air Canada chartered a
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flight to present the Centennial Rose to Her Mgj€xtieen Elizabeth” (Taylor, 1967
p.22).

Despite such massive efforts in the early yeaesreBults of the Flowers of
Hope campaign were disappointing. The Board’s egbens had been raised by the
success of other disability charity fundraisin@tgies, notably the Marching
Mothers door-to-door campaign to eradicate poliavie, 1999). The Board learned
that although in the United States, the March oh&s raised only $40,000 in 1938
by 1953 the charity had exceeded $5 million in tlestr alone (Bakal, 1979). The
Easter Seal campaign for “crippled children” anel @hristmas Seal campaign for
Tuberculosis prompted the Association to considetidrs’ Day Stamps. However,
this strategy was never adopted at the national.l@he Board did raise the profile
of the fund raising campaign by giving considenatio renaming many of the
summer day camps for the retarded “Camp Floweksople.” The Calgary
Association, seeking to boost their campaign, heecbthe idea of a poster child
from Easter Seals, their “Timmy and Tammy”, andaged for a full page
advertisement featuring a “retarded girl as Mispéfan May 1966. The marketing
and selling of Christmas cards required a simitasgroots effort by mothers. The
earliest cards were designed by disabled childremselves; later, influenced by
UNICEF, the selected designs combined pictures kief explanations. In 1970
Eileen Kleinsteuber, Chair of Christmas Cards Cotta®j reported the new cards
showcased “our people” doing beautiful work in ceies, leather, metal work and to
show “that our organization is winning, that ouopke are amazing us with very

beautiful products and worthwhile results” (Minyt&870, Binder 13).
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Despite the countless volunteer hours undertakemdogen to stabilize this
program nationally, by the 1970s it faltered. Cotteei Chair Dorothy West
attributed the failure to “a garden of hope withsufficient caretakers at the National
level’(Minutes, 1970, Binder 13). However, a moedf-seflective discussion at the
Board on whether to continue the program revediatithe “pity” aspect of the
promotion had contributed to the decline. In 19¥@pecial Committee was

appointed to evaluate the program and reported:

archaic concepts of hopelessness, dependency .is¢aded and that the
retarded emerge in our message as a person wlabitides and is capable of
achievement....projecting people who physically appei@rded is
particularly damaging to the dignity of the majpritf disabled people. [It
was] too high a price to pay to emphasize negdéigtors in order to raise

funds or attract membership (Minutes, 1970, Birx

The Committee strongly recommended that “heartsflameers” and the concept of
“hope” should be “discontinued in light of the adeas and progress that have been
made for and by the mentally retarded in recentsygMinutes, 1970, Binder 13).
This history of fundraising campaigns in the egegrs of the Association
demonstates how gender distinctions and hierararg wxpressed in ideology and
cultural practices in the organizational contextKér, 1990).Images of masculinity
and femininity were reproduced by the Associatlmough language, ideas, symbols

and emotions in its message to mobilize and inflteesupport (Taylor, 1999).
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Conclusion

This chapter has demonstrated that women wereeag$iwolunteers, leaders
and fundraisers within the organization. But thispainderstood that to develop the
organizational solidarity and ensure its growthythad to develop an effective
national identity. The needed identity was graduiltged as women brought
forward a range of issues that reflected their deeferstanding of “mental
retardation” in its broadest social and politicahse. As mothers, they identified
concrete problems that affected them and theirlfasiin their neighborhood and in
their community. Acting in accordance with “femalenscious” (Kaplan, 1997) and
“gendered obligation” (Abramovitz, 1999), they lead to mother as activists
(Naples, 1998b). While mothers were not alone iicing their concerns over
problematic matters, by wrestling with the issuaking positions and speaking out,
they acquired the skills used to lead new campaidimere were two important
issues that prompted their attention and actigdherearly years.

The first and most pressing concern was the tlofeaticlear war. In 1960 a
group of women in Toronto founded the Voice of Wont@ promote peace and
disarmament. Within months thousands of women ghitending credence to the
claim that the Voice of Women was “the seedbedHersecond wave of feminism”
in Canada (Rebick, 2005, p 3). In a famous campamgmbers collected baby teeth
from mothers across North America to demonstragh lavels of strontium- 90, a

product of radiation. This was part of a strategpersuade U.S. President Kennnedy
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to stop nuclear testing and to dissuade CanadiareRVinister Pearson from
bringing nuclear arms into Canada. Mothers of deshbhildren recognized that “an
increase in background radiation due to nucle&ofa will raise the percentage of
children born with physical and mental handicapsd an 1960, they introduced a
Resolution to the Association’$*#nnual General to stop nuclear testing (Minutes,
1960, Binder 3).

The second issue was a problematic law: a resgiétmerican statute
governing border crossing from Canada to the UyShiddren and adults with
intellectual disabilities. This was a well-knowndaiong-standing problem that
especially irritated families because of the regmients that they notify authorities
before undertaking any travel and that they posirarefundable bond. Families
described the humiliation they felt having to paga so that their disabled child
could cross into the U.S. or having to hide thaitccunder a blanket in the back seat
until they went though the border (Minutes, 196Bd@r 12). In 1965, as Vice-
President of the Association, Louise Stuart pug v on the agenda because
difficulties were being encountered by both Canadiad American families with a
disabled member who tried to move across the ratioorders on either a permanent
(immigration) or temporary (visiting) basis (Mingtel965, Binder 8). Both National
Associations made some joint headway on immigraggulations, but it took three
more years of advocacy and lobbying to solve tloblpm for temporary crossings.

As the first woman to serve as President, in 1968mshe stepped down

from office Louise Stuart reflected on “the firsilefi. She stated:
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A decade ago, what parent, searching out anotlienpaith a similar
problem and hoping to do something to help theardate, such as a special
classroom, could have possibly dreamt that in 1868 would be sponsoring
modern special schools, small group residencefesba workshops, and
viewing television broadcasts dealing intelligentlgh the problem that they
faced — or in 10 short years launching a $15 nmilBeries of highly
sophisticated demonstration and research proj¥¢esiave gone the first
mile, and | wish | could say that the second miik e easier. | am afraid

not...(Minutes, 1968, Binder 11).

This chapter provided an historical overview of thending of the
Association. Conceptually, it is guided by Ackgi1®90) theory of gendered
organizations and Taylor’s (1999) analysis of gemulecesses in social movements.
It focused on gender processes in three organiadtamntexts that characterized the
first decade: volunteering, governance and funorgsr hose institutional practices
provided a vantage point for investigating how eddszl assumptions about gender
influenced women’s participation.

The next chapter turns to the activist mothers wlod up the challenge of
Louise Stuart’s “second mile.” Jo Dickey, Audregl€and Paulette Berthiaume
encountered numerous stumbling blocks as theylad\kat next mile, individually
and collectively. Notable among these was the Aation’s “gender regime”
(Connell, 1987, p. 120) whose divisive roots tookdhn the first decade. Their

biographies reveal how the disruption of their takar-granted life through a
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personal experience became a social experiencdiamthey developed an
oppositional consciousness that enabled them tthe@ediscontent as systemic.
(Krauss, 1998). The following chapters will invesiie further obstacles activist
mothers faced and how they overcame the odds te Wiy campaigns to close
institutions and secure human rights. It will berséhat critical to their political
success was the formation and development of soetalorks at the grassroots and

community levels.
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Chapter Four

The Activist Mothers

Introduction

In October, 1985, the Canadian Association’ 2®nference and Annual
General Meeting was held in Alberta, Canada. Leadiamen who attended that
meeting came with a variety of issues they wantkttessed at that Conference. This
was the first time Jo Dickey, Audrey Cole and PtelBerthiaume met on the
national scene. They held different positions aad tifferent responsibilities, but
they were unified in their determination to urge thembership to take progressive
positions on social issues. Jo Dickey, Chairperfdhe National Institute on Mental
Retardation, was from British Columbia; she hadappsal to change the name of
the Institute. She was showing solidarity with deapho had been labeled “mentally
retarded” themselves and who had campaigned toth&/eerm removed from the
Association’s name. She also wanted to publicizeph&vincial government’s
response to deinstitutionalization; the province weoving residents out of one
institution only to place them in another. She wdrthe National Association to
advocate strongly that residents were moved tooggpjate community settings. Until
this point the organization had only conductedtitenriting campaign. Audrey
Cole from Ontarig was Co-Chair of the National Advocacy Committed an
candidate for Vice-President having been recomnutbgiehe Nominating

Committee. She was commissioned to prepare a bawkdrpaper on amniocentesis
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for a scheduled debate at the Annual General MgeShe brought copies of her
report, “Prenatal Diagnosis: Why?” and a draft heson. She wanted to spark
national action opposed to genetic testirgulette Berthiaume was a delegate from
Quebec. She led a growing parent group that melilia response to the government
inquiry into institutional abuse at Riviere-des-iRes where her son lived. She
wanted to alert the Board to the struggle for déunsonalization forming in Quebec
that had implications for the other provinces. 8ls® came with a specific request
from the parents’ group for financial support.

The issues of deinstitutionalization and humantsgtould not have claimed
national attention that October, 1985 unless thesevalready supported at the local
and provincial levels. Having it on the nationaéada by 1985 was a testament to
mothers such as these who laboured in the treriohgears to build support in
addition to their own credibility.

This chapter draws on the women'’s narratives tbllggt significant
moments in their political lives; it reveals theaneng the work held for them and
emphasizes how their commitment was shaped. Frésfidd introduction to a local
Association which offered a preschool program foew she would lead a national
campaign to close institutions by redirecting goveent funds away from bricks and
mortar to funding individuals returning to theimomunities. From Audrey’s initial
editorials in a parent newsletter for the ChildeeBevelopmental Centre which lan
attended, she would write policy briefs, resolusioand by-laws to push the National
Association towards greater recognition of humghts. From Paulette’s beginnings

as secretary to a small group of parents whosdrehillived in the same institution as
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Louis, she would find her activist voice to expadeises at government operated
institutions in Quebec and bring that passion topnesidency at the national stage.
Together, the biographical accounts in this chaggér historical context told from
below through which to locate the campaigns thesgist mothers took up. The
chapter is guided by the question: “What does lesduie look like when women’s
voices are at the centre of analysis?” (Sacks, ,1989). The next two chapters will
focus on the campaigns themselves. But beforenmito the details of the
campaigns it is important to examine the particaiezumstances that led Jo Dickey,
Audrey Cole and Paulette Berthiaume to join theo&sgion and work in it by
drawing on extensive interviews conducted with tHemthis study*®

The merit of collecting biography is acknowleddmdAstin and Leland
(1991) and Taylor (1999). Astin and Leland see t@pgy as “a means of
understanding the antecedents of activism andgadsie driving force in leadership
behaviour” (1991, p.160). Taylor recognizes the 6&on cultures” cultivated by
women'’s interpersonal networks and the significasfdegitimizing “attention to
participants’ feelings and personal biographiefié Sees this as a means to challenge
the division between the “public” and “private” sghs (1999 p.27).

This chapter now turns to the biographies avettmothers. It begins with Jo
Dickey, continues with Audrey Cole followed by Petté Berthiaume. Each account

is organized in two sections. Section One: Anteoti® Activism explores the

'3 Unless otherwise indicated all quotations aretam interviews conducted between January 2004
and July 2005. With Jo Dickey on January 15, 20@hcouver), February 28/29, 2005 (Toronto),
April 15, 2005 (Toronto), and July 10 (2005); Wigkudrey Cole on March 15, 2004 (Smiths Falls,
Ontario); November, 2004 (Toronto) and July 10,2(0 oronto); With Paulette Berthiaume on

March 14, 2004 (Ottawa)and July 10, 2005 (Toron#d¥ocus group interview was held with all

three on July 10, 2005 (Toronto).
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circumstances that contributed to mother’s activisrder three sub-sections: (i) the
onset of disability; (ii) the experience of disayildiscrimination; and (iii) external
influences. Section Two: Activist Activities invegtes their activism at (i) the local
level and (ii) the national level. A third sectid@ection Three: Styles and Skills of
Activists analyzes their different methods andritdédy drawing on the mothers’ own
narratives and literature sources that apply ari&hanalysis to women’s leadership
in social movements (Astin & Leland, 1991; Sacl&38; Bernal, 2002; Bookman &
Morgen,1988). These conceptualizations of womesdsiérship inform the analysis
of three sets of activist styles and skills repnése by the three women in this study.
Jo Dickey mobilized the Association as a Catalfsitjrey Cole troubled the
Association as its Conscience and Paulette Bertieaempowered the Association as
a Capacity- builder. The chapter concludes witlaalysis of mother’s activism and

gendered identities in the Canadian AssociatiofCmmmunity Living.

Jo Dickey

| was invited to Australia in the mid 1990s to me#h families and talk about how
we closed the institutions in British Columbia. \Wharrived, the immigration
officer said, “So you're Jo Dickey. Have you séa®m morning paper?” And of
course he knew | hadn’t seen the morning papethé&en sitting on a plane all night.
So he shoved it across the desk and it [the hegldiead, “Activist from Canada

arrives in Australia.”
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“Well,” he said, checking me over, “you don’t lobke much of an activist to me.”

Antecedents to Activism

Onset of Disability

Jo Dickey's son, Drew, was born in 1955 in Vancoudthough Jo saw he
had difficulty breast-feeding, he was sent homenftmspital as though nothing were
the matter. Three public nurses came to the houseparate occasions and each left
saying, “he was fine”. When her mother noticeddaslobes were blue, she took him
to a specialist who diagnosed a “hole in his heBrtew was then six weeks old. In
1955, pediatric heart surgery was not availablstelad, the doctor wrote a
prescription, predicted Drew had six months to,lsed sent him home. Drew would

prove the prognosis wrong and live until 2004.

We knew there was damage and ...from then on it wes fBut] it meant
every day we were thrilled to have him. Never inwmlgdest dreams would |

have expected he would reach 49 years old, never...

A neighbour, who also had a disabled child, tol&Bout a preschool program
run by the local North Shore Association for thentédly Retarded. She enrolled
Drew three mornings a week, started to attend mggtand gradually got drawn into

the work of the local Association. For Jo, the demgct of joining a group was an
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important first step to get beyond the sense daism. As Maclvor notes (2001),
women are often more comfortable in informal groapd ad hoc activities that

combine with child care than conventional politiaativity.

In your naivety you just see what needs to be dooeuld see families,
mothers in particular, needed a place to talk beiomothers...There was a
very nice pediatrician on the North Shore but Ildever understand why
she took objection to one mother talking to anotiiée might say the wrong

thing and the wrong thing would be to give hope.

Stimulated by his family and the pre-school progr®rew gradually began
to say a few words. However, when he was two amalfaJo had a kidney transplant.
Medical complications kept her in bed for 18 monthsich of it in hospital. Visiting
rules excluded children. Drew reacted to this s&p@r from his mother, which came
at a critical stage in his development, by ceasinglk and withdrawing socially. At
times Jo’s husband was forced to rely on strangepsovide child care, “just
anybody off the street.” The financial implicationsre devastating for the family,

their “budget and everything went down the tubes.”

Disability Discrimination

North Vancouver was a small community which mehat everybody knew

what she was going through, but “nobody came” tercfupport.
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When you first learn your child has a disabilitpmediately, immediately
you are in a class of your own. You're differerduy child is different, people
treat you different, expect more of you, blame fanthings, and it's not that
they mean to, it's just what happens...People iggotein stores or they tell
you your child is making too much noise. So yotetgkur kid out and you

never go back.

When someone from her religious congregation fineédime it was not to
offer help, but to ask for money and lecture hemiat attending services. That was
when she became “put off with the Church.” Aliemabe®m the formality of a faith
community, she came to recognize, “my church wasaDrJo threw her energies
into the North Shore Association. She became trar@h 1965 which led the
Association to take some radical positions. “Tokngwledge we were the first in
Canada to appoint a person with an intellectuahdigy to the board — this was the
mid-1960s and people were uncomfortable, but he gavnsight.” Before long she
was attending provincial conventions and sittingzanous committees of the British
Columbia Association for the Mentally Retarded. Hemmittee work focused on
residential services which then meant changing owpal by-laws to permit the
building of group homes and confronting neighboworhcesistance, widely

recognized as the Not In My Backyard (NIMBY) syniahe.
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Meanwhile, Drew continued with his education, atieg a segregated class
for disabled children. Jo recalls that althougihad “lost the spirit to talk,” he

seemed happy enough until he underwent a psyclvalagist.

At 13 somebody decided to give him an IQ test wimciny view should be
banned...and then the school acted on it ... so ingtkawving him up with
the kids he had been with, moved him in with clgtdwith no language. He

became frustrated and | had to take him home.

His mother became the focus of his agitation, beeaas she explained, “in
his mind | was to blame for separating him fromfhisnds, and | was the one who
should have done something.” She applied for gowent funding, requesting $7600
to hire someone for a few hours a day, but wastlidown. Drew became more
threatening and aggressive, and Jo could no langeage. Eventually, she and her
husband Rob, sought help. The “help” they werereffeconsisted of placing him in
Evandale, a mental institution.

Drew was admitted to Evandale where he stayedfeetmonths, during
which time Jo was not allowed to see him. Then,mghkt, without letting her know,
he was moved to the Woodlands institution in NewstWvinster. Woodlands School
in British Columbia was the largest congregate &acgity for people with

intellectual disabilities. The following morningesheceived a call:
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| drove to Woodlands. The Superintendent (who tadhed the Psychiatrist)
said to me, your son is here. Yes, | said, anot#kes me the rest of my life |
will get him out of here. It's the last place | vidmm. So of course | was
tagged right there as a trouble-maker. There wiesk where you have to
check in but I learned what ward he was on so t gempg. There was a
heavy door, and when they opened it | put my fooThey offered to bring
him to see me but | said, No! | am going to seesary. So for about a month |
went everyday and | sat with him. They hated gytjust hated it...if you've

ever seerCuckoo’s Nesyou know exactly what those places are like.

Getting him out was not the problem. The problers wat like parents in similar
situations across the country, Jo Dickey had tadeelsetween keeping her son at
home without adequate support and provide 24-hang kerself, or leaving him at
Woodlands, a traumatic environment where negleabase would be a near
certainty. Instead of granting her modest requas$7,600 a year to care for Drew at
home, he ended up in a provincial facility thattc®&,000 a year. Jo became
increasingly afraid that the environment was posigous risks to the health and
well-being of her son and others. With Drew in ith&itution, she became more
deeply involved with the Provincial Association base, she said, “It was only way |
thought | could close Woodlands.” She remembersritaey names she was called
and learned to confront those who considered h&tehgal, overbearing, and a
“trouble-maker” — in short, a “bad” mother (Laddyl@a & Umansky, 1998).

Propelled by her role as Drew’s mother, she canuhatienge the dominant
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definition of motherhood itself (Naples, 1998b)thdugh she lived in an era when
maternal absence was believed to be devastatirggdbild’s emotional development,
being a “good” mother where disability was concdrneeant handing your child over
to institutional care. Jo was not prepared to tgoad mother” under those

conditions.

External Influences

Although Jo Dickey had never been active in amaonization, her personal
circumstances led her to political activism (Mill959; Stehlick, 2000). She quickly
showed evidence of the feistiness and social aveasetat led her to be made Chair
of the North Shore Association. As a young womamiog of age in Saskatchewan
she made several attempts to find work she likext.fether pressured her to enroll in
a business course which she found “so boring”shatrepeatedly skipped classes.
When the school called to report her absenceseshembers, “it was the only time |
saw my dad disappointed in me.” She applied to flenNavy, (she was told to grow
up and come back in a few years), and consideresingu(she was discouraged
because she was told she was too small). She taeteptionist job in a hospital
physiotherapy department. Despite having “neverchetphysio before,” she liked it
and decided to apply to the degree program at Mefilversity. She recalls arriving
in Montreal “75 pounds soaking wet,” only to findrhinstructors and classmates
were “all Amazons.” As a result of her size she tthough a “rough time

personally” because faculty and students repeatadty to get her to quit. But they
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underestimated her tenacity: “I passed the exanthnwtheir disgust.” The anger is
still just below the surface as she recalls herfeéns and early twenties and the
message she heard: “Because you are small youfitpatd neither can you do
anything. Size eliminates you.”

After graduating she moved to British Columbia &mahd a job in a
children’s hospital. Later she worked in a vetesdmspital in Vancouver where she
met her husband, Rob. Working in different kindsnstitutions as a practicing
physiotherapist she concluded that life for peapdgde was “pretty poor.” She would
say of these experiences, “I had seen enough tw kit institutional settings did to
a person.” This did not lead her to take them omwdver, and she gave up working
when her children were born. It was only when stoed the institutional dilemma
personally, that she became a social activist tiit@isense of gendered obligation to

fulfill what she believed society expected of hemamother (Abramovitz, 1999).

Activist Activities

Activism at the Local Level

Once Drew was admitted to Woodlands School sherbegadvocate in
earnest. She lobbied her Provincial Associatiopush for community-based
residential options as an alternative to institugidoeginning a bitter and acrimonious
struggle. The Association’s membership included yriarstitutional parents” who,

concerned about their children’s care, pressure®trard to advance programs and
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services inside the institutions as well as sttesgtrelations between the training
schools and the broader community outside. “Comtgyoarents,” on the other hand,
insisted the Board endorse the trend to smalleemntealized units, and demonstrate
that commitment publicly. In this debate, Jo Dickegonsistent and progressive
position was hard to ignore. Though not explicitlyestigated for this study, it may
be assumed that gender was a “subtext” of orgaaiztlife at the provincial level
as it was at National (Taylor, 1999). Neverthelegsether because there was a
vacuum of leadership or because of her hard wadkt@macity, in 1973 Jo Dickey
was elected Chair of the British Columbia Assooiafior the Mentally Retarded for
a two-year term and re-elected in 1975. Her expadupdélic role was fuelled in part
by the fact she was still hurting, personally, frima Association’s rejection of
creating a community-based home for someone “aeagige as Drew.” Although
elected with a clear agenda, she faced resistaogerhost members on her
Provincial Board. Many felt superior for not havigyen up their children and
resented any possibility that funds designated@donmunity services might have to
be shared as a result of deinstitutionalizatiorer&lwas resistance at the local level
too. She recalled, “I've never felt so abused inrg life as when we went around
telling people we were going to close the instanti But becoming active and
getting political are not the cultural roles sogiekpects women to fulfill (Sangster,
2004; Bernal, 2002; Kaplan 1997; Herda-Rapp, 2000).

She felt trapped, unable to move forward on theeshe considered most
vital, until an opportunity presented itself. Imdary 1976, Gunnar Dybwad (who, as

seen in Chapter Three, was a renowned expert ifieldg toured Woodlands while a
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visiting professor at the University of British @ahbia, saw the deplorable
conditions there that became the subject of a plétiure. It was reported on the
front page ofThe Vancouver Sumninder a headline that read, “Conditions at
Woodlands so bad school should close” ( Januar{236). This exposé would

prove a catalyst for action. As one official histof the Association put it:

Upon reading the press coverage of Dybwad’s spegshywoman whose
daughter was in Woodlands called the British Colian#issociation for the
Mentally Retarded to express her concern that “mlgseems to be
regressing instead of developing” in the institati8he asked that someone
meet with her. Soon afterwards, a staff personth@dhair of the Association
who was herself the parent of a son living in Waodss, visited the woman’s
home. With two other mothers present, the pareegsib to speak about their
children, the experiences of institutionalizatiow dheir fears. (Roeher, 1991,

p. 156).

Jo Dickey was the Chair of the British Columbia dgation who made that
home visit. Until then it had been impossible tcetnather parents because a
confidentiality rule prevented staff from revealithgg names and addresses of parents
whose children resided in institutions. She rememhew excited she was
anticipating meeting other Woodland mothers anakihg about what they might do
together. “I'll never forget, | got out of the caind said, maybe this is it and maybe

this is it.”
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Thus began the Woodlands Parent Group, a core grompthers all of
whom, initially, wanted the institution to closes Ao says about one of the other

mothers in the group:

Jackie, and I don’t remind her of this, broke do®he thought this was the
end of the world, her world, she was so afraidefdon coming home. If it
closed, what was she going to do? And that’s whadtrfamilies felt. The
core included eight of us, people like Jackie. S@raee very nervous and |
didn’t blame them, some of us were pigheaded atetrdeed and it didn’t

take Jackie very long to turn around.

Then, the Woodlands Parent Group evolved a plédmmdaden their base of support:

We started getting names... it was a bit of a se@vetknew the institution
had a newsletter which they sent out, so we adked could put a flyer
inside saying very subtly we wanted to make sonaagés in Woodlands and
if you were interested in joining us, make a chetkk and send it to such
and such an address. It was safe enough for theinsttdoute...and we got

back 325 answers. All of a sudden we had a coesitty

The informal network grew to a grassroots orgaropatlThe Woodlands
Parent Group was now in a position to lobby forngea First they addressed

changing the situation in which their sons and #&erg were living but it did not
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take them long to realize that no matter how muomey was poured into it, how
many changes they demanded, nothing would makgeldéice a home. Within a year
they requested a meeting with the Minister of HuRasources who responded by
offering to invest two million dollars to make Ite best institution in the world. Jo

Dickey remembers that meeting:

Instead of applause there was dead silence. Yow kvitat we said,
unrehearsed? We said, “we’re sorry, we thank yay reich, but we don’t

want it. We don’t want you spending money on a ephthat cannot work.”

After they suggested he take his two million andgok to Victoria, he asked
what they wanted instead. “We want to take thenmt@live in the community.” He
asked who exactly they wanted to take out and &tleshouted back, “Everybody!
Everybody!” In thinking about these events laterDickey wrote, “When | think
about it now, | just can't believe we did that.dntt know how we had the guts. It
was just how determined we were that this was tfemgvway for our kids to live
(1978). She began to develop a critical conscicstieat informed her action and
direction. The ideology of motherhood, typicallpdered invisible in the private
sphere of women’s work, became a source of powtraipublic sphere (Krauss,
1998).

The Woodlands group now focused on developing pqwal for a
community-based system of services as an altemsdiinstitutions like Woodlands.

Writing proposals was not Jo’s forte but recruittatgnted people with expertise,
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was. By February 1977, their proposal was on tis& déthe Minister of Human
Resources. By the fall, the government endorseddheept and announced their

commitment to close all institutions in the Proeraver the next ten years.

Activism at the National Level

Jo’s activism provincially brought her to natiomdtention. She attended her
first National Conference as a voting delegate f&nitish Columbia in 1970 and was
soon invited to join a Task Force on Residenced9if she attended a Policy and
Planning Conference at Geneva Park, Ontario. Shleesput in support of a
resolution that urged the Canadian Associatiorréonete community alternatives to
institutions actively and publicly. For reasonsttwédl be examined in Chapter Five,
this resolution was defeated. This dismayed Jo, bdlieved that any hint of caution
at the national level would only weaken the posiid local and provincial
associations when they approached governmentsifpgost for community-based
services. Another mother, Audrey Cole, stronglyrexped the same view cementing
a friendship based on mutual frustration at theo&stion’s cautionary stance.
Furious, Jo returned home and as President of tiislBColumbia Association wrote

an angry letter to the National President, Rolliges:

At this time when the Canadian Association for Mhentally Retarded and
provincial Associations are making the strongesisgale representations to

government for more and more support for commuymiggramming and the
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phasing out of the institutions, such an admissiommbivalence on basic
policy puts into their hands a ready-made reasorefasal — to say nothing
of its impact on our sincerity...To allow the infeoenof compromise and lack
of confidence in our own beliefs must surely bertiast damaging kind of

admission our association could make.(Minutes, 18ftder 18).

Jo Dickey served as President of the Canadiancfeggan for three years.
The most significant act of her term was the “Mdeiéo Retreat” she organized in
1980 to revitalize the Association. Closing indtdns was on the top of her agenda
but it was by no means the only issue. She inclymegle with intellectual
disabilities in the work of the local associatiamich she also included at National.
As she stated, “I was really passionate about Hete we had an organization in
which the people most affected had no voice. | ghoit was a travesty...l was
absolutely convinced that if | had anything to cimite it was this.” In 1979 she
created the “Consumers Advisory Committee” to dsthhiheir role and formalize
their relationship with the Board. She also orgadia petition campaign across the
country that succeeded in convincing the Ministefustice to include “mental and
physical disability” in the equality clause in n€harter of Rights and Freedoms. She
also prepared the Association for taking up theg=gn against sterilization which,
as will be seen in a following chapter, took offli@81.

In the same year Jo became National Presidenhrslight Drew home from
Woodlands. “I went out to get him, | brought himnby house for dinner and | never

took him back.” By then her group had secured @&l funding to establish the



129

Community Living Society with the responsibilityo*assist handicapped persons in
institutions to move to the community in orderite$ as independently as
possible”’(Roeher, 1991, p.160). The governmentezbte undertake a “pilot project”
which would redirect the annual allocations usethtontain an individual resident in
Woodlands from the institution into community sugpoThat meant that Drew was
able to move into an apartment in Vancouver witikeelother residents and with
support staff (Roeher, 1991, pp. 73-79).

Jo’s activism continued after Drew left Woodlands after her term as
National President. Her passion to close instihgibought her to Montreal in 1982,
at the invitation of Paulette Berthiaume and ofherilies in Quebec eager to bring
residents out of Riviere-des-Prairies but withdwt €xperience or know-how. Jo
remembers that visit, and others that followed: e"Were far enough along and could
offer comparative comfort that it worked.” Pauletteuld travel from Quebec to
British Columbia to see first hand how the Woodkpdrents did it and though it
would take her another decade, she like Jo, wontiénly get her son out but agitate
to close institutions in Quebec in the process. ddrapetencies she acquired as a
result of Jo’s advice, help and encouragementacharizes the role of social support
in fostering women'’s leadership (Bond & Kelly, 1984

In March, 1986, Jo Dickey was granted the prestigibhérese Casgrain

Award by Health and Welfare Canad#or her contribution to improving the social

18 The Community Living Society received $238,000dore funding for the first
year, and funding for the purchase of servicesoufil8,000 per year per individual.

5. The Thérese Casgrain Award was establishednoneasnorate the work of
Thérése Casgrain(1896-1981) and honour those wedemonstrated a lifelong
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fabric of Canadian society. That same year thadBriColumbia government
announced its firm intention to close Woodlandd 891, although in reality it would
take a further five years. In October, 1996, Bhiti3olumbia became the first
Canadian province to make the full transition tanawunity living when Woodlands,
the last of its large institutions for people witttellectual disabilities, was finally
closed. Jo’s ongoing commitment to parents leddehair an “Assembly of
Families” during the 1994 International Year of temily. Although it was “parent”
activists who were invited from each province agwitory to revive the national
network, it was mainly mothers who participated. Dickey’s accomplishments were
recognized at a conference celebrating tH&/&niversary of the Community Living

Society in 2003. She remembers with delight, tbeygold about her at that event.

The first time | ever saw Jo Dickey was when she walking to the Day
Room to visit her son. When she left | asked onefinstitution
administrators, “who is that woman?” “Oh, that'sDickey. She thinks she’s

going to close Woodlands.”

commitment to volunteering. The award is preseatatually to two Canadians, one
man and one woman whose volunteer efforts haveleédllow citizens to
participate in the workplace and/or their commusitiand who have demonstrated
leadership, creativity, cooperation and hard warkdvancing a social cause. Thérese
Casgrain was involved in provincial, national anteinational social justice
organizations and was one of the pioneers of thmewds rights movement in
Canada. As founder and later President of the Quiebague of Women’s Rights,
she helped Quebec women gain the right to vot®4® land was instrumental in
making women the beneficiaries of family allowargbeques. She was the leading
post-war proponent of women’s participation in goweent in Canada. In the 1960s,
Thérése Casgrain participated in the World Disarer@#r@onference, where she was
the only female Canadian delegate. She was appldintine Senate in 1970 and
became a Companion of the Order of Canada in 1974.
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Jo would never underestimate the significance aff dichievement: “It's a watr, it's

just a war...What we did was truly revolutionary.”

Audrey Cole

Our struggle is long-standing. It will not only dorue but will gain strength with
every denial of a fundamental right to any persbary age with or without
disabilities in this country... Outrage, as you knoar be a unifying force for the
achievement of social justi¢€ole, in a letter to Ontario Education Ministehdo
Snobelen, published in Directions, Ontario Assacrator Community Living

Newsletter, Vol. XV No. 1, Spring 1997).

Antecedents to Activism

Onset of Disability

Audrey Cole gave birth to her son, lan, in Otta@atario, in 1963. She
remembers how she had only a moment with him beforses took him away. “I
had a little glimpse of his face and had seen soimgin that brief look. They took
lan away to see a specialist who diagnosed his Deymarome. | was not included in

any of this ... it actually felt like a conspiracy”.
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Yet she was not altogether surprised. The thougttther pregnancy might
not be straightforward had previously crossed hedmvhen she noticed she was the
oldest pregnant mother in her pre-natal classatinit until lan was finally brought

back to her on the second day that she could sdeefself.

| cried for hours and hours and hugged lan andhotdhe would be safe. |
just kept stroking his club foot which was benttighto his crotch, and | told
him I wouldn’t let anyone treat him like othersridw had been treatedl..
knew there was something different about my wathiwking and | saw the
first night as the beginning of setting forth omsthing that would be

different... I was an activist right from the beginning.

By the time she got home from the hospital, hebhod Fred, a librarian with
Health and Welfare Canada, had stacks of booky feadher to read. When she
went back for a check-up, her obstetrician tolddter had given birth to a
“Mongolian idiot” which “annoyed” her. But their faily doctor gave them a
“tremendous start.” Unlike many other general ptiacters at the time who
recommended institutional placement to familiesimilar circumstances, he was
encouraging, telling them, “lan’s a baby and thatls/ou need to know. Babies need
lots of loving and caring and if you take caretadtt other things will fall into place.”

Most importantly, he gave Audrey the address ofdlal Association.
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Disability Discrimination

Audrey joined the Ottawa and District Association the Mentally Retarded
in 1967 when lan was three and a half years oldattésnded the pre-school program
it provided three mornings a week until he wasvgiren he no longer qualified for
funding. “That’s when we hit what | thought wasghts issue,” she said. When he
reached seven years of age, in 1970, lan was logtead to go to public school
because he did not meet the admission standasisked by the Ottawa-Carleton
Board of Education. They required a child to holcla and be toilet trained before
they could be admitted. Audrey saw this as anenétdle discriminatory policy, but
in the meantime she turned to her local Associdtisearch of alternatives. She said,
“For the first time in my life | stood up in an Asgation meeting andemandedhey
look at doing something for kids like lan...I was king.” (In recent years she has
reflected on that moment, and on her demand teafsisociation start a special

program: “That was the worst thing | ever did, beomy an activist for segregation.”)

External Influences

Audrey’s concern for human rights had been seetdead iearlier experience
she had had as a young woman in Yorkshire, Englémthe late 1940s she became
engaged to a man who was half-Japanese, and siesget the discrimination he
experienced looking for work in his field given adépanese sentiment after World

War Il. Although the engagement soon ended, Audray deeply pained by the
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arbitrariness with which his rights were determiaed taken away, and this would
stay with her. With her brother, she immigrated€Camada in the early 1950s, and
worked professionally as a technical illustratdirdugh mutual friends, she met her
husband Fred.

Neither Fred nor Audrey had been politically actowg they were both

politically aware and sympathetic to progressiveses.

When lan was born the civil rights movement wag/ \&ative and of course |
saw the connections, there were so many parallem.quite sure it wasn’t
the birth of lan that set me on the track | wentibwas the fact that | had
been already alerted, primarily by somebody for mHacared a lot, how
wrong society can treat people for no reason -tlats why | became so

involved so quickly in rights issues [in the CAMR].

Activist Activities

Activism at the Local Level

By 1972, the Ontario government responded to thegure coming from the
Ottawa Association by amending the Day Nurseriesté\set up Developmental
Centres for children lan’s age. Audrey began tokwabosely with other mothers and
fathers whose children attended the Children’s graental Centre because like

lan, they had been excluded from regular schobigas at the community level she
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began to acquire the skills to address increasioghyplex questions and to challenge
cultural stereotypes of women as passive and depeii@einharz, 1984;
Abramovitz, 1999; Orleck, 1995). Audrey remembeow/lshe — and other mothers

got started:

You start as a volunteer because of your situatigaur son’s situation or my
son’s situation — and it brings you into learnimgl @aining experiences that

you simply wouldn’t know about were it not for that

In 1973 Audrey was elected to the Board of the dtand District
Association for the Mentally Retarded. She servethe Schools Committee, chaired
the Family Services Committee and before the year aver she was made Vice-
President. She questioned what she perceiveddo haedemocratic process in the
Association and remembers being severely censyrebbe leaders for asserting her
opinion. As Maddock and Parkin (1994) note, whidader cultures may be difficult
to quantify, they are far from vague and imprecfsadrey experienced a constriction

on her behaviour and language which she still rebses) more than 30 years later:

| remember Bill Law, the President, saying to nAydrey, your problem is
you are obsessed by law and order.” But | didnytasaything. Later, when
Bob Chevrier (a board member) said that my probdexs that my principles
were too inflexible, | challenged him by saying, &M thought that’s what

principles were!”
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Audrey recognized that by taking her work outstae private sphere of the
family she was leaving herself open to criticisnd @xposing her family life to public
scrutiny (Orleck, 1995). To defend herself, she ssad knowledge; that became her
power base. In 1973 the Provincial Government tted the Welch Report (1973),
a “green paper” which proposed a radical shift t@lsaommunity-based services
and programs as a deinstitutionalization stratégylrey convened a study group to

develop a response and then wrote the brief onlfbefhihe Ottawa Association.

| didn’t know | could write...l went on to write a wsletter (for the Child
Development Centre) and once wrote an article alaoubeing excluded from
school which | submitted to the Ottawa Citizen. ypaid me 35 dollars. |
used the number of children being excluded as agefacts about the $2
million surplus the Board had that year to show Hittée it would cost to

provide education for our kids.

Audrey’s experience in the Association was tramafog her personal life;
she became more politically aware and self-contididerda-Rapp, 2000). For
Audrey, the issue was not only the provision o¥/mes but more fundamental ethical
and moral questions to do with basic human righie followed with great interest
the debate in the Canadian Parliament in 1976 $1€Bi2 which became the federal

Human Rights Act. She subscribedHansard read it daily and became alarmed that
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“disability was never mentioned.” One day shedeatn at “Fred’s old little portable

Olivetti typewriter” and typed up a resolution theduld have national significance.

Early in 1976, in an attempt to influence the cahtd Canada’s embryo
Human Rights Act, | took it upon myself as a memtfea local Association
to draft a resolution calling for the inclusionrmaéntal and physical disability
as prohibited grounds of discrimination in Bill @-Which was then under
consideration by Parliament. Fellow members ofGaaadian Association
supported that resolution at regional, provincral aational levels and, as a
consequence, made representations to the Govermin€anada (Cole, 1982,

conference presentatiott).

The next year the Ontario Association followed ysbbmitting a brief
which recommended the Ontario Human Rights Codextended to provide
protection against discrimination on the ground&ragllectual disability.” In 1979,
the Ontario government responded by drafting ars¢paill, An Act to Provide for
the Rights of Handicapped Persons (Bill 188). Aydemembers the controversial
debate that took place within the Association atttime. Arguments hearkened back
to 1954 and the famous American Supreme Court ideciis Brown vs. The Board of
Educationthat challenged the principle of “separate butadégu racially segregated

schooling.

18 Audrey Cole, paper (untitled) presented in 188the Annual Conference of the
Canadian Association of Human Rights Commissioasgpon “Section 15 of the
Charter: Mental Disability,” Montebello, Quebectlar’s personal files.
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The Bill was initially supported by some membershaf Executive
Committee as well as by some members who did nignstand “separate as
unequal’... | heard Ivy [Ellingham, President] sayds “wonderful” in an
interview on the radio. | called her and said “INg;, we need to get it
withdrawn.” Internal pressure convinced the Examuti must oppose an Act

which was in itself segregationist.

Pressure from a coalition of disability groups s&exted in having Bill 188
withdrawn and it was clear that Audrey’s work otte previous three years had been
instrumental in this. She “wrote a letter abowstcdimination” which was published
in The Globe and MailCanada’s national newspaper. It “caught the atterof
staff” and she was invited by the Ontario Assooiatio give her “first plenary
speech” at their annual conference in 1977. Thaesgear she was elected
Chairperson of the Champlain Regional Council widatomatically gave her a seat
on the Provincial Board, a position she held ut@B2.

Fred took early retirement in 1978, just as Audsag getting more and more
active provincially. As chair of the Standards Coitee, she developed a set of
standards of performance to evaluate local Assoastand then traveled across the
province to promote them. At about the same tingevehs recruited to lecture Fourth
year medical students in the Department of Epidergioand Community Medicine
at the University of Ottawa. Although she had giugrher job when lan was born,

she put her technical skills to work and became kvelwn at the University and the
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Associations for the illustrated, diagrammatic ¢txs=ds that accompanied her
lectures and speeches. Knowing her husband coutdgeaat home and attend to lan,
she felt freer to travel, attend meetings, andléatie work she felt needed doing.
However, running the household still remained lesponsibility, and with each new
project she strategized how she would “break thesrte Fred.” She learned to
manage the delicate balance of work, activism,famdly life with care (Kaplan,
1998b; Orleck, 1995).

To Audrey the issues were always larger than tbeidual family. Able to
stand apart from her own personal everyday expegieshe acquired a critical,
oppositional consciousness (Krauss, 1998). Shéwtd the discontent she and
other families faced to structural, cultural andteynic causes and not their own
personal deficits and recognized the need to tad®etconcerns to the public arena.
In her view, individual households were not wettdted to challenge the social,
political and economic factors that shaped the hexyson and others were treated
(Fisher & Tronto, 1990). But her perspective waswidely shared in the
Association. She often found herself a lone vaicadvocating for the “bigger
picture.” As a consequence, she was not re-elegt2882 and “went from having the
highest number of votes to having the lowest nunolbgotes in one year.” She
suspected it was because she just “rubbed too people the wrong way,” but it
was not only that. Her position on the highly cleatgEve” sterilization case that
emerged in 1981 (to be discussed in Chapter Sir} against the official position of
the Board. Her refusal to be a “team player” wdudheld against her for years. It

was comforting that she was in this position wién fiiends and fellow activists,
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Marjorie McPherson and Muriel Clarke, who were $amty defeated in that election
year'® Audrey would say that meeting Marjorie and Muitethe mid 1970s (when
lan was about 10) was a significant moment becdusé| then | didn’t find any
women on my wave length.” The bond she felt witnthcame from a sense of
“unity from sharing a cause;” merely linking up wibthers was not, as Audrey put it,
her “best role.” She did not seek out women. Sbk&dd for people who “had the
same values and sense of rights.” The fact thaettl@ee activist women were
defeated in the same year raises an importantigoegtout how the “gender regime”
(Taylor, 1999) may have operated in the provinGatario Association. The creation
of alliances and exclusions are one of the manywaganizational processes
structure gender relations (Gherardi, 1995).

Audrey did not need to hold elected office to makmntribution. She built a
reputation that was legendary for drafting new Asstmon bylaws. She knew others
considered it “a lot of dull stuff,” but draftingy/laws allowed her to render practical
what she called her “instinct for what'’s right.” democratic processes irked her, and
she saw them everywhere. One that caught heriattemais the practice which
required delegates at conventions to vote on a sfatew officers prepared by the

old ones rather than engage in open electionsh@dsaid, “those bylaws were

19 Marjorie McPherson, as President of the Ontariso&#ation between 1977 and
1978 encouraged the earliest discussions aboutetd to adopt more of an advocacy
role and to turn service provision over to othé&tss followed the recommendations
laid out inThe Future Rolea 1976 study by David McKoy, which highlighted the
conflict between trying to offer both advocacy aeavice provision. Muriel Clarke,
Board member, mother and outspoken disability adteyavas one of the first in
Ontario to secure from the Ministry of Communityde®ocial Service individualized
funding for her son rather than a designated prog@ne of her favourite quips was,
“Rob will never get a degree but he’s never gomgush the button either.”
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appalling and needed to be changed.” However, sherattempted to change them,
she was reprimanded. When she demanded accoutytalilkcalling for a recorded
vote on controversial issues, she became unpof@harwas not included by the “in-
crowd” who socialized together. But in her opiniygu don't sit on the board unless
you're prepared to take a stand or hold a positigat she did not consider her work

as being in any sense “political” (Kaplan, 1997 pks, 1998b).

Activism at the National Level

Audrey found her volunteer work at the provinciatlanational levels exciting
and intellectually stimulating. She loved sittingiwlike-minded people to envision
what a better future for lan and others might lbké. In devoting herself to activist
work, she became disconnected from a more conveltiibe, but found in the
Association emotional support networks and an eaedriamily (Orleck, 1995). In
1980, Jo Dickey, as part of her strategy as Presiderevitalize the Association’s
membership appointed Audrey Chairperson of thellrroent Committee and later
Vice-Chair of the Advocacy Committee. Word of hasgion and competence for
legal advocacy work spread, so that Audrey wasaiked to participate in
formulating the Association’s position on courtesignd complex social issues. For
three years (1982-85) she served as the Canadsotidson’s representative on the
National Associations Active in Criminal Justice.1991-92 she chaired a National

Task Force on Alternatives to Guardianship.
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Despite years of hard work and hundreds of assigtsifer which she was
specifically recruited, unlike Jo Dickey and Paidd@erthiaume, Audrey never made
it to the top in the Association. In fact, she meserved on the National Executive.
The closest she came was in 1985 when the Nommsa@ommittee put her name
forward as Vice President. Past President Mari¢a@laér was its Chair, and she
approached Audrey personally, urging her to letrfagne stand. Audrey knew that it
would be a “break with tradition” since the positiof Vice-President usually went to
people who had “done their time on the Board.” 8peed to let her name stand but
assumed her chances were slim and she was rightOmtario leadership made it
clear from the start they would not support her mation. National President, Andre
Blanchet® fearing he would lose his largest provincial based to persuade her to

withdraw. Audrey reflected on what losing meanhéo:

| think is highly inappropriate for presidents t® imvolved in discussing
nominations with anybody — that’s why presidentdarnfRoberts] Rules of
Order are not allowed to be on nominations comesttd hat bothered me.
And the fact that | had been the subject of disouss..that’'s what hurt. |
understand how | became unpopular. | don’t thimlas wrong but | felt quite

hurt to think that | became unpopular when | camith to fight for things that

20 Andre Blanchet was elected Vice President of tara@ian Association in 1982
and President in 1984. The 1982 Nomination Commitgport stated he was: “a
psychiatrist with 15 years of human service backgd, as the current “Director of
Adult Services with Riviere-des-Prairies Hospitatlalso Chief of Psychiatric
Services at Granby Hospital.” He served on botlptiogincial Quebec Association
and Canadian Association Boards.
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the Association said it believed...People were stgrtd understand the
implications of some of the issues and of coursg thdn't like the
implications. A lot of people are very paternatisind some of the issues | got
involved in brought that out... | don’t think beipgternalistic is the same as
caring for what happens to your kid. | care as maghnybody what happens
to lan.

| have always felt very strongly that | didn’t waan'’s life to change
just because we got something for lan. What wetbalb was change things
S0 we got something for everybody and then lan dibehefit...I'm not a

believer in making change one at a time - who oanthat long?

In 1991, Audrey was nominated from the floor foe$tdent but was defeated.
That same year she was asked to Chair a speciklFbase on Alternatives to
Guardianship, “I suspect it was a consolation pribet that didn’t stop me because
it was what | wanted to do.” This would prove todye of her most satisfying
projects.

In June 1997 the Province of Ontario bestowedigbdst honour upon
Audrey Cole when she was invested in the prestgrder of Ontario for her

“disability activism.”
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Paulette Berthiaume

My husband used to call me his “night bird.” Foren30 years | used to get
up during the night and write on my typewriter @y worries, hopes...l am
79 years old and able to sleep well since Louisthef institution. It must be
so for more families who [also] deserve to sleep atenight when they

dream of their sons and daughters with disabilitileem not finished yet.

Antecedents to Activism

Onset of Disability

Louis Berthiaume was born in 1955 at the JewisheG@rHospital in
Montreal. It had been a difficult delivery. Paudetemembers it “like it was
yesterday.” The attending pediatrician advised W&hen a bird makes a nest and
the little birds come, if one is not right theydfar it out of the nest and forget about
it. Just forget about him and place him.” Fifty geater, it still rankles Paulette that
he could talk that way about a human being, andaalty about her son. Doctors
diagnosed “hydroencephaly”, and when Louis wasetmenths old Paulette was told

he would never work or go to school, and that held/aeed supervision all his life.

Even though you are told this, | didn’t know whatto — there was nobody to

relate to, | had no model, nothing. So | just clehghysicians...But | knew
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right away | had to be there for Louis and defemd &ll his life. This was the
way | lived...with my husband, my older son Marc, ahgays Louis,

[whom] | would defend with everything | had.

Marc had many questions for her, such as the tengaid: “Mom, the
children want to know what kind of language Lowkks.” All she could say was, “he
talks that way because of his throat, he cannatquoce.” Although she tried to be
reassuring, she felt her explanations were grosalyequate. There was nothing
wrong with the question, she felt, “it was me... thesas still so much | did not

understand.”

| had this little bookletMental Retardationlt was sent to me by the Montreal
Association and | used to read it like the Biblé was the Bible to me.... |

am francophone but in Quebec they started with mgldphone Association.

It was the only [community] Association | knew hettime and | used to go

and help put letters in envelopes there.

But in the early years her focus was on life at Bo8he was consumed with
caring for Louis, helping Marc understand why hasigger brother took so much of
her attention, and supporting her husband for wtieremotional and financial
pressures were “very, very hard.” Even visits toddended family were
problematic: “I was always invited. There was aempoor to dinners, Christmas,

New Year’s....but when Louis started being unhapjugt excused myself and left. |
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never, never imposed my son, never would they eggrdnim... That was the way |
lived.” In this she gave voice to a private innenflict as she tried to live up to being
a “good” woman, “good” mother and “good” wife (Ladéylor & Umansky, 1998;

Sangster, 2001).

Disability Discrimination

Paulette kept Louis at home until he was eightHmipersistent wakefulness
meant interrupted sleep which took a toll on hendwalth. She needed surgery and
since she had to be hospitalized, there was naelmit to “place him” — and in

1963, there was no place but the local institutiba,Riviere-des-Prairies Hospital.

There was nothing, nothing for Louis. Marc wenatprivate school, so why
not Louis? | fought. | went right to the governmdrfbught all the way, but
there was nothing, nothing there. ....The Montreao&gation started a
school but it was for “their” people not peopledikouis; he was too
handicapped to go there....It was just awful. Andyfears, when he was
younger, every time | went in there | used to cameof the institution
yelling on the street and crying....

Obviously my son was in prison. Society wanted,teaen my family
wanted that, they said it was too much for me. fhtiger said, “Paulette take
care of your self.” | don’t blame them, they lowvee. But my son was my son

and to me, he was in prison.
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She felt she had to choose between what she knewestded to be a “good mother”
and what her family said she needed to be a “gatef.vin their view, placing Louis
was justified “for her own good” yet this contraigid everything Paulette herself
knew about good mothering. She could not recottikéedouble standard: separating
mothers from their children was predominantly deedlexcept in the case of

disability, where it was encouraged.

External Influences

Growing up during the depression in Montreal simeeiabers the poverty in
the 1930s. She and her five brothers and sisterselt because her father always
worked and her mother was a good cook, but som#giéasmm their neighbourhood
were on welfare. She recalls going out with hermgmr brother late one night and
taking a small wagon to the Jean Talon market &ftdosed to gather left-over fruits
and vegetables which they distributed to those lfamiBut at the time she did not
understand why they did not go out and buy theadf&he did understand when it
came to defending her older brother. As a resutiaming polio he had one leg
shorter than the other and when children tauntedfbr being “different,” she
“didn’t stand for anything.” Just as she learnegratect her brother in the
playground, later she would fight to protect ham gothe institution. Her father was

her “confidant.”
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| was brought up with a father who used to worklemCPR Railway...He
was an activist in his union, the Railway Brothexti@f America... if
somebody needed help he was there...he didn’t haeh sehooling but he
was very intelligent. He knew right and wrong gustice. My father always
talked about justice and he always defended hiswiather they were right
or wrong. From my father I learned a lot. He usetetl us [about] cases at
dinner time, how what we’re doing to women, to eoypkes was wrong — and

| used to say, “What did you do? What did you s&git was always in me.

She had intended to become a nurse after high kbhbat seventeen was too
young to enroll. Instead of waiting the year, sthenid a job at Bell Telephone where
she stayed for four and a half years until sheivatel whom she married when she
was 23 years old. Like most women of her generatiendid not work after her
children were born, but when Louis went into th&titation she reconsidered. She
was still thinking about nursing but at thirty-savielt she was too old to start the
course and so abandoned the idea. Instead, she &job at the Bank of Montreal
where she began as an intern and worked as a faharficcer. She said, “It's only
after Louis was placed | said to Marcel, ‘I'm goibgck to work’. | couldn’t stay
home, | couldn’t. | would be there every day migdmm, | would go crazy! So that's

why | went back to work.”
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Activist Activities

Activism at the Local Level

At the same time she returned to work she joinedifst parents’ group, an
“inside” one, made up of parents of people in tistifution. She served as its
Secretary for years, trying to fix the system framithin. Tensions with the
administration were there from the start, accelegan later years as her group
fought to establish a monitoring system to keepktiaf what was happening to
residents. Accustomed to “polite” dealings withgbon authority she nevertheless
learned that to be a “good” mother meant acquineny skills, even learning to be
confrontational if that resulted in securing seegi¢or her son (Reinharz, 1984). She
became a member of several boards: L’Associatiam |@s deficients mentaux, Rive
Sud--St Lambert, the Horizon Workshops and Actittegration in Brossard. After

she joined the Quebec Association she served poefits board. Paulette recalls:

We were three parents there — [the Chair] usedltas his three little
daughters. Mes petites filles. We were three metHeaalways worked with
mothers...We had the same concerns, we tried to deselrvices, we talked
about justice, we thought our sons and daughterstdiave what they

wanted.

Fathers attended too, but they were “more in thé&dpawnd.”
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| still get calls saying “what do | do?” but it'®xy seldom | have fathers,
always mothers. Some fathers are like mothersyrehaght there, but
mostly the men are there behind — like Marcel. istehed to me and
sometimes he would say, “Paulette, | would doig way.” They help but in
other ways. We don’t see most of the fatherswoticed if there is a scandal

they’re all there...you never see them otherwise.

Activism at the National Level

It was not until 1984 that Paulette became involaethe national level where
she was invited by the President, a fellow Quels¢oiserve on the Advocacy

Committee that Audrey Cole had served on earlier.

“What are you going to do there?” | was asked. Asdid, “I don't know but
| am going.” | would go Saturday mornings to Totd have that meeting
and this is where | learned about the Associatiahwahere | learned about
what was going on across Canada... | learnedfeolot that little magazine,

Mental Retardation| always read every article.

It was only in this context that she became invdlirethe
deinstitutionalization campaign. She said, “I netverught about it until Andre

Blanchet said, ‘Paulette, we won't fight the ingtibn, we’ll take them out.” She
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remembers meeting Jo Dickey: “She’s the one whe gawthe push” and inviting her

to Montreal:

We were not talking about taking them out of thditation at the time
because there was nothing [else]...we were talkimgiabaving a better life
for them inside. But then they started [communiggidences. And in 1984 |
went to visit Jo Dickey when they took the peoplé af Tranquille. So we
learned. We saw that they lived well, four of thand ...it was a marvelous

thing. So then we changed.

This would prove timely in Quebec when allegatiohabuse at Riviére-des-
Prairies appeared in the media in 1985. Pauktecked by what was being
exposed, organized a new parent group that thedzanAssociation backed
financially and morally and demanded a full-scaleestigation into the Hospital. She
supported other mothers individually and colledie stand up for their rights,
confront authorities and work towards social anlicgachanges, but described her
role rather modestly: “I just pushed the pin! Itjpashed and made sure everything
was done properly...We had guts [but] we were aff@igr. sons and daughters were
inside. We parents, we were a small group, we tikitow how to fight this way.".

They learned quickly. Paulette built a network atirgg the “social space” to
develop “participatory competence” and fosterirgease of connectedness and
solidarity (Feldman, Stall & Wright, 1998). The pats’ group, becoming impatient

when the process stalled because of legal procgdio@k matters into their own
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hands and conducted a “people’s trial.” They cedld00 affidavits from parents
and friends which they summarized and distribuiest fo the authorities and then
when they failed to respond, to the media. Althotigdy started as a small informal
network, their grassroots people’s campaign reguttehe first inquiry in Canada

into events in an institution. Paulette took timani work to attend the inquiry,
always sitting in the front row of the court roontiwhalf a dozen other mothers. One
day, exasperated at hearing government lawyersteglg dismiss their disabled

children as “nothing”, she staged a walk-out.

| couldn’t stand it, | had to go. | was in the ftsow and | made [the Chair of
the Inquiry] know how | felt about all this...I waldleslowly to the middle
aisle and | walked out. | thought the only thingytitan do is put me in
prison. But | couldn’t sit there it hurt me so rhuctalking about our sons
and daughters like that, they wouldn’t treat amealithat way...l walked and
the next thing | knew, each mother walked very $yaand we all went out.
And apparently, | was told, there was a silenceetlaed everybody was

looking at one another.

For Paulette, this was a “turning point.” In 19&6the age of sixty, she took
out her pension from the Bank of Montreal and dadbin a Diploma in
Rehabilitation “to learn more, to work on the sttedpon graduating she became
Rehabilitation Director of Residential Serviced aval and was soon recommended

for a government appointed team to evaluate 8&stving in the Saint Theophile
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institution. Despite her credentials, she usuafused to identify herself as a
“professional” but insisted she was a “parent a&tiv/But in this case she kept it
“very shush” and for good reason. In 1988 a pufdiaring was launched by the
Quebec Human Rights Commission into the misuseradd, exploitation of patient
labour and the poor quality of care at Pavillom&aheophile, and Paulette’s insider
status as a professional was instrumental in hgharevacuate all 88 residents in
what became celebrated across the country as “Tdealdping.” This institution was
closed two years later and in 1992 the Commissicar@ed the former residents,
now living in the community, the largest settlemewer recorded in Canada for
human rights violations, an unprecedented $1,4W0i® personal damages.

In a political climate conducive to recognizing hamrights, Paulette
succeeded in giving deinstitutionalization a largeafile; the events in Quebec in the
mid 1980s caught peoples’ attention and catapbiéedo the national stage. She was
elected to the Board of the Canadian Associatidl®86, and was immediately
appointed to several key committees: the Executivemittee, the Management
Committee, and the Task Force for Replacing Insbins. In 1991 she was elected
Vice-President and launched a national leaderdiuijgqt to nurture and promote the
“Leaders of Tomorrow,” developing leadership poinh a younger generation of
women. In 1993, at the 88Annual General Meeting in Calgary, Paulette became
President of the Canadian Association.

On April 1, 1994, Louis Berthiaume left Riviere-e@riries after 30 years of
living in an institution; her private struggle apdblic campaign came together. This

achievement became core to Paulette’s messagesiddéht. Her term coincided with
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a significant expansion of international activittbat the Association initiated in the
early 1990s. For Paulette, the highlight of thisvaty was an International Seminar
in Managua, Nicaragua in December 1993, which brbtagether representatives
from 34 countries in South and Central Americaatla about human rights and social
justice. Meeting so many other people in an inteonal context who felt the same
way was “a marvelous experience.” (Berthiaume, 199hile other presidents
agreed to have their speeches written for themgRauwemained independent. “How
am | going to say someone else’s words...| needdéknig and then | could write.”

In Managua, she turned to a French singer, Juligtéeo, for inspiration

| remember, | started my speech with four linea ebng that begins ‘Chante,
mon fils, chante’ [sing, my son, sing] about a yploy going to war and the
song is about liberty. | listened to it over aneoand it struck me, what it
was saying — and what | wanted to say - was thareall at war and we

have to combat all those who are intolerant ofsmurs and daughters.

When asked to reflect on her national role, shethisdto say: “I liked it - but
| like to be right on the floor, to have my feet e floor where everything is going

on. We're ground people.”
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Styles and Skills of Activism

New spaces for exploring women’s leadership haenlmpened by feminist
accounts of women in social movements (Astin & bdlal991); women in
workplace and community movements (Bookman & Mord€88); and women in
grassroots movements (Sacks, 1988; Bernal, 20@2haB(2002) recognizes
leadership skills in grassroots leaders who wotkrmkthe-scenes to organize,
develop consciousness, and network in additiohded whose work is visible as
spokespersons and office holders. Sacks (1988)pm@spthe notion of “network
centers” to bring into view the “centerwomen” whaypa key, though often hidden
role, in network formation and consciousness stiapistin and Leland (1991) move
beyond traditional approaches based on leader#fais™ and “positions” to
investigate women'’s leadership style and propasedel based on the leader as a
facilitator who enables others to act collectivigliwards a common goal (p.11).
These conceptualizations of women'’s leadershipgmfihe analysis of three sets of
activist styles and skills represented by the thvemen in this study. In the
following section | propose a typology for explicaf and understanding their activist
styles. These are identified as: catalyst, consei@md capacity-builder. The term
“catalyst” is used to suggest a visionary who Im@sgersonal magnetism to persuade
and mobilize others to embrace that vision. Thete&onscience” is used to denote
the qualities needed to raise the awareness ohémebers to complex and
controversial issues and to understand discrinainatt its more sophisticated and

oblique forms. The term “capacity-builder” is ugeddentify the mobilizing role
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needed to organize and empower community peomertftyont authority and get
what they want for their children. Jo Dickey mat®ld the Association as a
“Catalyst”, Audrey Cole troubled the Associationigs'‘Conscience” and Paulette

Berthiaume strengthened the Association as a “Gigpdwuilder.”

Jo Dickey: The Catalyst

“Maybe | was a catalyst,” Jo Dickey volunteeradn interview for the study.
She saw herself as someone who had a vision andashitated others to come to
share it. Her vision was radical and clear: she evago change lives. She did that in
a number of ways. She helped the Woodland motloepsire the confidence and
encouragement to do things they never thoughtebeld do. She built a
constituency and knew when it was time to “go pwdit” She surrounded herself
with talented people who used their talents anckdige to act collectively.
Jo was very visible in her activist work. She betié that families were the
instruments of change and she promoted loose niedvanrd strong bonds to
strengthen their voice across the country. She lmetiher local, provincial and
National Association to make “closing institutiores’priority, transforming
communities and families into a political force.eSkiorked formally through the
Association with the Federal Government, and infdlynwith parents in whatever
community they lived to advance this issue.

Unlike Audrey, she hated to write. In her opinidudrey had many

admirable skills which included the ability to veribriefs and dissect a document. But
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to Jo, doing that kind of work was like being ift@rture chamber”. She did not do
the behind-the-scenes work that nourished Pauldtit@t Jo possessed were
outstanding interpersonal skills and as Provireml National President she took
advantage of her status and public role. Politycaditute, she understood how to use
the system and she sought opportunities to doosstaled she would like to be
remembered for “having a sense of what the futargdclook like” and for “being
part of taking that place down.” But she addedhiik I'll be remembered for an
awful lot of other thing that maybe weren't as afige’

Jo’s activist style was formed by her passionése Woodlands. She created
a climate for change in the Association, and heiowi provided the catalyst for

action.

Audrey Cole: The Conscience

“l did not come to my activism with any history lafking up,” said Audrey

Cole. “That’'s not my best role; | came to it ingeitually.” Audrey was committed to

a set of values and principles that she expected4#sociation to uphold. She was
prepared to tackle issues that were complex anttaarsial. All the same she found
it “demoralizing” to be “the only dissenting voice/hen she considered the matter
“fundamental.” She respected fair procedures awcdrbe an expert at Robert’s Rules
of Order for conducting meetings. She never fotgettime she was reprimanded for
raising the issue of “accountability” in the Assatadn and was told her principles

were “her” problem.
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Audrey believed in the power of information. Shétbhan extensive library of
books, government documents, articles, and prggsmg)s. She was not afraid of
hard work and preferred to be named to working cdtess. As she said, “I don’t get
a kick out of just looking at something.” She wrbteefs, letters to the editor, talks,
lectures, resolutions and by-laws, and draftedaesgs to government legislation and
legal decisions. She lectured at colleges and wsitiess, mentored students and
professionals.

She did not compromise easily. One of the areasl$feeed with Jo was on
the primacy of the family. She acknowledged thaepts are wrapped up in difficult
personal situations but, she said, “unless youwte o change the bigger picture the
next generation is going to have exactly the sdnmgs to face.” In her view the
horizon had to be “bigger than the family.” The EBase had shown that families
don’t always have a sense of what “an entitlememiguality” means.

She was committed to developing consciousness raatalirg others to see
inequities as she saw them, work that is oftenloeked as part of the dynamic
process of leadership (Bernal, 2002, p. 242). BlAuadrey learned, helping others
understand what they have not seen before carffirilliand unrewarding. She
noted, “I was never one of the clique —they hadesosspect for me but | was kind of
in a different space.” She was not interested aiadiaing for its own sake; there had
to be “discussion and it had to be substantialg &l her homework before meetings
because if she was going to “stick her neck ou¢’Is&d to be on solid ground. She
became “impatient” when others did not and comgldishe was “sick of hearing the

same stupid silly arguments.”
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She was admired for the quality of her written caimioations and verbal
presentations; this brought her credibility butnaited profile. She was never elected
to the National Executive. She felt upset and gisaypied at being marginalized, but
she says, she never thought of quitting: “I've alsvhelieved in what this Association
said it believed...l don’t think there’s any othersAsiation that would be so right for
me to be in.”

Audrey’s activist style was shaped by her persexaxand curiousity to

uncover truths about discrimination and raise tmesciousness of the Association.

Paulette Berthiaume: The Capacity-builder.

Paulette Berthiaume liked to be “on the ground’e Shid of herself and her
fellow activist mothers, “We’re ground people. Dgitihe job, right on the ground,
where the feet hit the floor, where everythingagng on.” Her activist work involved
organizing community people and encouraging theexfmse poor conditions in the
institutions in Quebec. Her leadership style wearatterized by informal
organization and non-hierarchical structures; lo@cept of procedure was
cooperative, consensual, and egalitarian.

Paulette participated in many local struggles. &wdinated a “people’s
campaign,” gathered affidavits, communicated webhepts, arranged meetings,
communicated with lawyers, pressured public offs;isvorked with the media and
resisted threats and intimidation from her opposieBhe claimed she was “not

necessarily good” at those kinds of activity antyamdertook them, “out of
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obligation” because, as she said, “I didn’t sead hny choice.” She was content to
work in the background, in the institutions andstlg, using her personal friendships
and networks to bring attention to the issue ditimgonal abuse. Paulette viewed her
activism as an extension of her domestic respditgitowards her son and persuaded
other mothers to join her.

She acquired the skills to lead local parent ozgtions and confront
powerful authorities on the job. She insisted thahe beginning they were
“innocent” and “not organized.... not organized & &he was responsible for
managing the groups, holding them together, angdikgehem focused but she
played down her role, saying, “I just pushed the"pi

To Paulette, leadership included depending on gqikeple around her. She
remembers what her generation went through andgssiaéraid for tomorrow”. She is
particularly concerned about younger mothers: “Maighs because | come from an
institution that | know what could happen.” Sheesy her generation “opened many
doors” but there were many more doors to open ami that, she says, “they need to
organize.” She is willing to help but not knowirgetbest approach, offers this:
“Anytime they [younger mothers] need to get togethre something, anytime they
need to take to the street, maybe it is a thingewdd do together.”

Paulette’s style and activism was well suited tpacdty-building: she was
most effective in extending networks and supposteays, developing the potential of
“leaders of tomorrow,” and empowering mothers tbwgeat they wanted for their

child.
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Conclusion

This chapter presented each mother’s organizatlmogtaphy starting with
the antecedents to their activism. These includednset of disability, disability
discrimination and external influences to show hoyortant early experiences were
in shaping their development and commitment. Ihteeamined the forms of activist
activity the mothers pursued at the local and nafitevel. It explored the leadership
styles and skills typified by the activist mothasscatalyst, conscience and capacity-
builder. The chapter now concludes with analysitheir biographical accounts and
what it meant to mother as an activist in the Caradssociation for Community
Living.

The starting point for each mother was the diagadstoment” they first
learned of their child’s disability. They could edicthis moment, as Paulette said,
“like it was yesterday.” Audrey still remembers gishocked her doctor’s use of the
term “mongolian idiot.” When Paulette’s doctor recoended she place Louis in an
institution her husband and father concurred; tdeglaimed it was “for her own
good.” Jo’s experience was similar: “Everybodedrio sell it that way, | don’t know
how many times my doctor told me | should put Dievan institution. | know he
was thinking of me. He thought it was such a burden

Each mother remembered a radicalizing “turning fjaimere they
confronted a situation in which their child wasrgediscriminated against on the
basis of a disability. The turning point for Audnegs when lan turned school age

and no school would admit him; given the entitletteruniversal education in
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Canada for children of his age, that to her becarfrghts” issue. The turning point
for Jo was Drew’s admission to Woodlands; thentaede she committed herself to
getting him out and closing the institution. Theniag point for Paulette was learning
that her local Association had “no place for peditde Louis” leaving her no
alternative but to place him; she joined a pareotig and tried to fix the system from
within, for a while.

Their backgrounds were very different but each raolboked to their roots to
trace the key external influences that shaped tadures. All three women were
sensitized to injustice by the social and econastfinsate in which they grew up, the
depression and World War Il. They noted the sigaifice of personal relationships
and family figures in alerting them to issues ofrtaun rights. Jo and Paulette both
credited their fathers for endorsing their intdllegving them a sense of
independence and setting high expectations. Audieyessed the impact of anti-
Japanese sentiment on someone who was close t@dwette grew up with a father
who was a union organizer and a brother with pelhom she protected from other
children. Both Paulette and Audrey came from waylétass backgrounds and went
to work after finishing high school. Jo, on theathand, earned a University degree
and practiced as a physiotherapist before movirgggmwsperous area of Vancouver.
Of the three, she enjoyed greater privilege anglaygd a stronger sense of what she
expected the state to provide for her son.

They remember being “spotted” and encouraged lhgrst Audrey was
drawn into provincial level work by staff who reldr letter in the newspaper.

Paulette was invited to join a national committedlte basis of her activism at the
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local institution. Jo was invited to join a locasgociation by another mother. They
were invited to conferences and seminars wherentetylike-minded people, gained
visibility and confidence in themselves and thdeas. They continued to read and
learn and lay the foundations for the campaigng #uvanced.

As they became active at the local and national$ethey entered a period
when women'’s lives and the meaning of gender wenmegatransformed by the
women’s movement. They denied any experience afidination on the basis of
gender, but they did not contextualize their exgrere in those terms. They did not
identify with feminism and were not exposed to dal®and activists who articulated
that consciousness. They did experience overt gehsirimination, but in subtle
forms that sought to silence them and underminie sleéf esteem and confidence. Jo
Dickey remembered what it felt like to be in thenomity when she commented: “It's
hard to walk into a room of men when you're 5°2it's not very comfortable.”
Paulette Berthiaume remembered being intimidatethé&yarrogance” of the male
lawyers in the courtroom. Audrey Cole did her horodbecause she knew that, as a
woman, she needed to excel to be heard. They feltmzed by language that
referred to women as “girls” and “ladies” and bitates that dismissed them as
“emotional” when they expressed strong feelings.

As women, they were outnumbered at senior levedsiorganization that
was not always hospitable to women with politicgpigations. As mothers, they
carried a disproportionate burden of responsibgitbecause of the gendered division
of labour inside the home which constrained thppastunities for organizational

involvement. As leaders, they had no role modéiemthan the men around them
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which meant adapting to a male model of leader$¥gp.surprisingly none were
willing to claim the mantle of “leader.” Jo saideswas merely the “one with the
idea;” Paulette said she just “pushed the pin;” reydsaid she was only fighting for
“things the Association said it believed.”

There were strains and costs to being an actiMmir personal lives were
contoured by meetings, phone calls, fatigue, ajgttien. Jo Dickey was labeled a
“trouble-maker”, Paulette Berthiaume, a “cage-eaitthnd Audrey Cole was
humiliated for demanding accountability. Still, yn@ere not timid about stating their
ideas out loud even if that meant exposing thenesdiv the risk of attack. Audrey’s
human rights resolutions broke new ground. Pautettalls that her parent group was
“booed” for complaining about the institution, thaving “guts,” they stood their
ground. Jo knows her “revolutionary” campaign tosd institutions was legendary.
They took on roles that were not deemed propewtonen but they were replenished
by relationships, networks and a shared ideology.

Their awareness and actions embodied contradiddeas about their place in
the world as women and as mothers of disabledremldnd they came up against the
constraining notions of motherhood. Paulette’s antm particular highlights a
number of encounters as she moved out of her comdoe and the cultural patterns
for women of her generation; this was more pronednno her case as a result of
growing up French Canadian in a province heavilgrded to the Catholic Church.
As a young girl, Paulette was socialized to betpa@nd to avoid confrontation. She
recalls being told, “You don’t speak unless youtatd to speak.” Becoming an

activist meant not only learning to speak out,ibuhe case of the courtroom,
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learning to walk out as well. Her early training'ssill strong,” she says, but now it is
balanced by her experience: “I am still very resfpdof people but don’t touch me
and don’t touch my son!” As a young wife, she gapéier job when she started her
family, because back then, “women didn’t usuallykvoBut she went back to work
after Louis went into the institution as changeken personal circumstances
paralleled political, social and economic changesipht about by the women’s
movement. As a woman at home she remembered shtwemgge by “brushing the
walls, crying, yelling, and washing until it wastaf me.” As a woman in public life
she learned how to manage her emotions differegtig. continued to have
passionate feelings and a sense of outrage bukelé&o speak calmly and conceal her
feelings at Board meetings, not wanting to reindaiiee stereotype of the emotional
female. Paulette sensed, as did the others, thaidwot be listened to if they did not
act like men. While emotionality might be valuede private sphere of the family,
it was scorned as “inappropriate to ‘objective’adisrse” in the public arena (Krauss,
1998).

The particular conditions of these women'’s livestéoed different kinds of
political consciousness and action. Their pracicgderience as mothers led them to
make the connection between their personal livesgawrernment inaction. However,
they did not see their activism as being in any tjitical”. They were propelled
by their sons and came to their activism througkrase of gendered obligation

(Abramovitz, 1999):
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Audrey Cole!l always used lan as my base. | would ask mysdiat would
this [action / policy / decision] mean to lan andentimes out of ten it would

mean bloody all.”

Jo Dickey:“l measured everything | did against what | warfadDrew.”

Paulette Berthiaumé'l knew right away | had to be there for Louisdan

defend him all my life.”

It is difficult to say whether the women in thisidy would have would have
found other causes to advance given the histgoigabd in which they came of age,
their personal and family backgrounds and theilyeatposure to injustice had the
disability experience not provided a focus for theadership activities. But there is
no question that it was their ability to conneditlown personal experience to a
collective status with shared public issues thapplied them to assume leadership
roles in the Canadian Association. They mothereactsists according to their
individual styles and skills, as catalyst, conscesrand capacity-builder. They
assumed these roles independently from societ&ataions of how a competent
woman should behave (Bond & Kelly, 1984). They aapthose techniques to the
campaigns to close the institutions and secure huights to which the next

chapters turn.
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Chapter Five

The Campaign to Close Institutions

Historical Overview

Interest in “mental defectives” emerged in the nedaf the nineteenth
century spreading from France and Switzerlandéadist of Western Europe and the
United States and Canada. At this time, progresgpo&espersons came forward on
behalf of many neglected and oppressed groupsidimg slaves, prisoners, inmates
of asylums, and people who were blind and deafi{iRanh, 1980; Roeher Institute,
1996). In 1839 lunacy policy was introduced in Ginwhich authorized the
construction of an Asylum for the “insane.” Thissi@ased on the assumption that
mental disease could be cured. Those considerethilyartarded, or in the language
of the day “idiots,” were believed to be incurabled excluded. However the absence
of alternate local welfare institutions meant thighificant numbers continued to find
their way into the asylum. Legislators devised latsan to provide more
accommodation through a secondary system of asyflilneg established a practice
of housing the mentally retarded in cheaper, cuataastitutions because there
would be no return on “investments” (Simmons, 1982)

Samuel Gridley Howe and Eduard Seguin, two Amermaneers in the
education of mentally retarded children, establisheystem of residential care and
training schools which took hold across North Aroaitby the mid 1870s

(Wolfesnberger, 1975). In Canada, the first residéretting for people with mental
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retardation opened in Orillia, Ontario in 1859. [€dlthe “Asylum for Idiots,” it was
built during a phase of optimism when many resisl@mipeared to improve with
education and well-planned regimes. Despite eaidgesses, a number of failures
followed that compounded one another.

Optimism waned when “care” failed to achieve thecgpated complete and
rapid “cure”, when growing numbers of residentseva@dmitted with more severe
disabilities and when communities refused to acpepple back once they had been
removed. As attitudes towards mental retardatideraeated, themes of pity and
charity characterized the provision of servicesreasingly, people were moved out
of society to “protect” them from the stresses afydlife into enlarged congregate
care facilities that could accommodate thousandssiflents (Crichton & Jongbloed,
1998). When this tendency converged with the wdeientific information fuelled
by the eugenics movement in England, the percepfigeople with mental
retardation as a social menace took root in Cafadk & Radford, 1998). A wide
range of social problems were attributed to mesh¢diciency. Supporters of eugenics
were encouraged by scales for measuring intelligg@ublished in 1905 by Alfred
Binet and Theodore Simon in France. Exported tdhiged States and Canada, 1.Q.
tests were applied to identify more and more peapldeeble-minded.” Beginning in
the 1920s, drastic measures were taken to contofine, and eliminate persons
deemed subnormal (NIMR, 1981; Roeher Institute 6)9%he growth of institutional
care dominated the social response until the 18668%60s when individual
community based services created and operatedchiyparent Associations began to

appear. But the institutional dilemma hovered.
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Background

The campaign to close institutions was perhapsb&t important in the
Canadian Association for Community Living’s histgBerton, 1960; Simmons,1982;
Lord & Hearn,1987; Roeher Institute, 1995; Crich&&dongbloed,1998;
Dybwad,1990; Castles, 2004; Jones, 2004)). In watjiis campaign, the mothers in
this study confronted prevailing laws, social pgpliprofessional practice, and cultural
beliefs about disability, still none of them regadldheir activist work as “political.”

Traditionally, institutions (built and run by prangial governments in Canada)
were large facilities which could accommodate amngretfrom 500 to 3000
intellectually disabled children (Department of idatl Health and Welfare, 1964,
Mooney, 1971;Welch, 1973; Radford & Park, 1999;HRadn,1980; Rothman &
Rothman,1984; Canadian Council on Social Develop/h@85). Parents were
typically told by medical experts to “put their thaway and try to forget”, and the
demand for places outstripped the supply. Indeesnibers of the legislature
frequently took on the task of facilitating admeass for their constituents (Williston,
1971).

The campaign to close institutions originated vaitte group among the first
wave of post-war mothers who resented the altemaaif either giving up their child
to 24-hour institutional care or keeping them ankavith no community support.
Their rebellion initially took the form of newspapadvertisements to find other

parents with whom they might create activitiestfair children in their communities
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(Anglin & Braaten, 1978; NIMR, 1981; Dybwad, 19®xockley, 2004). However
placing the ad was itself considered provocating, some newspapers refused
advertising space for fear of libel suits assodatéh bringing a family’s “shame
and disgrace to public attention”(NIMR, 1981).

An Institutions Committee was one of the first sdiruck by the newly
founded Canadian Association in 1958 (Roeher tstit1995; Cole, 1998a;
Simmons, 1982). Vocal members at the first annaakgal meeting insisted that its
chair be someone from the community, a “lay pessith organizing ability” rather
than a “facility Superintendent”(Minutes, 1958, Ber 1), and they succeeded in
having Eileen Kleinsteub& a mother from Ontario, appointed with a mandate t
improve the facilities. Given that the committegiembership was primarily made up
of those who were known as “institutional parentsiose children lived in large
institutions that were also known as “hospital sd&bor “training schools”, it is
understandable they were concerned with improviegigams, services, and
amenities in the institutions and strengtheningtrehs with the community. They
also expected the Association to recognize andeamie the good works performed
within the facilities by various volunteer womeagxiliaries and to profile their
activities at the annual conferences. There wathangroup of members known as

“community parents” who were more interested ieralatives to institutions and who

%1 See the example cited in “The Role of Volunteesdksations in the Life of the
Handicapped Child and His Family’, a Public Lectpresented by Rosemary
Dybwad, Vice President , International League afi€tes for the Mentally
Handicapped on January 22, 1976 at the Univer$iBritish Columbia under the
sponsorship of the Cecil H. and Ida Green Visitingfessor Fund.

22 Ejleen Kleinsteuber served as President of theifci@l Ontario Association from
1965 to 1967.
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urged the Association to endorse smaller, morerdedezed living arrangements. It
is worth noting that at the time, even the advac&ie community residential options
made the case for them largely on the groundghiegtalleviated institutional
overcrowding rather than because they fosteredre@gaquality of life. The next
generation of activist mothers recognized the Broitthis approach, but persuading
the Association to articulate a consistent and i@gjve position on alternatives to
institutions proved to be a bitter and acrimonistraggle.

The hostility between “institutional parents” ar@bfnmunity parents” ran
deep throughout the organization, from the locplshmough provincial Associations
and soon leading to divisions at the national levlech lasted for decades (Anglin &
Braaten, 1978; Simmons, 1982). Tensions were es@dehrough a continuous war
of words expressing tactical and strategic diffeemnas each side lobbied the newly
formed Association to take up their particular giosi publicly. In one of the early
recorded examples, “community parents” on the Residl Services Committee in
1959 pressured the Association to host a tableea$tientific Conference of the
College of General Medicine Practitioners of Canaaha display a sign that read:
“Placement is not the Only Solution”(Minutes, 1983der 2). But “institutional
parents” led by mothers such as Betty Anglin, whsrse Mark was in one of the
largest Ontario facilities in Orillia, resisted ghi

By 1960, the Institutions Committee was renamedRésidential Care
Committee to reflect a broader range of interesegndential settings suited to
children, adults, and their circumstances. Buhwst early days, the real emphasis

was on improving the facilities. The committee’®ada was consumed with
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identifying an ideal model, the best staff-to-patisatio, and the most desirable
number of children to group in an institution afextain size. “Institutional parents”
for example, sponsored a session in 1962 at'th&nBual Conference in Nova Scotia
titled, “Bricks have a Soul — Staff and Volunteef§linutes, 1962, Binder 5). They
were encouraged in this pursuit by Gunnar Dybwiagl Bxecutive Director of the
American Association, who proposed a collaboratiith the Canadian Association
in order to arrive at a joint “national voice ircaenmending the most desirable types
of facilities, purposes and programs”(Minutes, 198idder 3).

Despite the name change, Eileen Kleinstauber, regdaChair of the
Residential Services Committee. She set out tamate the ideal staff-to-patient
ratio for each of three shifts during a twenty-fowur period. This involved
gathering information on an array of public and/ate institutions, assembling briefs
submitted to provincial governments, and categogiznd grouping residential

populations. She concluded in her 1960 Reportedibard:

Our explorations have shown that each provinciaoggtion is requesting
their government to establish smaller centreslieibne debatable word is
“smaller” — in some provinces small is interpretednean 20 patients to a
unit; in others, smaller means 500-600 bed insbitgt (Minutes, 1960,

Binder3).

The search for “best practice” led to closer sogubf institutions like the

Woodlands School in British Columbia and the Rigiéies-Prairies Hospital in
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Quebec. These were the very institutions in whebitkey and Paulette Berthiaume
placed their sons. From their experience with thestgutions they eventually
became key figures in rejecting the “best practmairoach and leaders of the
deinstitutionalization campaign.

The Woodlands School was profiled at the Assoaidi@961 Conference in
Vancouver when the Administrator, Dr. Kerwood, wasted to give a guided tour
of the facility and lead a discussion for 120 coefice delegates. A decade later, the
sports program at Riviere-des-Prairies Hospital pradiled at the National
Conference as a model of best practice for hauilegrfonstrated the value of
teaching retarded children to ski.”(Mental Retai@at1971, p.16). The drastic
shortcomings of both institutions would only beeaked years later.

The first comprehensive statistical review of resitihl facilities for people
with intellectual disabilities in Canada was iniéid in 1963 by Betty Anglin in her
role as the Chair of the Residential Care Commiée described the challenge she

faced in trying to gather comprehensive information

Attempting to present a clear picture of provindealilities for retarded
persons in Canada who must live outside their hamidee trying to put a

bikini on an elephant (Anglin, 1964).

Over a period of five years, between 1963 and 1B&fty Anglin circulated
surveys and questionnaires to Superintendents spitéd Schools, regionally and

provincially. Based on her data, she was able tmoh@nt approximately 16,000
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persons with intellectual disabilities living insititutions in Canada. In addition to
enumerating capacity and occupancy, she providegiisg commentary on the

conditions in those facilities:

Despite sincere efforts toward adequate programntivegtraditional
institution must be found sadly wanting due to itiadal evils -
overcrowding, understaffing, remote location andaee control...Children
are lost in the crowd, denied the personal wordthagersonal touch. There
are staff members who ridicule efforts to providastructive programs on
their wards. There are nurses who never smile.elfaex highly active young
children who have scratches and missing teeth lsedéwey cannot fend for
themselves and there is no one to teach them hove. piidtected child no
longer has any protection; possessions are takay;dlareats and terror take
over. The child cannot tell his parents becauskedseto go back to the ward.
The only way a large crowded institution can fumetis to fit the child to

pattern; the pattern is docility and, in time, coete insanity (Anglin, 1967).

The results of the survey were published in twgestathe first in 1964 and
the second in 1967. Notably, Betty Anglin’s survé@ycluded details about both
Woodlands and Riviére-des-Prairies Hospital in @aeBhe first survey reported
Woodlands had opened in 1952 with space for 13&@eats and, by 1964, 1295
children and adults had been admitted for long teare. The per diem cost per

resident at the time totaled $6.99 which came feolRational Health Grant paid to
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the British Columbia Provincial Department of Heakind a small parent fee of
.75/per day for children under the age of 16. Wémmpared with other facilities,
Woodlands had a relatively high staff-to-patienia;goroviding one staff person for
every two patients (Anglin, 1964). The second syiméicated its resident
population had swelled beyond its capacity to 1@glin, 1967). This trend
towards overcrowding continued. Such were the ¢ at Woodlands when Drew
Dickey was admitted in 1968, at the age of thirteen

As for Riviere-des-Prairies Hospital, the first\eey reported it was designed
to accommodate 1088 residents from infancy to E8syef age. The second survey
indicated that by 1967 it too, had exceeded itacidyp with a resident population of
1100. Louis Berthiaume was counted in both surviegrging been admitted in 1963
at eight years of ag@.

Although Betty Anglin (1967) found that the condiis at virtually all the
institutions were deplorable (including the onéinllia, built in 1876, where her son

Mark lived®®) she concluded:

23 See also Craig Mooney (1971) for his accouniéntal Retardation

Developments in Canada 1964-19d@dertaken as a national study and providing a
province by province inventory of services, treads research studies. It followed
the first Federal-Provincial Conference on MentatdRdation held in 1964 and was
commissioned to provide a general overview of gaims to identify future

directions.

24 Famous Canadian Journalist Pierre Berton tourétiaOn 1959. He reported on
this visit in a scathing critique, published in theronto Daily StayJanuary 7, 1960,
called“What's wrong at Orillia: Out of sight, out of mifid The article was very
influential and precipitated a series of attackgmvincial policies related to
institutions. When Mark Anglin was admitted to @ailin 1963 at the age of six, the
institution was already significantly overcrowddthe first survey, published in
1964, reported Orillia having 2893 residents “ba books” even though the new
facility was designed to accommodate 2100 whepéned in 1876. It was originally
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The large institution will always be with us but Borganizing [them] into
300-bed autonomous sections where children livegtonps of 10 to 15, the

child could retain his personal identity (AnglirQé4).

In this, she was reflecting the dominant positibthe Canadian Association

at the time.

The Leadership of Jo Dickey

Jo Dickey on the other hand, was an activist motter came to reject the strategy
of trying to “humanize” the institution. She wanteer son and others like him to be
able to get out. That aspiration fuelled her astivat all levels of the Association but
to make her dream a reality, she needed the Adgoctia take a much stronger
stand. 25 In 1970, she attended her first NatiQualference as a voting member of

the British Columbia delegation. In 1972, Jo Digckeas recruited to join a

known as the Orillia Asylum for Idiots. See alSommons (1982); Radford & Park
(1999).

25 Unless otherwise indicated all quotations are thaseinterviews conducted
between January 2004 and July 2005. With Jo Dickeyanuary 15, 2004
(Vancouver), February 28/29, 2005 (Toronto), AfBl 2005 (Toronto), and July 10
(2005); With Audrey Cole on March 15, 2004 (Smifalls, Ontario); November,
2004 (Toronto) and July 10, 2005 (Toronto); WitiuRette Berthiaume on March 14,
2004 (Ottawa)and July 10, 2005 (Toronto) . A fogusup interview was held with
all three on July 10, 2005 (Toronto).
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nationwide Task Force on Residences chaired by #3optt 26 as she was
becoming known for her interest in residential opsi and her activism provincially.
The Task Force produced a manual on residentiaicesrthat addressed such matters
as types of care, program materials, architectlgaigns, staffing issues, and various
resources used for staff training. But Jo Dickegmdnstrated her skills as a catalyst
and used this opportunity to mobilize support f@menunity-based residences as an
alternative to institutions. She was elected Pesdidf her Provincial Association in
1973, a position which entitled her to a seat enNlational Board. That year, she
introduced the first resolution calling upon goveents to create small home-like
community-based residences instead of further edipee on new or existing
institutions. In so doing, she instigated a noggset revolution. (See Appendix 2: A
Resolution Urging Governments to Establish Smadimd-like Community Based
Residences for the Mentally Retarded of All AgesaiMes, 1973, Binder 16). This
resolution was passed unanimously, but it provakbdcklash within the year.

In October, 1974 the Canadian Association hel@irgs National Planning and
Policy Conference at Geneva Park, Ontario. One feghand fifty delegates attended
this “retreat” and the opportunity it provided f@flection. President Roland Lutes
welcomed the delegates and said that after 16 yteaes time to take a “harsh and
possibly painful look” at the national organizatiand its relationship with provincial
and local bodies. He singled out two important caigs - the “institutional
dilemma” and “securing human rights” (Anglin,197%his gathering marked a

turning point in the life of the Association, defig its future role. It also demarcated

26 Margo Scott served as President of the Canadiandation from1975 to 1977,
and President of the Provincial Ontario Associafrom 1973 to 1975.
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a significant moment in the lives of Jo Dickey aktrey Cole. Jo and Audrey
remembered meeting one another for the first tin@emeva Park. They launched a
life-long friendship amidst an uproar at the 19%4wal general meeting which cut to
the heart of the “institutional dilemma.”

In 1974, the British Columbia delegation of whichDJickey was part, drafted
a resolution and submitted it to thé™&nnual General Meeting which followed the
1974 retreat at Geneva Park. It urged the Assodiati concentrate on the
development of community alternatives to existimgfitutional programs. The debate
on the resolution - which became known somewHatnously as “Resolution 9” -
was heated because many delegates who represkatedsition of “institutional
parents” objected to its dismissal of institutiohbey detected that it was building
upon the direction set the previous year (AngliB&aten, 1978). Jo Dickey

remembered that:

Geneva Park was the first time | met Audrey Cole stme stood up and spoke
in favour of a motion that the Canadian Associaiapport the closure of all
institutions across Canada. We were right in thetdhei of it [in B.C.] and |

was so grateful to her.

However, despite this intervention by Audrey Catd athers, the resolution
was successfully amended with significantly moneticaus wording. Any suggestion
of “replacing” institutions was gone. Moved by MarScott (Ontario) and seconded

by Muriel Clarke (Ontario) Resolution #9 was amehtieurge the Canadian
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Association not only to “refrain from generalizeshdemnation of institutions” but
also to commit to the “continued improvement ofitasional programs” and to
recognize that “that many of our colleagues iniingons have goals which are
identical to ours” (Minutes, 1974, Binder 17).

Jo Dickey, firm in her vision and determined tosewthers to share it, did
not let the matter rest. She returned home andevadeetter to President Rollie Lutes
on December 2, 1974 in which she apologized fohaetng been “sufficiently
organized to successfully debate [the amendmenti@fioor of the AGM” or
“sufficiently alert to anticipate so strong and g¢imoal” a reaction in support of it.
But having had time to think and frame her argumsim¢ now shared with him what
she considered to be the key implications of tleietbpment (Minutes, 1975, Binder

18):

The British Columbia delegates were deeply dist@sd the direction given
by the Annual General Meeting to our Canadian Asgion with respect to
Resolution 9 presented on Saturday morning, Oct8bE974]...We are
gravely concerned that in the amended form accdptede AGM...[it] could
be seen as a complete reversal of our previousbrlgl stated position on
community based services. At this time when both@anadian Association
and Provincial Associations are making the strongessible representations
to government for more and more support for comtyypriogramming and

the phasing out of the institutions, such an adorissf ambivalence on basic
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policy puts into their hands a ready-made reasorefosal — to say nothing

of its impact on our sincerity.

Further, it appears to us that in accepting suobnapromise we are
doing our friends and colleagues in the institigignho have the same goals
as ourselves) a grave injustice. They desperatsy the strongest possible
philosophical and uncompromising support from osséciations if they, too,
are to provide the kind of programmes we wantliermentally retarded. To
allow this inference of compromise and lack of edefice in our own beliefs
must surely be the most damaging kind of admissigrmAssociation could

make at this time...

Rollie Lutes responded by circulating the amendesddRition 9 to the Board.
He pointed out that it did not express Board po#isyhad been defined in 1973. At a
Board meeting in March, 1975, Jo Dickey reiterdtedconcern that Resolution 9, as
amended, weakened the position of the Associatidre they approached
government for support of community-based servidéer Jo Dickey’s presentation,
an “in-depth discussion followed on the pro’s and’s of the resolution”, after
which a new motion was passed stating that sinselR&on 9 “does not express
Canadian Association policy, be it resolved thaeitamended to read as follows: that
the Canadian Association for the Mentally Retardettvely and publicly promote
the replacement of institutions for the mentallyarded by suitable community

alternatives” (Minutes, 1975, Binder 18).
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Jo won that round but she knew that the oppostbaeplacing institutions
stemmed in large part from “fear.” Recalling thatipd, she said “parents were
afraid because they only knew what they had anglihreored the possibilities of
something better.” She also knew the provincialokgstions were also afraid, not

wanting to “upset their governments”.

They didn’t want me to bring it up, didn’t want rtedking about it
anymore...The blind eye came into effect...l was nemas young, and what

did I know...and it was almost like one single pets@ampaign.

She was prepared to be singled out and leave hepsi to criticism if it
meant advancing her mission. She knew she was makanes by taking her sphere
of operation from the community up through the pmoial to the National
Association. The experience was transforming knar kife in profound ways, and
although it not always comfortable, she was buddirconstituency. In 1975, Jo
Dickey was elected National Vice-President (to ilexst Margot Scott) at the 18
Annual General Meeting in Calgary. It was not sisipg, given her heightened
visibility; nor was it surprising that she saw legiecutive position as an opportunity
to focus increased attention on the “institutiosid@mma.” With a vision that was
radical and clear she took aim at privately runrbwey homes and for-profit
residential facilities, and secured provincial eavs of their operations (Williston,
1971). The provincial reviews showed that the psea# institutionalization was

“unjust” and presented “grave problems in humahtag(Minutes, 1976, Binderl9).
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She considered these matters too important todygdd and recognized the position
of the Provincial Associations had to be shiftedvad.

In 1976, the National Annual General Meeting apprba resolution to
establish the Ad Hoc Committee on the Rights ofitiséitutionalized Mentally
Retarded. A representative from each Provinciabgisdion sat on the committee
which was mandated to conduct an in-depth stud$hemights of institutionalized
persons and to report to the Annual General Meatid®77. The study focused on
the right of individuals and their advocates to€dgurocess” in light of
institutionalization, including the right to a fdiearing before an impartial body, with
respect to such issues as admission, placemegragonming and discharge. The Ad

Hoc Committee concluded in its final 1977 Repoatth

The official pronouncements over recent years ppsu of
deinstitutionalization and community living optiooarry the implication that,
very possibly, significant numbers of mentally rdtd individuals have been
wrongly placed...[yet] only a slim trickle of the asated 19,000 mentally
handicapped in institutions were moving towardrfregration in the]
mainstream. The demand for urgent action stands (\déinutes, 1977,

Binder 20).

The Committee singled out the one province wheeeethdence was more
encouraging, reporting that, “in the far west aotation may be in the making.” This

was a reference to the effective networking andipal lobbying by Jo Dickey and
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the other mothers in the Woodlands Parent Grouphwtasulted in the 1977
announcement by the British Columbia Minister oinkin Resources that 200
“patients in the long-established Woodlands Schadl been identified as ...having
the capacity to be placed in a fully serviced comitydiving environment.” The
Minister also went on record to say that many ef100 institutionalized persons in
British Columbia could be relocated. He pledgeaficial support for this and he said
that he expected the involvement of the Britishutibdia Association and other
external agencies. The Ad Hoc Committee notedttieat was no reason to think
that the need to review suitability of placemenswaique to British Columbia
(Minutes, 1977, Binder 20). By deploying her adt\style as a catalyst to bear on
transforming communities and families into a poétiforce, Jo was making “closing
institutions” a priority.

Ironically, even as British Columbia was commendad held up as an
example, the successful campaign of the WoodlaadsnP Group was becoming a
problem for the National Association. The very féugt this parent group had
originated outside the Association structure, satggkan emerging trend whereby
parents were beginning to “take action on their oreflecting a ‘giving up’ on the
Association movement” (Minutes, 1977, Binder 20).February, 1977 at a
Staff/Board planning retreat participants heardudlaogrowing nationwide dilemma
that the deinstitutionalization campaign faced. Wlparents who supported
community-based services, turned to institutiorspde the well known problems
when they were no longer physically able to coaatrservices for their children.

The Woodlands Parent Group highlighted this probbertnit was not an isolated
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phenomenon. Other such groups had formed in TommioMontreal, and like the
Vancouver group they were oriented to securingebettmmunity-based residences
and services, not improving large institutions (¢el& Wolfensberger, 1969;
Roeher, 1990; Jeffreys & Sproul, 1993).

Jo Dickey made space for such new groups undeausgices of the
Association but she was also prepared to go whestewas invited and work with
whoever asked her so long as this helped fan émeeflboehind the campaign to close
institutions (Dickey, 1978). She believed that fi@siand networks (as opposed to an
individual leader) were the most effective ageritshange and she welcomed each
invitation for the opportunity it presented to gainze support. In 1977, she was
elected President of the Canadian Association aakrthis her national priority. She
explained that her activism was propelled by ggtimew out of Woodlands: “It was
because of my experience, you see? The only teaehbave is experience.” A
resolution approved that year, offered the firecldefinition of what the Association
actually meant by an “institution”. It defined awstitution as “any residence larger
than a large family, where the environment distindiffers from that of most
families in society” (Wolfensberger, 1975). Jo kag established a National Ad-Hoc
Committee on De-institutionalization and receivestrang endorsement by the Board
to mobilize “any and all resources” to this goalifites, 1978, Binder 21). By 1978
she secured a commitment to deinstitutionalizgpilitically and financially in her
home province, which allowed her to take Drew dufMoodlands and get him
established in a small home with the support heledeShe remembers that period

well even twenty-five years later:
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There were people who didn’t want the institutiorclose because it would
mean spending money they thought should go intedh@munity on “those”
people who didn’t look after their kids. That bittess is still there. What is so
interesting is that they think we chose to putlads in institutions. Nobody

chooses to do that...why would they?

As President she funded and supported regionastleitionalization
strategies elsewhere, beginning in the Atlantiovjrees. Her credibility was
enormous. Wherever she was invited to speak aglent®f the National
Association, she drew on the history of the Wood&Rarent Group (Crawford,

1983):

First we addressed ourselves to changing the gituet which they were
living — the institution. Before long, having inged into the actual
functioning of that facility, we realized that natter how much money was
poured into it, how much the effort was, how muahrequired that things
change, there was never going to be an atmospbkeetoped that would
really make the place a home and a proper livingeagnce for our sons and

daughters (Dickey, 1978).

She always included details of the early found8&rsere were eight of us in

the core and some, like Jackie were very nervodd didn’t blame them.” Others,
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like herself, were more “determined and pig-hedd8be recalled that when they had
over 300 names from Woodlands, “we made it impdsd$dr parents not to know
about the abuse going on there.” She creditednséinct for knowing just when to
“go political” and for sensing that that there wae point” going to the civil servants
because they didn’'t have “the authority or the magton.” She detailed their
confrontation with the Minister and how they refdde accept government funds and
promises to make Woodlands “the best institutiotheaworld.” But to this day she
marvels, “I don’t know where that “strength of page came from but we all were of
the same mind in that room.” She recalled the nmegtings it took to persuade the
government to allocate funding to people comingafuhe institution on an
individual basis by taking account of their basinig needs (food, shelter, clothing
and utilities) and their disability-related needsl &ervices (supports, attendant care,
equipment and medication)Yet those meetings were not always easy for Her. S
recalls that her small stature often made it uncotable for her to “walk into a room
of men.”

In addition, her relationship with the Provinciadgociation was at times,

difficult. She remembers the time she was “sentitotthe hall” while the Board

%" In February 1977, a proposal, ‘Development of anp@hensive Community-
Based System of Service as an Alternative to Woatilawas presented to The
Honourable William Vander Zalm, Minister of Humae$urces for the Province of
British Columbia by the Woodlands Parent GroupDiltkey often referred to it as
“the red book”. In June 1977 he announced Proj&eEL(“Living Independently for
Equality 1977- 1981") which expressed the governfsarommitment to a major
effort to deinstitutionalize services for the mdigtaandicapped. The Community
Living Society received $238,000 for core funding the first year, and funding for
the purchase of services up to $18,000 per yeangatidual. By November 1979,
24 people had left Woodlands School assisted bpldraing resources of the
Community Living Society. Se@he Power to Choogé¢981) The Roeher
Institute.p.155-180.
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debated a request by the Woodlands Parent grob@fi0: “They had a bird about
that! Just a bird about that.” Jo needed the mom@yepare a proposal for

government:

| had all these scribbles from the community cotagigns and open meetings
[to discuss an alternative to Woodlands]. | remansidéng in the library and

| had no idea what to do with these pieces of phpeause | am not a writer.
So I'm sitting there and I'm crying my eyes out drithve $5000 from the
British Columbia Association for a proposal andthése pieces of paper and

| haven't a clue what to do with them, not a clue.

She recruited a colleague to help her and in resggdhe government
committed resources. The parents group began Imgtagsidents from Woodlands’
back wards, not wanting to be accused of only ftglonly the easier ones.” Jo
remembers how she felt when the task of adminrggehe project fell to her: “I hate
managing and | was scared to death but it wasradihéhat or let it go down the
tubes.” Reluctantly, she took on this additionalp@nsibility, but protested, “I'm just
a parent, | have no background in economics.”

Closing institutions was the top issue on Jo Ditkagenda but it was by no
means the only one. The individualized planning famdling arrangements devised
by the Woodlands Parent Group to bring Drew Dic&eg others out of the
institution was promising and timely, but of eqaggnificance to Jo was its message

about the power and muscle of a strong, dedicatddlatermined parents’
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organization that was made up of mostly mothersvél@r this message was at risk
of not getting through. Indeed, a sharp declinedllunteer activity across all levels of
the Association was raising questions about thg sestainability and future of the
parents’ movement. The increasing professionatimadf human services meant that
professionals rather than volunteers were providisgbility-related supports and
services (Wolfensberger, 1972). In addition, in¢batext of women’s growing
labour force participation, the number of volungepotentially available to serve as
Board members, service providers or fundraisers,dvapping.

But not least important was the problem internaht Association as Jo

Dickey expressed in an open letter to the membeféhi

As | traveled across the country as Presidentsaske with many of you in
your home or at meetings, | began to understand frou the concern that
individual needs no longer seem to be the pridatythis organization. It
appeared that the structure you and | had putplaice to try to meet those
needs was getting in the way and the person wag b@st in the process.
Wherever | traveled there were individuals or pockeeople who were
working by themselves... But within those isolaggedups of people within

our communities was an energy ...attuned to the ekesind hopes of men and

women who have handicaps. There is a gold mineefgy available — but

28 CAMR Newsletter, ‘Reporter’ 1980. This letter wastten in the context of
informing the membership about a Board Retreat] meeMontebello, Quebec, in
1980, which provided a forum for the movement tdew its values, goals and
commitment.
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those energetic people...are not necessarily panteostructure we have set

up.

At the core of this initiative was Jo’s concerntttieere was no social base to
carry out her deinstitutionalization campaign aedfear that the staff and board did
not appreciate, as she did, that a decline in meshlge“threatened” the Association.
Looking back to that period, she knows her ideaseweadical” but, she speculates,
“I honestly think they underestimated my stubbosmand maybe a little bit, my
ability.” In 1978, at Jo Dickey’s instigation, a&pal Policy Resolution was passed
committing the Association to an exercise in orgational renewal (See Appendix 2:
Resolution on Association Renewal, Minutes, 1978dBr 21).

Jo Dickey appointed Audrey Cole to Chair a new Catei® on
“Involvement” with a mandate to stimulate an intgascampaign to attract groups of
volunteers and to build a network across the cguNiMR, 1981). The renewal
strategy was multifaceted and addressed two ofidkel's priorities. Firstly, it
linked her passion for solving the “institutionalednma” with a plan to attract
volunteers by constructing a more stimulating andartant role for them. In her
mind, the Association needed skilled and commut@dnteers to monitor services
and advocate for improvements in the face of viotet taking place in institutional
settings. She envisioned a network of legislatmenitoring and review groups

across Canada with a powerful voice to “entrenehcttncept that mentally retarded
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persons as well as other disadvantaged groupsthasame rights as other citizens
of Canada®

Secondly, the renewal strategy enabled Jo to stupgpodevelopment of
“People First”, a national self-advocacy movemé&nthiwad & Bersani, 1996 She
was concerned that the rights of many people wiikllectual disabilities remained
constrained because they found it difficult to $pfea themselves. She established a
Consumers Advisory Committee and appointed Barbd@ats first Chair, which
came with a seat on the National Board (Park e2803)*! Over 100 people with
intellectual disabilities participated in the 19%8nual Conference in response to J0’s
inclusive gesture to bring in self-advocates, anfitature Barb Goode as a speaker at
the Closing Plenary. This was a “first” in the Asgion’s history (NIMR, 1981).

But under Jo Dickey’s leadership it was the defnstnalization train that

was moving the fastest, and every Annual Generatiig brought fresh evidence of

her determination to keep the issue before the reeship. She used her visibility to

29 “partners for Progress” proposal prepared by taea@ian Association for
Submission to the Federal Government, DepartmeN&atbnal Health and Welfare,
February, 1979, p. 23. This proposal was neverddradthough related activities
were conducted by Provincial Associations.

30 people First is a national organization of pedgiieled “mentally retarded” who
come together to advocate for themselves. Thediragpter in Canada was formed in
Vancouver, British Columbia in 1979, and took tlaene People First to make the
statement, “We are people first, our disabilitgézondary.” People First is an
international organization.

31 Barb Goode was then President of People FirstoofiNVancouver.. Significantly
this development established a foundation upon hwtiie Consumer Advisory
Committee could take up a critical position durihg Eve case in 1981. In 1981 (at
the Special Board Meeting, held June 13/14 198&liscuss sterilization), a change to
the constitution of the Canadian Association wazayped which made the Consumer
Advisory Committee a standing committee of the Bloar
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tell success stories about people who had comdaptpve, “that everyone could
live in the community, that nobody got murdered] #mat nobody died of neglect, all
those things that institutions were said to befa Bave against.” In 1979 she
encouraged another controversial resolution thiégatéor a moratorium on new
admissions to institutions in light of what was mabout their “dehumanizing,
restrictive and damaging” nature; it too underweany rewrites and amendments
before being approved (See Appendix 2: Resolutialhir@ for a Moratorium on

New Admissions, Minutes, 1979, Binder 22).

It was debated and amended before it was passedmber of delegates
asked to have their opposition recorded along thi¢ir reasons for voting against the
resolution, suggesting that “institutional parent&re still a force in the Association.
As one delegate, Marguerite E. Chown, putl kannot risk further alienation from
life-long friends who are faced with no other atigive than placement of their child
in an institution at the present time.” And anothéen Yeo said: “At the moment this
Resolution could do nothing but create bad feelinils the staff of institutions and
with government” (Minutes, 1979, Binder 22). ToDickey, they were “good
people” but they just had not had the same expegies she had. “If they had | am
sure they would feel the same way. But those vemispretty high and what happens
behind those walls was stuff they just could ncagme.”

She remembers taking a “lot of heat from the Bbhtd pressed on. In
February 1980, she urged the Executive Committegpoove an unprecedented
$50,000 loan to the Nova Scotia Division to complite purchase of a house in

Sydney Mines for a group home for people with sesimtellectual disabilities.
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Though the Association was not in the habit of legdnoney, Jo defended that

financial decision to the Board as follows:

The Executive Committee was fully conscious ofgbesibility that their
action could be interpreted as establishing a plestie and indeed it does just
that. The important thing to observe is exactly ikad of precedent is it that
has been established...[it iS] a means of stoppiegtbwth of institutions

and institutional populations in Nova Scotia (Miesit 1980, Binder 23).

Years later she defended that action in an interveaying, “I just don’t
follow the rules.” Meanwhile, the Committee on Rights of Institutionalized
Person¥ which had been meeting since 1976, brought a Répdne 1980 Annual
General Meeting. They had uncovered widespreadencies of abuse and forms of
neglect taking place within institutions across ¢bantry (Williston, 1971; Welch,
1973; Sobsey, 1994; Roeher, 1995). The evidenamkeCsganmittee Chair, Mildred
DeHaan, “should convince anyone that the instihgionodel has serious and long
term defects with respect to our retarded citizéMihutes, 1980, Binder 23). In
addition, a further Resolution passed in 1980 &éght up the definition of an
“institution” to apply to “any place larger than ardinary family home,” thereby
replacing the 1977 definition, “any residence larp@an a large family.” It also
directed the Association to “oppose the use ofriktution model in any future

provision of residential services” (Canadian ColianiSocial Development, 1985).

32 Formerly, the Committee on the Right of the Insiinalized Mentally Retarded.
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This resolution was cited frequently when Jo Diglkey/Past President, waged
a highly visible confrontation with the Metro TortormAssociation over “Project 81”.
In 1981, the Toronto Association, the largest lagdhe country, proposed to build a
residential facility for over thirty profoundly dibled people. Alarmed, the National
Executive reacted quickly. They characterized tfoppsed residence as a “mini—
institution” to discredit it, but underneath, thegre troubled by the potential of
Project 81 to establish a precedent for resideosisg for “medically fragile people”.
Although similarly large scale developments werdarntonsideration in other
provinces, none had been brought forward by ahadéd local Association. So while
the Executive did not appear to want an internadi finey wished to thwart the
project as evidence by the trail of memos andrietteitten in an attempt to defuse
the situation. Ultimately, Jo Dickey and other Agation officers cited the various
resolutions on Institutions passed in Annual Gdrideetings, notably in 1977 and
1980, to demonstrate that the position taken byCdweadian Association, including
the recently adopted definition of an “institutioss “any place larger than an
ordinary family home”, conflicted with the plansibg proposed (Minutes, 1981,
Binder 24).

In May, 1981 Jo Dickey conceived a strategy bemtame an especially
important part of her legacy. Through another natsmh she went on record as being
the first leader of the Association to propose thaecognition of the high costs
involved in making the transition from institutidlyabased services to establish
community supports and services, a special funahdde available by the federal

government to the provinces to help overcome thidlawf the deinstitutionalization
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(See Appendix 2: Resolution on Transition FundStimulate Deinstitutionalization,

(Minutes, 1981, Binder 24).

Once approved by the membership, she presentedi¢agiuring the
International Year of Disabled Persons in 198 hHouse of Commons Special
Committee on the Disabled and the Handicappedtirh@ng was excellent. The
recommendation was incorporated as a recommendatibe Committee’s famous
ObstaclesReport, and later a deinstitutionalization traosifund was proposed by a
Parliamentary Task Force on Federal-Provincialdfiscrangements® From that
point forward, Jo Dickey’s idea of securing a fedeommitment to transitional
funding remained on the Board’s agenda thoughok 8everal years before it was
enacted. Her clear sense of “what the future ctodH like” and her political
astuteness continued to catalyze support.

Hugh Lafave, newly appointed Executive Vice-Presidender Jo Dickey’s
Past Presidency, took on her commitment to ovenagitiie “institutional dilemma”
at the administrative level. In his 1981 Annual Bephe affirmed that the
Association’s focus remained a “clear resolve tovaty deal with institutions
throughout Canada”, and that this resolve woulghslthe committee structure and
their activities (Minutes, 1981, Binder 24). On tjreund, a National Task Force on
Community Living was established to investigate phaiferation of “mini-

institutions” and the investments being made ititusons and expansion projects

% Jo Dickey presented to the Committee in Ottawate3eber 17, 1980. See: Special
Parliamentary Committee on the Disabled and Hapgied, Obstacles Report (1981)
Recommendation 20: Funding and Implementation.4$145.
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across the country. When members of the Task Fepmted their findings, they
described an “atmosphere of crisis” and a problesth was “far more extensive than
first realized” (Minutes, 1982, Binder 25). Thewde a series of recommendations
and identified sites of best practice; they poirntethe success of the Woodlands
Parent Group which now supported over 50 peopleawe the institution and
establish homes in the greater Vancouver area [Crdyn1983; Dickey, 1985).

Looking back over that period Jo remembers:

Many people thought we were going to fall flatar face, or that
something drastic would happen. | don’t think Lilcbgo through that all

again. When you’re determined, you do things #natpretty rare.”

The Campaign in Quebec

One of the members of this National Task Force om@unity Living was
André Blanchet, who in 1982 became Vice-PresidétiieCanadian Association
and in 1984, its President. He was Chief of Psyahi&ervices at the Granby
Hospital in Quebec, and Director of Adult ServieeRiviere-des-Prairies Hospital,
the large psychiatric facility where Louis Berthia@ was a resident (Taylor, 1971;
Anglin, 1972). André Blanchet was very aware of dieestitutionalization
developments in British Columbia, and with a visfonreplication in Quebec,
recruited Paulette Berthiaume, an active moth#¢nérRiviere-des-Prairie Parent

Group, to join the Task Force. While serving ort tigtional committee Paulette first
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met Jo Dickey and learned about the work of the Wlarwds Parent Group. She
invited Jo to Montreal in 1982 to meet with hergrdrgroup followed by a trip to
British Columbia in 1983 to meet the Woodland ptsen

André Blanchet, as Director of the Adult SectiorRatiere-des-Prairies,
began to involve parents in planning for commungtytegration. As a result Paulette
and other mothers began to hope and envision a pnoneising future in the
community. Kathleen Ruff, a human rights advocatdlie Canadian Association
followed the deinstitutionalization struggle in Qae closely and put it in the context

of Quebec’s “Quiet Revolution™:

Just as the province of Quebec underwent a rewolirni its attitudes towards
itself, refusing any longer to accept second-céaahis for French-speaking
Quebecers, so did some of the parents undergotutien in their attitudes

and expectations regarding their sons and daugRef§ 1986).

The parents’ group at Riviere-des-Prairies askedHanges at the institution
but soon realized the limits of taking a polite aggeh. It was not getting them
anywhere. Paulette remembered that when the pgyergented the Director with the
“long list” of problems they identified at the imstion, he “threw it on the table” and
told them, “Nobody will believe you!” They felt tgdhad to fight. The more they
observed and questioned, the more they saw whaiweasy and documented it.
Paulette and the other parents were getting anpaogxd education. Although they

considered themselves “innocent” and “unorganizedhat they observed and
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learned on the ground propelled them because wfdtteng sense of obligation to
the children inside. They requested a meeting thighMinister of Health and Social
Service in which they enumerated a long list ofagns. When they asked him to
intervene, he agreed and called for an evaluatidineoparents’ complaints. The
report he received was very disturbing; there wademice of abuse and theft in
addition to a poor quality of life for residents.

Throughout this period Paulette attended meetih¢jsecAdvocacy
Committee in Toronto, where she worked with Aud@®fe who was the Vice-Chair.
On the Advocacy Committee, Paulette was introducexh extensive number of
legal and human rights issues some of which, utsiital abuse, for example, she
took up in her own province. In 1984 she heard JesdpPelletier, Executive Vice
President (following Hugh Lafave who retired eddy health reasons) report that
Canada was “fast entering a massive deinstitutiostadn phase.” This presented
many new challenges to the Association and itstmlelp governments put in place
the “right types of community-based services.”(Megj 1984, Binder 27). Pelletier
was referring to developments in British Columbiaene the Government was
starting to move residents out of the Tranquillgtitntion not to community settings
as had been agreed, but instead was admitting thamother extended care facility
(Lord & Hearn,1987; Roeher Institute, 1991). Ongain, Jo Dickey mobilized

support at all levels of the Association to ensweess of this situation went before the
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court in an attempt to get the decision revefé&lt Pelletier may also have been
speaking about developments in Quebec.

In May, 1985, President André Blanchet advised2xiscutive that the
Quebec media had just released a story allegingeasthe Riviere-des-Prairies
institution in Montreal. Many parents with relatsvmside were shocked as were
members of the local and provincial Associatiortse Quebec Government
appointed Richard Shadley, a criminal lawyer withkmowledge of persons with
intellectual disabilities or integration, to he&e tShadley Commission of Inquiry into
Riviere-des-Prairies. Paulette Bethiaume becam&denat of the Parent Group of
Riviere-des-Prairie¥. Exercising her skills as a capacity-builder, steked
informally and strategically to bring community pé®together to expose poor
conditions at the institution. She found a lawged called a meeting in his office.
This lawyer was “just getting started” and was wdlto work for “free”. Paulette
remembers that having “worked hard” to get parentsthe response was
“unbelievable” and that over a hundred parentdttd. She then turned to the
National Association for moral and financial sugpsw the parent group could be
represented in court. The Board approved fundg€du§000...to allow the parents’
group access to comparable legal advice that thpitab administration would
receive from public funds” (Minutes, 1985, Bind&)2This way, anyone giving

testimony at the public hearing was assured ofrfipldgal representation. Over the

34 Reports of demonstrations and candlelight vigitstesting the B.C. Government's
decision to transfer disabled people from the Tudhgginstitution in Kamloops to the
Glendale Lodge in Victoria, instead of to group lesnm the community, was widely
reported through the month of September 198phia Globe and Mail.

% |e Regroupement pour I'integration dans la comratmin Quebec.
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summer of 1985, parents, workers, and professidastgied before the Shadley
Inquiry. “We had guts”, Paulette remembers, andamby at the Inquiry. Later, when
the parents returned to the institution, they wbomed.”

Paulette and her group wanted the institution placeler trusteeship and the
residents moved out into community settings. Howelvg October, the Inquiry was
halted while the Quebec Superior Court heard argisnaver the extent of the
Inquiry’s mandate. This was widely seen as a tdmtithe Council of Doctors at the
facility to stall the process. Rather than waig Riviere-des-Prairies Parent Group
conducted their own “people’s trial” and gatheregnty 200 sworn affadavits
outlining conditions at the hospital, which thegg@ublicized and which formed the
basis of a renewed demand to the Government tadtdspital be placed under
trusteeship?®

Paulette remembers how the parents were compledady by surprise. They
wanted good services but suddenly there was amairmvestigation which

galvanized a broader involvement by parents tharhsld ever seen before.

Of course it was crimes when you consider what these doing to our sons
and daughters... You know, we were not organizedyer® not organized at
all...we called meetings, people came from all owar typed things and put

them in envelopes, and sent them off to pareneseoyone would know. |

36 A Position Paper prepared by the Riviére-des-lesaParent Group and presented
to Mr Guy Chevrette, Minister of Health and So&akvices on September 17, 1985
summarized the affidavits from parents, educajfmag] staff and professionals of the
Hospital. The parents claimed the evidence wa$yr&atly the tip of the iceberg”

but damaging enough to request the Hospital beeglaader trusteeship.
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used to receive calls from a parent ...sometimeselt/é or twelve thirty at
night. We talked quietly but it was so big for usthought we were too

innocent to be meddling in this.

We didn’'t have a penny ...but we got ourselves a &aywye went to court
and we were always five or six ...in the front roweWere all mothers. |
could name them for you...Mme Gerard, Mme des Oud¥iese Simard,
me...we used to replace ourselves. We were all methtdrey were always

talking about parents but no, we were mothers.

One day during the inquiry, Paulette, no longeedblbear listening to how
lawyers described their sons and daughters asiass’nothing” led those mothers
on a walk-out from the courtroom in protest. Newsggareporters were waiting
outside and the widespread media coverage brobgluase to national attention. At
the next Annual General Meeting, two mothers frbm Quebec Association brought
forward a resolution asking Associations acroscthentry to support Quebec in
calling for the hospital to be put under trustepsfihey were warmly received and
their resolution was carried unanimously (See Appe: Resolution on Riviéere-
des-Prairies, Minutes, 1985, Binder 28):

The President, André Blanchet, indicated his paabksupport for this action
by writing his own letters to the Premier of Quebed the Prime Minister of Canada

informing them of the stand taken by the Canadiaso&iation with respect to
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Riviere-des-Prairies. In his 1985 President’s Repar highlighted the significance

of the parents’ activism in creating this institutal “hot spot”:

The question of deinstitutionalization has becotyugh the institution of a
Public Inquiry, an immense debate in Quebec socfetiay doesn’t go by
without it being mentioned in the press or radidedevision. At the moment
the concrete gains that have been made are aw$olém ombudsman,
answering directly to the provincial governmentgasistantly in attendance at
the hospital; a parliamentary committee on deimstihalization has been
established as a result of the public debate, qudlly important, an
announcement by the government of a green papereoal health policy
which will devote a large part to the questionha# health of persons in

psychiatric hospitals (Minutes, 1985, Binder 28).

The Advocacy Committee took their inspiration fréms victory and now set
as its agenda the right of all persons, not ondgé¢halready in institutions but also
those in danger of becoming institutionalized; ldtter they saw as “the major
advocacy issue [now] and ...for some time to comeih(ies, 1985, Binder 28).

In December, the Superior Court in Quebec ruletitttaShadley
Commission of Inquiry could continue to hear eviceof abuses which pervaded the

programs and services of the Riviéere-des-Prainstitution. The Commissioner held
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several months of hearings before making his recemutations’ He concluded that
strong intervention was needed to make the sermm®@e humane but as the existing
administration was incapable of implementing thésesupported the parents in
recommending that the institution be placed undestéeship. The Minister would
not go this far but agreed that 300 persons coelchbved from hospital to
community settings and he promised that a sepaggiecy would be set up to deal
with the move (Ruff, 1986; Roeher Institute, 1996).

Paulette and her group won a great deal of suppaine facility including
from union employees. There were however, consespseior AndréBlanchet who
as Paulette explained, was “punished for suppottgigand fired from his job as
Director of Adult Services. The parents were offedéect staff assistance and a
$7000 loan from the National Association to coveiit costs and to implement plans
to begin to move people out. Louis Berthiaume watsamong them, but Paulette’s
rise in the Association was meteoric. Her lead@rshyle, her courage to confront
authorities, and her capacity to build networks medle an impression. Although she
had just attended her first National Conference/Aamoual General Meeting in 1985,
as part of the Quebec delegation, within the ybansgas elected to the National

Board, appointed to the Executive, and invitedé@bmember of the newly

37«The 247-page Report released in May recommendtthpg the Montreal hospital
under trusteeship and carrying out sweeping refatifise Minister [Therese Lavoie-
Roux) adopted recommendations to improve hospatadiitions but rejected
trusteeship of the hospital. Instead she namedrdsudsman, M. Reynald Gagnon to
protect the rights of 595 patients in the instdati...Parents and
deinstitutionalization advocates admit they onlynveopartial victory so they will
continue to lobby for the closing of the hospitdtritourage editorial 1986 1(3).
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established fundraising vehicle, the Community hgvCanadian Foundation. Jo

Dickey recalls:

Paulette was very respected in the community, aedesarned...quite a bit
about the things to watch for from others’ expeces She had quite a bit of
contact with parliamentary people, and in Queleat, kind of thing means
something...they're a close-knit civilization andirtk she was listened to.

It took her a long time to realize first she wantedis out of there, and
second that she could get him out of there. Tlamyecto see us and they had
me down there two or three times. And | think im heart she always knew
she wanted him out of there, but there was judtfdza of stepping out into

the dark.

In 1987 Paulette Berthiaume was asked to join amevonal Task Force
called “Replacing Institutions” which took as itision, “no further admissions to
institutions” within five years, and a gradual evaton of residents that would
proceed at the rate of 10% a year (based on 198@lgamns). When Task Force
members met in Ottawa in April, 1987 to conduct@efral lobby, they were advised
by President Gordon Porter that the single mosbitapt issue for the Association to
stress with government officials was “closing ingiobns” (Minutes, 1987, Binder
30). The matter of transitional funding to enticepncial governments to close

institutions was still on the agenda and raiseth wénior policy advisors. There were
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signs that the concept was being positively reckiveen a meeting was confirmed
later that year with the Minister of Health and Ve himself, Jake Epp.

This campaign to close institutions found its vait€uebec once again
through Paulette Berthiaume, and her activistsk#éime to the fore in developing the
capacity of other mothers and family members t@oizge. In 1988 she helped a
group of parents engineer a dramatic “kidnappigiée 88 residents from Pavillon
Ste.Theophile, a private institution, in an actibat included buses and an evacuation

at midnight. Paulette remembers the kidnapping:

| was in charge of one house so | went there adf@ys before to put the main
things in the fridge. The furniture was there, thest had to bring their
clothes. The Rehabilitation Centre rented busegt bthem came one night
and a few days later | went back for their persomialgs. This is how we did

it for four of them — but there were 88 in all.

With “tenacity and doggednes&the group convinced the Quebec Human Rights
Commission to undertake public hearings into theappropriation of funds, poor
quality of care, and the exploitation of peoplehaiitellectual disabilities who lived
there. Paulette, with her rehabilitation credentialas given the status of
“professional” when she was appointed a membeneassessment team established

by the Government of Quebec to evaluate all thieleess living in the Saint

% These were the words used in the Citation in 880 President’s Award given to
Mme Yvette Carpentier, a sister of one of the rasigl who was instrumental in the
kidnapping, at the 33AGM, October 13, 1990 Victoria, B.C.
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Theophile Institution. She kept her parent statuietgo enhance her credibility. The
institution was closed in 1990, and residents rddeeghe community where they
were supported by friends and advocates (Roehttulies 1996).

Investigators for the Human Rights Commission disced allowances
allocated by government for personal spending biglemts were never distributed.
Instead, the operator of Pavillon Saint Theopletained them for “expenses” even
though the institution received separate grant®parating costs. Much that was
designated as “care” moreover, was more accuratelgacterized as “punishment,”
“deprivation” and “infantilization.” The Commissidiound the administration guilty
of exploiting the residents contrary to Sectiorod&he province’harter of Rights
and Freedomsand awarded the former 88 residents the largetitsent ever
recorded in Canada for human rights violation, apracedented $1,400,000 in
personal damagés Significantly, the case recognized the rights raféal to all other
Canadians also belonged to people who have bettuiizsalized. In 1988 Paulette
saw to it that the Association’s prestigious Prestts Award be given to Mme
Yvette Carpentier, the sister of one of the ressl@rho was a moving force behind
the group that got the institution closed.

In 1993, Paulette Berthiaume became PresidenieoCtnadian Association
after serving for four years as Vice President. &msounced in January, 1994

(Minutes, 1994, Binder 37):

% The Quebec Human Rights Commission v Jean CoutiCantre d'accueil
Pavillon Saint Theophile Inc., 1991. Source Camatlaman Rights Reporter, Vol.
16, Decision 14, August, 1992, D/129-D/138.
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| have just learned that my son Louis will finallg moving to the community
after living for 30 years in an institution. Thime it is really going to

happen. | couldn’t ask for a more beautiful wagtart the year!

It had been 14 years since she visited British @bla for the first time and
saw for herself the success of the Woodlands parBgtthen the British Columbia
activists had advanced enough along in bringingleeloack to their communities to
offer some evidence that it worked. But Pauletés wot completely convinced. One
factor made her hesitate: she was reluctant tglrauis out and “leave the money
inside.” She knew that his care cost the Quebeemuovent $85,000 to keep him in
the institution, and she was adamant that this mearmaild be needed to follow him
to cover the costs of adequate services in the aontyn Even though she was eager,
the authorities made no effort to move him outlwstte decided to “get political”.

(Berthiaume, 1995; 2001). Being President, no dbelged:

| went straight to the Minister of Health and So&8arvices — | didn’t talk to
her, | didn’t phone her, | wrote to her and saltim“giving you so much time,
if you don’t do something I’'m going to act.” AndMas ready to [call upon]

Associations all across Canada and the United Stallehe people | had met.

But she did not need to take further action. Wheuni&é came out in 1994, the

money came with him.
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The Alliance with Self-Advocates

Local struggles combined with federal lobbying weeginning to reap
benefits. In 1988, Federal Minister Ramon Hnatys&iynounced the government was
prepared to offer incentive funding that would @llprovinces which were
committed to full deinstitutionalization to receitransitional funding to support both
institutional and community services while theistitutions were closing. He made
this announcement at the at the Association’s Gente and Executive Vice-
President, Diane Richler, contextualized his spéecthe membership (Minutes,

1988, Binder 31):

The idea that special funds would be needed franidtieral government to
help provinces get over the financial hurdle ohd&tutionalization was first
suggested by Mrs. Jo Dickey, President of the Ganafissociation in the
early 1980s.The wisdom of her suggestion was razedrby the Obstacles
Report (1981) and Mr. Hnatyshyn's statement israrag@ment by the federal
government to provide the funding necessary to tieprovinces move
ahead- one million dollars over a five year petothe Canadian

Association to consult with the provinces on déintibnalization?

0 This was followed in 1993 by a Federal- Provinpiattnership agreement for a
demonstration project, worth 15 million dollars oBeyears, beginning with
Newfoundland to bring out 126 people from the Water Hospital. It was called
“The Right Futures Project- a Future with RightBliis was the largest single item in
the federal government’s National Strategy forltitegration of Persons with
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This was a major success in the campaign to cleséutions. It also led to a
new phase in the campaign characterized by thenabi between the activist mothers
and self-advocates, disabled activists who advdaatetheir own behalf. In June,
1988 the National Board passed a series of resakito increase self-advocacy
participation in the decision-making process atBbard and Annual General
Meeting levels (Minutes, 1988, Binder 31) Given greater visibility and voice, self-
advocates on the Consumer Advisory Committee bectiorg spokespersons for
closing institutions as many of them had eithegdivnside themselves, or knew
someone who had. Notably they turned for suppadbt®ickey, Paulette
Berthiaume, and Audrey Cole as national leadeng ¢beald trust.

Jo Dickey had been the first to create the orgéioizal space for them to
participate when, in 1979 as President she estalolithe Consumer Advisory
Committee. She stated, “Here we had an organizatiarhich the people affected
had no voice. | thought that was a travesty.” RéaiBerthiaume was the Self-
Advocates’ choice to chair a Public Awareness Catemin 1988 after a volatile
Annual General Meeting in which self-advocates ihorgjected a series of posters
and public service announcements whose cartooneimpaond belittling text they
found demeaning. They were hurt at not having lmeasulted and found in this

another instance of what they saw as the patemaiighe Association. They swayed

Disabilities announced in 1991 and a significantmeat in the history of the
Canadian Association.

*1 These included designating 6 of the 12 Directdagge positions for self-
advocates and providing staff support and finaneisburces for members of the
Consumer Advisory Committee to attend all Board tings.
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the delegates to vote against a motion to apptoradtions of the 1987-88 Board.
Paulette, respected and trusted by all sides, skaddo step in and guide the Board
on this sensitive front. “| know where they comenfrand | know what they have to
go through. | can feel it. I'm just that way.” Awr Cole provided help to self-
advocates in crafting resolutions over many ye&ssshe said, “They are impatient
but when you get put down all your life you wanttange things now.” She did so
again in 1989, when they decided to target onbé@tentral problems that had
emerged with deinstitutionalization (Park, et 2003). Self-advocates were
concerned that people were moving out of largetuigins only to be re-
institutionalized in group homes (See Appendix 8s®&lution on Problems with
Deinstitutionalization, Minutes, 1989, Binder 32).

Two years later, at the 1991 Annual General Megsetj-advocates
nominated Audrey Cole from the floor, as their ddate for President. They credited
her ability to see the big picture in the campamulose institutions. She had urged
the Association, for example, to lobby the fedg@lernment for more affordable
housing, recognizing that people coming out ofiingbns were poor. She also took
up the cause of Native Canadians with intellectisdbilities (Minutes, 1989, Binder
32)%2 By nominating her, the self-advocates challenjedstate proposed by the
Nominations Committee. Audrey remembers there wa#gé a campaign” both for
and against her candidacy, but as she said, “yowkne, I'm not very political so |

didn’t know what was going on.” She did not win.

2 Audrey had moved a resolution at the 1989 AGMnggdhe Association to
“promote and provide culturally and linguisticallppropriate services and supports
within native communities in Canada to those lathelevelopmentally handicapped”.
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Although Audrey Cole was not involved as a majgufe in the
deinstitutionalization campaign directly, her exfgerin legal advocacy and human
rights led the Canadian Association to appointfbelegal issues associated with
people coming out of institutions. In 1982, for exyde, she was asked to represent
the Association in the famous Justin Clark casstidClark was a 21 year old man
with cerebral palsy who lived in Rideau Regionahte, an institution in which he
had lived since he was two year old. He wishe@&vé and move to Ottawa with
friends. He was opposed in this by his father wlnwea to have him legally declared
mentally incompetent and in need of a guardiana&erhis decisions. It was the
father’s expectation that Justin would be declanedmpetent and he, as his father
would be appointed guardian to make all the deassimcluding the decision that
Justin remain in the institution. Justin, with tredp of residential counselors, retained
a lawyer to represent him in court where he assdmeright to make his own
decisions. In November 1982, the case came to es@fark v Clark.** It was heard
under the Mental Incompetency Act of Ontario. Alier days of hearings, Justin

Clark was vindicated by Judge John Matheson’s a®tis

We have all of us, recognized a gently, trustiredidving spirit and very
much a thinking human being who has his uniquetpgstay in our
compassionate independent society. And so in tini¢ gpthat liberty which

Learned Hand tells us seeks to understand the mimatkher men, and

3 Clark v Clark (1982), 40 O.R." 383, 4 C.H.R.R. D/1187 (Co.Ct.)
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remembers that not even a sparrow falls to théeenieeded, | find and

declare Mathew Justin Clark to be mentally compgeten

Audrey Cole’s involvement in this case reflected lbagstanding interest in
designing a form of supported decision-making aaltrnative to guardianship that
did not remove an individual’s right to make thaivn decisions. She was closely
supported by Paulette and Jo, each eager to Sesdhe’ right to self- determination
protected (Cole, 1991; Dickey, 1991; Berthiaume&1)9The campaign to close
institutions aligned with a parallel campaign towse human rights, as will be seen in
the next chapter.

In a Guest Editorial ientouragethe National Asssociation’s magazine, in an
issue celebrating the #G\nniversary of the Canadian Association, AudreyeCo
(1998) looked at how far the campaign to closatutstns had come, not least in
changing the attitudes of the members of the Assiocis themselves. She noted that
at the first conference in 1958 guest speakersded four Superintendents of

Hospital Schools in Canada:

In earlier days we tended to accept the profeskioea that some people
would never be able to take their place in socidtg. believed that only after
having been trained to do so within the institutbtmuld any resident return to

the community.
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It had taken years of persistent commitment byesttmothers and their
supporters to change this. A significant milestoragking their success was the
unprecedented mobilization by self-advocates iretiriéy 1980s who lobbied the
Association at the local, provincial, and natioleakel to change its name from the
Canadian Association for the Mentally Retardeche@anadian Association for
Community Living (Dybwad & Bersani, 1996; Park &€t2003). Leaders on the
Consumer Advisory Committee proposed a new namefliect the Association’s
progressive goal of living in the community, nogtitutional living in facilities, and
to replace what self-advocates viewed as the stigimg label of “mental
retardation.” In June, 1985, a Special General Mgetoted in favour of the “Name
Change Resolution.” President Andre Blanchet caléslachievement a “natural
progression in response to the changing needsdkdbociation’s constituents”, one
that spoke positively to the organization’s “fututieection” (Minutes, 1985, Binder

28).

Conclusion

The campaign to close institutions has continoeshtipe the Association’s
agenda even though the activist mothers in thidyséwe no longer in leadership
positions (Richler, 1998; Sayeed, 2065) National Task Force on

Deinstitutionalization continues to monitor andogn progress towards

44 Zuhy Sayeed, President of the Canadian Associja@®6 wrote a letter to the
editor in response to a column by Margaret Went&éw/cruelty become official
policy” in which Wente criticized provincial deinigttionalization policy. Se€The
Globe and Mail January 11, 2005.
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community living across the country. It publisheggular newslettetnstitution

Watch A 2004 issue reported on recent developmentacdh ef the provinces where
the three activist mothers live and work. It predilthe important announcement by
the Province of Ontario and its commitment to clils¢hree remaining large
institutions (Ministry of Community and Social Ses, 2004; Mackie & Philp,
2004). It reported on the slow progress at Rivies-Prairies where decision-makers
were described as “too lax” in bringing the remaghhundred residents out. The
same issue detailed the chilling discovery of aeteny at Woodlands where 3300
residents were buried from the 1920s to the 1966sve markers had been removed
and were used as paving stones for a patio an@tpaelpit on the site. This story was
reported inThe Globe and MailHume, 2005) which described a restoration project
undertaken by the Provincial Association and salfrocates to salvage the stones
and use them to create a memorial wall.

This memorial wall may also serve as a metaphiothie success of the
activist mothers’ campaign to close institutionswill speak to why the
deinstitutionalization movement became aligned &itituman rights campaign. The
growing recognition that the existing service systearticularly large institutions,
were outdated, ineffective, and dehumanizing paledl new notions that services to
disabled people and their families needed to benstolod as a matter of right, not
the result of charitable impulse. Together, theynguted inventive and ground-
breaking debates about the importance of locatilgpbility” in broader emerging
discussions about human rights (Peters, 2003; Ru%388; Driedger, 1989;

Valentine & Vickers, 1996). In their campaigns,i@st mothers were supported by
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those who believed in human rights principles,ordy to the problem of institutions,
but to every other issue facing the Associatiors tb this uncharted territory for the

Association and its activist mothers that the rodepter turns.
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Chapter Six

The Campaign to Secure Human Rights

Historical Overview

The roots of the Canadian welfare state can bedan the English Poor Law
of 1834. From the outset the principle of lessibliigy pervaded the administration
of public assistance. Ideas about the failinghefdoor were modified in the late
nineteenth century and distinctions made betweenvthrthy and unworthy poor. The
“undeserving poor,” were considered to be able-gddiut unwilling to work, and
therefore worthy of blame for having brought theisfortunes upon themselves.
People with disabilities were seen as the “needy’pdeemed incompetent to
function in society, they were considered “desegViof charity and help. Over the
succeeding years, the state assumed some obligatpyovide for disabled people
through systems of segregation in prisons andtinstns. The immediate post-war
framework for securing the welfare of Canadians;eziched their exclusion further
through extensive investments in institutional iaes and a range of services
exclusively for people with disabilities (CrichténJongbloed, 1998).

A number of forces converged to complicate tsaesof how best to provide
disability-related services. These included newcepis of community-based
supports and services, experimentation with congreilve approaches to service
delivery, the discovery of institutional abuse ovaat scale, and the rise of the human

rights movement around the world. In 1948 thetéthNations passed the Universal
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Declaration of Human Rights; in 1971 the Unitediblag General Assembly adopted
the Declaration on the Rights of Mentally Retar&edsons and in 1975 it passed a
still broader Declaration of the Rights of Disablersons. Such declarations could
not be used in courts of law, but they could prevadreference point and guide for
social legislation (Roeher Institute, 1996). Thaleights movement in the United
States and the women’s movement mirrored a climmaténich disability began to be
understood as an equality issue. The United Nagoesuraged further interest in
disadvantaged groups by designating internatiosatsyof concern for the problems
of particular groups (Crighton & Jongbloed, 1998)ey designated 1981 as
International Year of Disabled Persons. These evead a significant impact in
Canada. In 1982 the Canadian Constitution wasneaped from the British North
American Act with its appended Charter of Rightd &needoms. Increasingly voices
were raised to entrench the equality rights of peewagth disabilities in human rights

legislation and the Canadian Constitution.

Background

In the early years the issue of human rights wa®ndhe Association’s
agenda. In 1965, for example, when the Canadiandiatson was invited to join a
national coalition with other disability groupscéuas the Canadian Council for
Rehabilitation of the Disabled, in presenting @&bto the Ontario Royal Commission

on Human Rights, very few Board members suppohisdaroposal (Minutes, 1964,
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Binder 7)* The next year, the Board rejected another “rigitstation, this time
from the President of the Canadian Human Rights@ission to join in activities
celebrating the International Year for Human Right$968. Declining, the
Association’s President explained that, “in spitéhe significance of the work being
undertaken, our limited resources, both staff avldnteer, make it extremely
unlikely that we would find ourselves in a positimnaccept” (Minutes, 1967, Binder
10).

In 1971 the National Board debated the advantagegslsadvantages of
having a “special Bill of Rights for the Retardedith some members insisting that
disability-targeted legislation was necessary, &bthers claimed that the Canadian
Bill of Rights provided adequate coverage for ever/(Minutes, 1971, Binder 14).
Board members learned about variations in provimpmécies through these
discussions, particularly those which governed atiag, training, and employment
and their differential impact on people with inégltual disabilities. But they went no
further than defining a national role for the CaanadAssociation in persuading

provinces to take account of disability when introthg and changing legislation.

%> On the pretext that there was no need to takeuthiat the Provincial level when
rights were already protected in the Federal CamaBill of Rights, no action was
taken. Mrs. Reid, Chair of the Liaison Committeqressed her frustration at this
non-decision: “the day arrived long ago for the@es thought and constructive effort
that should have been made towards the functien@dnadian Council composed of
representatives of all national organizations wagkio provide training, education
and rehabilitation for all children and adults wdeviate from normal no matter what
the deviation is — for legislation and to be adreliargaining agent of change.”
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Federal and Provincial Human Rights Legislation

Audrey Cole had immense impact in bmgghuman rights consciousness to
the Canadian Association. Her campaign to seaumgah rights began in July, 1975
at which time she was following the debates iniBarént on Bill C-72 which later
became the Canadian Human Rights Act. She notidltsability was not being
included as a “prohibited ground of discriminatidf. At the time she was on the

Board of her local Ottawa Association but she says,

| realized very early on that the issues | wasregted in were not the service
issues. Not that | wasn't interested it was juat tb me what we were doing
didn’t necessarily contribute to what we said ourpose was. | felt the issues

were more fundamental. That's where | wanted tokwor

Audrey was prepared to tackle complicated issudd@naise the
consciousness of the Association. She could firdévidence from reading Hansard”
that the omission of disability “was a burning isdar any party.” She crafted a
resolution urging the Canadian Association to makeaediate representation to the

federal Minister of Justice to ensure the Bill vaasended to include mental and

**Unless otherwise indicated all quotations are baseidterviews conducted
between January 2004 and July 2005. With Jo QickeJanuary 15, 2004
(Vancouver), February 28/29, 2005 (Toronto), AfBl 2005 (Toronto), and July 10
(2005); With Audrey Cole on March 15, 2004 (Smifralls, Ontario); November,
2004 (Toronto) and July 10, 2005 (Toronto); WitiuRette Berthiaume on March 14,
2004 (Ottawa)and July 10, 2005 (Toronto) . A fogusup interview was held with
all three on July 10, 2005 (Toronto).
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physical handicap as a “prohibited ground of dieanation.” As she remembers it,
“there was nothing in there, and | felt there sddug so that’'s why | wrote it.” The
resolution was approved locally and provincially October, 1976 it was put before
the general membership at thé"¥nnual Meeting in Ottawa, where it also passed
(Minutes, 1976, Binder 19). A prominent lawyer atteng the conference told
Audrey he was intrigued to learn there was a reégoiwn “rights” at the Annual
Meeting. “That was my resolution,” she told hime&SAppendix 2: Resolution to
Amend Bill C-72, the Canadian Human Rights Actrtdude disability as a
prohibited ground of discrimination, Minutes, 19B#der 19).

In 1977, as directed by the membership Association prepared a brief and
submitted it to the Minister of Justice and the @wons Committee on Justice and
Legal Affairs, but to their disappointment the Bikssed the House of Commons
without the requested amendment. In 1978 Audréyeatrat the 2% Annual General
Meeting as a voting member of the Ontario delegatio carry out what she
described as “my second attempt.” She introducethan resolution urging the
Association to keep up the pressure on an amendmém Canadian Human Rights
Act (See Appendix 2: Resolution (1978) to Amend@amadian Human Rights Act,
Minutes, 1978, Binder 21).

Although these resolutions also passéabwt any difficulty, Audrey began to
feel a suspicious, speculating that perhaps thelraeship had not fully understood

what they were voting for:
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... I don’t think rights were on anyone’s mind. To kiyowledge there was
certainly no opposition, but nor was there anywkson. | don’t think anyone
really thought about it. | know people look at nmel @ay “she’s very serious
about this, it must be important, but we don’t hava@ue what she’s talking

about.”

The Federal Human Rights Act becameN&axch 1, 1978 without the
requested amendment, thereby offering no protettigqeople with intellectual
disabilities. Organizational records indicate tbeweral follow-up meetings took
place to develop a case for including “mental heayoli as a prohibited ground of
discrimination in the various Human Rights Code€anada. At the national level,
Association representatives met with Federal andiRcial Human Rights
Commissioners and members of their staff. Jo Bicke President, attended a
Canadian Human Rights Conference in December 1&aBe Provincial level,
several Associations submitted briefs on the issubkeir own legislatures and
commissioners. Overall, the Board felt that byehd of the 1970s a “generally
positive climate has been felt in both the Comroissithemselves and in the
government departments responsible for human riggtslation...[which] signals
the increasing momentum to secure protection inftavthe rights of mentally
handicapped people” (Minutes, 1979, Binder 22).

To capitalize on that momentum, the Ontario Assarnavas ready with
another resolution, written and introduced by Aydt®le. This resolution suggested

that despite the “encouraging response” from then&tuRights Commission of
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Canada, pressure be renewed, “vigorously,” at tdderd provincial levels (Minutes,
1979, Binder 22). The Association was encourageeivthe 1979 Annual Report of
the Canadian Human Rights Commission includedat) the following
recommendation under Section 1.2.3 titled “Mentahdlicap (Retardation)”:We
recommend to Parliament that Mental Handicap be@da the proscribed grounds
of discrimination under the Canadian Human Rights (Minutes, 1980, Binder

23)%

At the provincial level in Ontario however, devehopnts were not so
encouraging. Despite briefs presented by the Pemlidssociation to the Ontario
government to get the Ontario Human Rights Codergdd to include “intellectual
disability”, such protections were omitted everites Ontario Human Rights
Commission called for a complete revision of thel€m 1977. Audrey recalled that
the Commission was only prepared to recommendiitiasion of “physical
disability.” Two years later, in response to thelagion of intellectual disability in
the Code, the government introducka Act to Provide for Rights of Handicapped
Persons pertaining to freedom from discriminatwith regards to services, goods
and facilities, accommodation, employment and aereg (Bill 188) As seen in an
earlier chapter, Audrey considered this a pragnsatiation to a political problem

that she was not prepared to acé&pt:

*"In June, 1982, Bill 7 — The Human Rights Amendmfsttwas proclaimed which
extended full coverage to people with an intellattrr physical disability.

8 Audrey Cole, Chronology, Rights and Related Advgc&mntario Association for
Community Living, May 5, 1995.
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The government was unwilling to risk opening thentén Rights Act for fear
that the opposition would have tried to get ‘agexual orientation’ and
‘sexual harassment’ included, so they devised araép Bill. The Bill was
initially supported by some members of the Exe@@ommittee as well as
by some members who did not see “separate as uregternal pressure
convinced the Executive it must oppose an Act wiels in itself
segregationist. On December 6, a coalition of @gedisability organizations
held a Press Conference at Queen’s Park opposing8Bi The Bill was
withdrawn but many of us felt the government hagedan to publicity but

did not understand what was so upsetting to disalgitoups.

In September, 1978 the Canadian Association hineattarney, Orville
Endicott, to establish and coordinate a Nationgldl&esource Service at the
National Institute on Mental Retardation. Not evmrg understood or agreed with the
Association’s shift towards a “rights” approacht Emdicott remembers that Audrey
Cole saw his appointment as a turning point: “I witsng with Audrey the first time
| met her at a Board meeting and | remember henga$your joining the staff of the

National Institute has made such a difference erghing.”®

Audrey, who recognized the importance of changihg bigger picture,”

understood the significance of this development.attivism for human rights work

“9 Personal conversation with Orville Endicott, Agil, 2005, Toronto.
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would now have the critical legal and intellectuaterpinnings it needed and she
would no longer be the only voice on matters shesictered “fundamental.”
Endicott’s resource centre began by preparing dipogaper on the Human Rights
issue to be used by Provincial and National Asscia in their lobbying efforts with
the government’ It took five years of concentrated effort, butl®83 the Canadian
Human Rights Act was finally amended to extendgutibns against discrimination
to persons with mental disabilities. In additioratnending the Human Rights Act,
the National Legal Resource Service focused oncodait cases that exemplified the
need for legal remedies for problems experiencepiemple with intellectual
disabilities and developed a network of lawyer®ssithe country willing to take on
such cases (Savage, 1983).

Not surprisingly, the earliest “rights-based” cassated to
institutionalization. The first such case involvegherson Bonner, a New Brunswick
man who spent over 16 years of his life in an tngon after he attempted to snatch a
woman’s purse (Minutes, 1981, Binder 24). He beemd “unfit to stand trial” and
was being held under a Lieutenant Governor's warfaBections of the Criminal

Code of Canada established that a person couléldeahthe pleasure of the

*0 By 1978 each Province had their own Provincial tdarRights Act or Code that
was monitored and enforced by Provincial Human 8igtommissions. While four
provinces provided protection for “physical hanghitao province included “mental
retardation” as a protected category. The except@as Quebec whose 1977
legislation ensured a full exercise of rights td'laandicapped persons” which
included mental and physical handicap.

>L At the core of this case was the indeterminatertdin of people accused of
criminal offences but having been found unfit tanst trial were then admitted under
a under a Lieutenant Governor’s warrant that hatiniie term; the Canadian
Association argued that he should no longer baredan an institution under a
Lieutenant Governor’s warrant.
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Lieutenant Governor should he or she be found tmftand trial or by reason of
insanity. Even as the legal experts investigatessipte human rights violations,
Audrey Cole used her influence as the Associaticgpsesentative on the National
Associations Active in Criminal Justice to call tbe repeal of such Lieutenant
Governor’s warrants arguing that keeping peoplestitutions because they were

considered unfit to stand trial was a deprivatibtheir rights (Savage, 198%j.

Canada’s Charter of Rights and Freedoms

At the beginning of 1980, Canada was transfixethieyTrudeau
government’s moves on the repatriation of the Cema@onstitution. Constitutional
reform was suddenly the hottest political topit¢hia country. It centered on
Trudeau’s determination to include a Charter offfiSgand Freedoms with the
equivalent constitutional status as the AmericdhdBiRights in the Canadian
Constitution. Central to this discussion was priimg discrimination against certain
groups of people (Peters, 2003; Lepofsky, 1985k&fis & Endicott, 1985; Valentine
& Vickers, 1996). As Audrey Cole had feared, thelications of earlier decisions
made without debate by the membership in supparabdiding disability as a
protected category in human rights law, starteeht@rge. Thinking back to that

period, she doubts very much if “anyone reallyaesiy, including the Board at

®2\When Emerson Bonner was eventually released icihai981, Marie Gallagher,
Chair of the Advocacy Committee credited Audreytier persistence: “The addition
of Audrey Cole to our delegation and as a membéneNational Associations
Active in Criminal Justice Planning Committee hasrsgthened our influence in this
important coalition.”
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either level, had any discussion about rights”@mrsidered what the implications
might be of “not being in the Human Rights Act.”

With time running out to intervene in the considuotl debate, arguments
raged within the Association over what impact drepa special category for
disability might mean. In particular, there werecerns over “the effect of further
labeling people with mental retardation” by incluglithe category of “mental
retardation” in the Charter. There were other came@about what implications would
follow from being excluded when discrimination agsiall other groups was
explicitly prohibited by the constitution (Minutes980, Binder 23). In Audrey’s view
the ongoing debates meant the “Association was &iayet off the mark on the
Charter issue.” It was however, helped by the “nvassove to get women in” and
the mobilization by the women’s movement to engieder was admitted as a
protected category (Rebick, 2005).

In June 1980, President Jo Dickey asked the Bmacdnsider possible
actions the Canadian Association might take to enthe rights of people with
intellectual disabilities were considered duringgé constitutional discussions. Her
assumption was that “if women got in” then “we hle same kinds of rights.” But
she remembers that the Board resisted: “They wkse afraid of government and
they didn’t want to be seen as a nuisance.” Finttly approved a resolution in
which they recommended the entrenchments of huighatsiwithin the constitution,
and vowed to recommend this to the Annual Genegrstivig. Jo Dickey’s term of
office was up. This was the last meeting she cHaite her final President’s Report

she asked delegates to base their decisions oit {eses rather than a desire to
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maintain the status quo.” She invited them to eedan advocacy role with
“courage” and she invited people who lived withisadility to continue to
“challenge” the Association (Minutes, 1980, Bin@8). The resolution came before
the membership as the last major item of businegsh@agenda. It was passed
unanimously, thus ending her three-year term. Aiffioshe received the Board’s
thanks and appreciation for her “many contributitmthe Canadian Association
while President”, it was arguably the support slo@ Wwom the membership in this
vote that had the most long-range effect (See Aghpe1 Resolution on Canadian
Constitutional Reform, Minutes, 1980, Binder 23).

Getting the Association to support the resoluti@swne thing, it was quite
another to convince the Parliamentarians to inctlidability as an entrenched right.
In September, 1981, officers of the Associationeaaatvised that in its draft form, the
Charter of Rights and Freedoms under Section E5¢duality clause, named certain
groups of persons who were to be protected fromridisnation under the law, but
failed to include people with disabilities (Pete2803, Lepofsky; 1985; Vickers &
Endicott, 1985).

In the end, Paul Mercure, Jo Dickey’s successotheradvice of the
Executive, agreed that “telegrams would be sentediately to the Prime Minister
and Provincial Premiers [attending a First Minist€onference] protesting the
exclusion” (Minutes, 1980, Binder 23). A month late flurry of activity,
representatives of the Association appeared béferdoint Senate and House of
Commons Committee on the Constitution of Canadaiéxl individual committee

members and members of the opposition and collédmbraith other equality-seeking
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groups anxious to improve the Charter and madeseptations to Prime Minister
Pierre Trudeau and the Minister of Justice, Jeamweti&m. The Advocacy Committee
made it clear that if categories of protected gsowpre specified in the Charter, the
designation of “mental retardation” should alsara#uded, although they preferred a
broader indication of the positive rights of alizeéns. Audrey remembered the effort
and said, “By that time we were getting bettehattask and had the good sense to
include members of People First in delegationst Tikd a significant effect on
Members of Parliament®

In March 1981, the Board was advised that as dtretheir efforts and
others, the proposed Charter of Rights had beemdadeto include the words
“mental or physical disability” in Section £%.Jo Dickey seconded a motion to
express the Association’s “appreciation to the mensbf the Joint Senate and House
of Commons Committee on the Constitution of Carettheach of the leaders of
Canada’s national political parties representetienHouse of Commons for their
support” (Minutes, 1981, Binder 24).

The inclusion of “disability” in Section 15 was anidamentally important
event that had a significant impact on the Assamiatt signaled a new era in the
field of human rights; it renewed optimism for memagful improvement in the quality
of people’s lives; and it promised a new corporaission based on challenging
obstacles arising from discrimination and the aalyjt use of power. Committees and

campaigns began to articulate their mandate ortipies of equality and human

>3 Audrey Cole, Chronology, Rights and Related Adegc®ntario Association for
Community Living, May 5, 1995.

>4 Constitution Act, 1982. Canadian Charter of Riginid Freedoms.
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rights, and the Association sought intervention vheaensed the rights of disabled
people were being violated. The Committee concewiddthe “institutional
dilemma”, for example, responded by adopting a name, the “Committee on the
Rights of Institutionalized Persons” and by identig a new mission focused on
reporting abuses and neglect across the country.

Audrey Cole and two lawyers were invited to prepapaper on the
implications of the Charter on the rights of peoplth disabilities. They titled their
report, “The Canadian Charter of Rights and FreedagxManifesto of the Canadian
Association for the Mentally Retarded” (Minutes829Binder 25). The Manifesto
equated how the renewed constitution establisheduthautonomy of Canada within
the community of nations with how the provisiondtté Charter of Rights and
Freedoms introduced a new history for people wisalilities as valued,

participating members of the community. It concldidautiously:

The Charter of Rights and Freedoms obviously hag imgportant
implications for Canadians who live with a mentahdicap. It is not possible
to determine fully what those implications mightuil the provisions of the

Charter are considered by the courts in the coofasial life situations.

One such real life situation emerged to test thig mstrument. It also tested the

Association and exposed its fledgling commitmerttdman rights.

The Issue of Sterilization
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The real life situation involved a case known as€eE: the name used in court
documents to protect the plaintiff's identity. Ewas a 21 year old woman with an
intellectual disability who lived in Prince Edwalsland (Roeher Institute, 1996;
Endicott, 1987). As a child, Eve lived with her met, “Mrs. E.”, and attended a
public school. When she reached 21, she was send¢bool for “retarded adults” in
another community where she became close frientifisaninale student at the school
and they talked of marriage. The matter led MrdoEear her daughter might one
day become pregnant. She felt Eve could not coge wotherhood because she was
a 60 year old widow, she feared the responsilnlitsaising a child herself. She
applied to become Eve’s guardian in order to lggalithorize the sterilization. After
the trial judge who first heard the applicatioredibgainst Mrs. E., her appeal was
heard by three judges of the Prince Edward Islamté&@ne Court. They overturned
the decision and found in Mrs.E’s favour. The Q#idrustee for Prince Edward
Island had retained counsel to act for Eve in fiygeal, and, when the decision went
in favour of sterilization, counsel was instructedask for leave to appeal to the
Supreme Court of Canada, which was granted ead91.

Details of the Eve case were first presented tdettecutive Committee of the
National Association at their meeting in Janua881 (Minutes, 1981, Binder 24). Jo
Dickey immediately introduced a motion committimg tNational Executive to assist
the Prince Edward Island Provincial Associatiosupport the appeal to the Supreme
Court. However, it became clear that if the Natlokssociation wanted to place its

own Motion of Intervention before the Supreme Cgpilm¢y would first need to have
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a clearly defined position on sterilization, whitiey did not yet have. The Advocacy
Committee prepared a motion to begin the discussionon-therapeutic sterilization
at the Board meeting in March, but the subject pdodhivisive. With no agreement
reached, they voted to table the motion and conaespecial board meeting in June
that would be dedicated to a discussion of theligtron issue. There was sufficient
time for the Association to apply for a Motion otérvention should it choose to do
so. The proposed motion that came before the df#o#ad meeting in June, as

introduced by the Advocacy Committee, read as ¥adl@Minutes, 1981, Binder 24):

The proposed motion on non-therapeutic sterilization:

WHEREAS it is a fundamental right in our societ @l individuals have
freedom of choice with respect to their own bodaes]
WHEREAS any act of non-therapeutic sterilizatiothm absence of informed

consent is a violation of that principle,

THEREFORE BE IT RESOLVED

THAT in the absence of informed consent no noregfeartic sterilization
shall be performed; and

THAT informed consent shall not be deemed to kengfit is provided under
duress, by means of manipulation in any form; @asom of undue influence

or threat; and
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THAT in the absence of informed consent a court apgyove sterilization
for therapeutic reasons only; and
THAT therapeutic reasons shall mean medically samdiclinically

supported procedures to alleviate the risk to éifel health.

Staff prepared and circulated background papeas iattempt to raise all the relevant
guestions in the search for consensus. Definitddmelevant terms were provided to
focus the discussion. The term “sterilization” its&as addressed with the
explanation that it was not used as a medical tertwas in popular usage to refer to
any surgical procedure which had the effect ofilegthe person permanently unable
to procreate”

However this did not minimize conflict. At a spddéoard meeting the
discussion was agonizing. The debates were battet there was vast diversity of
knowledge and opinior’§.Some members with an historical perspective ke t
involuntary sterilization had been conducted rcelyinn the past, without regard for
“degree of retardation”, assessment, exploringressictive alternatives; and for
reasons as trivial as easing the problem of oftsgds supervision of institutionalized
patients (Law Reform Commission, 1979; McLaren 19tingle, 1997; National
Film Board, 1998). They saw the Eve case as anrappty to reverse this history

and argued for “no sterilization without conseét others, many of them raising

* Orville Endicott, ‘The Sterilization of Persons WAre Mentally Handicapped —
What Should CAMR'’s Position Be?’ Discussion papespared for Special Board
Meeting, Toronto, June 1981.

*¢ This was the way the meeting was remembered iinteyviews with participants
including Jo Dickey and Audrey Cole.
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daughters (and the discussion almost always focoisgrarents wanting to have girls
and young women sterilized) supported individudlased decisions. One mother,
Jean Oldfield, a Board member from Ottawa, senioNat President Paul Mercure a
letter in which she wrote, “theoretical argumeragied to extremes allow us to turn
our backs on real needs in the real world, andrno & blind eye and deaf ear to
suffering” (Minutes, 1981, Binder 24). On the orantl, some embraced the universal
principle of the inviolability of the person; onetlother, there were parents who
upheld a paternalistic position, feeling they knsegt what was good for their
daughters. They appealed to the rights of the piatesffspring to maternal nurturing
and the rights of parents to the peace of mind kngwhey will not have to care for
an unwanted grandchild. After hours of adversamglments and “amendments to
the amendments” the only consensus the Board ¢eatth was to postpone any
further discussion on the matter of sterilization.

Activist mothers, in their campaign for human rigghisked being unpopular.
They recognized that many parents, making diffidektisions about what they
thought was best for their sons and daughtersyatideel the National Association
should take a position on such issues. But asisistj\they believed the Association
needed to have a clear and credible position o adm@asic human right as this. To
Audrey Cole, the right not to be sterilized withauformed consent was clearly about
the right to self-determination. She held a setadfies and principles that she
expected the Association to embrace, and, as ansacshe took up the work of
enabling others to see inequities as she saw tBatnas she recalls, many parents

identified with Eve’s mother.
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The majority of opinion at the time, certainly imtario at the time of the Eve
case, was that parents should have some say imerr@tnot to sterilize. |
thought it was an issue of rights. There was a det@plit in the Ontario
Association and that's when Harvey Savage [an Aatoao lawyer] and
Muriel Clarke- Beechey [another mother] and | waeégated over lunch to
draft a resolution we thought people might be ébleupport...but the debate

deteriorated again and we ended up with no solsition

In a strategic move, conceived with Audrey ColeDidckey and others in the
corridors of the hotel, Barb Goode, Chair of then€loner Advisory Committee,
prepared a motion that had the potential to prosig&y out of the impasse. The
motion proposed that, since the Board did not seeinave made sufficient progress
following up its statement of policy to seek statigsan Intervenor in the “Eve” case
before the Supreme Court of Canada, then the CagrsAdvisory Committee, which
fully accepted the position put forward by the Adaoy Committee, should be
provided with whatever funds were required fopitritervene in its own right and to
represent the views of handicapped people (Mind@8], Binder 24; Endicott,
1987) David Vickers, a lawyer who was himself ténéa of a disabled daughter, had
already agreed to represent them (Park et al, 200@) Board agreed, offered them
$5000 and, with that, they were off the hook.

Audrey Cole remembered just how personal the ddiztdecome:
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| think it was the toughest decision that's evegrbenade at the Canadian
Association. | mean, there were tears... It was eengtional on the part of
parents ...[who] felt it was dreadful that people avsaying that families
shouldn’t have this right... I'll be honest, | coultidentify with the emotion
because it seemed to be emotion about somethihg/#safundamentally

wrong...that somebody else should be able to makel#tarmination.

For Jo Dickey, whose orientation to families wasegally more sympathetic,
it was more complicated. But having just won a majotory to have “disability”

recognized in the Charter of Rights and Freedohescast her vote with Audrey:

For the families, particularly the families of womé could understand all
this. But | wasn’t going to be defeated on it bessawe just put in what we
wanted in the Charter, and we got it! So then dalwéhat with one hand, and
then take it away — or allow them to take it awanf this woman? That was
when | was just about off the Board [as Past —Bead] and it was just about
the heaviest duty | ever had, to decide for mysékre | was going to be [on

this issue].

In August, 1981, the Consumer Advisory Committees granted Intervenor
status at the Supreme Court of Canada to makedhasd. At the following Board
meeting, held in October in Quebec City, the qoestif defining a social position on

sterilization surfaced again, but the Associatibase to defer taking a stand until the
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Supreme Court made its decision. However, the @nBrovincial Association
decided to introduce its own Resolution in suppbrion-consensual sterilization.
Audrey, a member of the Ontario delegation vigolpobjected, and seconded a
motion to have it tabled, suggesting the proposa untimely” in light of the court
case taking place in Prince Edward Island. By dicéibn, she was seen to be

“breaking with Ontario.” She remembers there wenesequences:

My opposition to Ontario’s position on sterilizatiovas what got rid of me on
the Board. Jim Montgomery (President) said to Géaleing the only man,
that “he’d get us for this” so Claude was out vguckly, then Muriel was

knocked out and | managed to survive another yefit lvas very bitter.

Audrey’s activist style and commitment to shape Association’s
consciousness, which often meant working behinestiemes, writing and talking to
others, was crucial for the development of a dyiasnganization. Yet it could prove
difficult and personally unrewarding. In 1986, whHesr name was put forward on the
slate for Vice-President, the Ontario delegatiaifi,angry, refused to support her and
nominated their own candidate from the floor indtea

On October 23, 1986, the Supreme Court of Canddased its decision to
allow Eve’s Appeal. The nub of the judgment, wnttey Mr. Justice La Forest with

all eight of the other Justices concurring, reatbsws:’

" Re Eve, [1986] 2 S.C.R. 388, 31 D.L.R"\4.
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The grave intrusion on a person’s rights and tm&cephysical damage that
ensues from non-therapeutic sterilization withaurtsent, when compared to
the highly questionable advantages that can résuilt it, have persuaded me
that it can never be safely determined that systoeedure is for the benefit

of that person.

Audrey Cole was in Court to hear the Judgment atet explained to
reporters the significance of the decision. Sheeraged members of the Consumer
Advisory Committee, some of whom had themselves Iséerilized, to grant
interviews about what the decision meant to thersglly. Across the country this
was pronounced a monumental decision in Canadvamhal of great importance in
international human rights given that sterilizaonthout consent were performed
all over the world (Mosoff &Grant; 1999).

However just as the campaign to close institutiedso divisions between
“Institutional parents” and “community parents’oin local Associations up through
to the provincial and national levels, the campdairhuman rights in the “Eve” case
exposed another fault line in the Association:@amadian Association was a
federation and formed out of the provinces. Audteye, given her deep commitment
and respect for democratic process was troubledusecshe recognized that if the
issue of sterilization “had to go from the bottopt and had to be debated by the
primarily parent board of a local Association,Wibuld not go through.” This was not
only because parents were closest to this leveklsa, according to the activist

mothers in this study, because the locals wererhegpincreasingly controlled by
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professionals whose vested interests and inwargsfon their own constituencies
meant they were more attentive to “practical” mattean “philosophy.”

The debate over sterilization illuminated how theeé-tiered structure limited
the National Association’s capacity to take up @agosition on controversial
matters if provinces and locals given their own pobase, and “turf”, felt
threatened. For Audrey, the debate cemented hief bedt “families are not always
right”; the “wonderful bond” she often felt when wang with other mothers and
fathers similarly affected became “irrelevant” whtae majority of opinion came
down on the wrong side of a fundamental human sigdgue. To her the horizon had
to be bigger than the family. All the same she mamered “feeling very saddened in
1981 by what happened in the Association and te&ness in provincial circles.”
She remembers that she was “very disappointed” wherwasn't re-elected in 1982,
but she didn’t think “in terms of quitting.” Oncgain she could see the bigger
picture and attributed her defeat to the fact thabple were just beginning to
understand some of the issues | got involved inthag didn’t like the implications.”

Audrey Cole’s activism to defend the rights of thleal women against
involuntary sterilization extended to another fashsterilization, the chemical use of
Depo Provera as a contraceptive. Single-handedysbught to national attention
information that Depo Provera was being used ines@anadian institutions to
suppress menstruation in disabled women, that thasdittle known about the drug.
It had been refused licensing as a contraceptitiearUnited States, and there were
reported side-effects, linking its use with careed other conditions. Jo remembers

this issue, that “women in institutions were befi@d this drug so they wouldn’t get
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pregnant. But they didn’t know what it was and tkden’'t have a choice.” In 1981
Audrey Cole drafted a Resolution urging a moratorian the use of Depo Provera
and submitted it to the Ontario Association whougtt it forward to the Z2AGM

in Quebec City (See Appendix 2: Resolution on DBpavera, Minutes, 1981, Binder
24).

Following the resolution, letters were sent to@ario Minister of
Community and Social Services as well as the Menist National Health and
Welfare, requesting a moratorium on the use of Oéwvera until there was further
evidence as to its safety. But the drug continodoktused in several government-
operated institutions in Ontario “to control fattiland menstruation” a use that
contravened the provisions under which it was keehin Canada. The Advocacy
Committee continued to monitor the situation bubhlqarovincial and federal
authorities took the position that it had not bekbawn to be a sufficiently serious
threat to the health of women concerned for itstasee curtailed. Reporting on the
situation a year later, Committee Chair Marie Galler wrote (Minutes, 1982, Binder

25):

We maintain contact with the Ontario Associationtsnefforts to persuade the
Minister responsible to re-examine the proprietgiofng this drug to women
without their informed consent, particularly inhigof the suspicion which

still exists to some its very serious side effects.
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In 1985, as part of a Coalition on Depo Provera,ABsociation sought a meeting
with the Minister of Health and Welfare to discassicerns about the safe use of this
drug as a contraceptivéln 1988 the Association joined a broad coalitién o
women'’s organizations to counter the apparent fiterof the Department of Health
and Welfare to license Depo Provera for contragepise in Canada more generally,
but this pressure had little effect (Meister, 20B8tmer & Carey, 2005). This was an

important reminder that the struggle for basic hamghts continued.

The Continuing Struggle for Rights

Audrey Cole could find rights issues everywhereer-dhallenge was to
enable the Association to see them the way sheldid983, she was asked to serve
on a Coalition marking the $%Anniversary of the Declaration of Human Rights
(Cole, 1983). Though eager to accept, she firssted on a commitment from the
Board that the Association would be behind her, ‘@hehtify the link between the
Universal Declaration of Human Rights and the Aggamn’s activities with respect
to human rights for people with handicaps” (Minuted82, Binder 25).

She was well placed on the Advocacy Committee,s@hyimary purpose
was to “ensure that the Association’s foremost cament is to advocate for the
rights of individuals with handicaps” (Minutes, Z98inder 25). In the years that she

served, between 1980 and 1983, it was not a nafttmincidence that an

*8 The issue was profiled in the first issueenfouragepublished by the Canadian
Association in 1986 and then again a year latet9817, under the headline ‘Depo
Provera stirs up more controversy’, 2(2) pp. 19-20.
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unprecedented number of cases were taken up fyaimenittee. She had a sharp
legal mind, although untutored, and an ability ¢otg the heart of the issues. She
elicited implications of national significance frdotal cases. She illuminated many
issues of suspected threats to or violations @&llagd human rights, a number of
which are briefly referenced here.

Audrey was involved in publicizing the case of Buth Wiens which brought
to public attention the responsibility of the mediprofession to respect the rights
and dignity of all citizens. Dr. Wiens showed herdents at Queen’s University how
to perform rectal examinations, and then allowenhtho practice on residents of
Ongwanada Institution in Kingston. For engaginghis form of teaching practice, Dr
Wiens was charged with assault in 1984 and lasad#d guilty (Gould, 1985).

Audrey remembers how she first heard about the case

Two of the students disclosed this was happenihgyTefused to perform
the rectal examinations and then raised the issaeseminar on Medical
Ethics at Queen’s. That was how everyone learnadtthad been going on
for years. The parents of those residents certdidlyot know about it — they
had signed blanket treatment orders. The doct@ferde was that students
have to learn. They had absolutely no idea of tieeraity of what they were

doing.

Similarly, the Ogg-Moss and Nixon cases reveatstitutional abuse at

Rideau Regional Centre very near Audrey’s homehBaoén were staff persons who
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were charged with assault following attacks ondesis. Ogg-Moss was acquitted
in1981 by a lower court but that decision was regdrby the Court of Appeal which
established that it is a criminal act when a staéfmber of an institution physically
attacks a mentally handicapped residéfithis was appealed by the Ontario Public
Service Employees Union, but was upheld by the &aprCourt of Canada in
1984°° The Nixon case which followed in 1985 was heardHeySupreme Court; it
was similar to Ogg-Moss in that an appeal agaimgtildy verdict was also
dismissed!

The case of Candace Taschuk in 1982 prompted thecisgion to develop a
position on the “right to treatment” (Minutes, 19&inder 25)Candace was a baby
girl who died the day she was born in an Edmonidiberta hospital as a result of a
massive overdose of morphine. The doctor who oddéére lethal injection was
charged with murder and left Canada shortly afemdace’s death (Endicott,
1989)%2 The Stephen Dawson case was another “right tentiexdt” case that went to
the Supreme Court of British Columbia in 1983. Bh€. Judgment determined that
Stephen had the right to life-sustaining surgehis Vindicated staff at the institution
where Stephen lived who had alerted child protectiothorities. As a result, Stephen

was removed from his parents’ charge and the treattime needed was authorized,

*?R. v Ogg-Moss (1981) Canadian Criminal Cases @@t)127 — 128.
0 0gg-Moss v R (1984) Criminal Reports (3d). 417 29318.
®1 Nixon v the Queen. (1985). Dominion Law Reportd) #2: 762-763.

%2 |n the Matter of the Death of Candace Lynn TascRu&vincial Court of Alberta,
August 23, 1983.
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overruling his parents who sought their right ttuse treatment (Pappert, 1983;
Roeher Institute, 1996}.

In addition to making certain that such cases wagten up by the Advocacy
Committee, Audrey Cole also involved a coalitiorowm as the National
Associations Active in Criminal Justice. They tagkthe case of Emerson Bonner
and other persons who were charged with an offandeanstitutionalized indefinitely
without trial on the grounds they were “retardeStie was vocal in discussions
related to the inequities of Lieutenant Governaré&srants and the need to replace
them with a system based on the principle of “leastrictive alternative.” In 1986,
the Association Board was informed that the MinisteJustice was considering
amendments to the Criminal Code to address thesmows (Minutes, 1986, Binder
29; Endicott, 1986).

The Advocacy Committee pushed this and an arrayhar issues onto the
national agenda. In 1985 the Association madémssion to the Federal
Committee on Equality Rights, a committee concemmit federal statutes related to
the new Charter of Rights and Freedoms. In its ssdion the Canadian Association
stressed its positions on a range of issues tgiday the activist mothers: Lieutenant
Governor’s warrants; sexual assault; medical treatiboth the denial of necessary
medical treatment and the performance of unnecgssagery; immigration;
financial assistance for Charter litigation; votimghts; and employment equity

(Minutes, 1985, Binder 28; Endicott, 1986; RichlE995; Vickers & Endicott, 1885).

®33.D. v Superintendent of Family and Child Serv{@€83), 42 B.C.L.R. 173 at 183
(S.C.).
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Although Audrey Cole had stepped down from the Athay Committee by
this time, in 1985 the Committee also led the Caradssociation to make a
submission to the Standing Commons Committee onl&yes and Elections under
the equality clause of the Charter of Rights arekBoms. They requested a section
of the Canada Elections Act be repealed becaussqtalified individuals living in
institutions from voting in a federal election (Mites, 1985, Binder 28). It took three
years and the mobilization of a broad-based digwlsibalition until this section was
eventually repealed in 1988 (Roeher Institute, 1996

It was through the Advocacy Committee that PaulB&ghiaume was first
introduced to the workings of the Canadian Assamian 1984. Committee members
provided Paulette with a network when she soughpst as President of the Parents
Group at Riviére-des-Prairies Hospital during the@ey Commission of Inquiry
(Ruff, 1986). Her activism in that inquiry was pmosially-based, but the leadership
she demonstrated by building an informal organiratif community people to
expose poor conditions in the institution, gavedeational profile and soon, a
position on the National Executive. In 1986, sheebagain led the call for a public
inquiry, this time over a right to treatment caadledl “Baby Dan” (Endicott, 1989;
Roeher Institute, 1996; Blanchett, 1995). In thentdeal Children’s Hospital, in
December 1986, a child was born with Down syndrame oesophageal atresia. A
section of about 5 centimeters was missing fronobsophagus which interfered

with his ability to digest food. Surgery on his elggjive tract was necessary if he were

® In October 1988 the Federal Court of Canada dett|8t14(4) (f) of the Canada
Elections Act unconstitutional on the grounds ttieg assumption that a person
suffering from any mental disability is incapacg@tfor all purposes is simply a false
assumption’Canadian Disability Rights Council v Canafle988] 3 F.C. 622.
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to survive. His parents decided not to authorizeemtive surgery and the child was
put in a corridor with a sign on the incubator whatated: “Nothing by mouth.” Baby
Dan died after 11 days as a consequence of therdisaance of all intravenous
nourishment and fluids. Paulette was a membereEttecutive Committee from
Quebec. She was asked to represent the Canadianiétgsn and take action in this
case (Minutes, 1987, Binder 30).

She attended a strategy meeting with represeesatif the Montreal and
Quebec Associations, and together they met witthéael of the department where
the baby died, and requested a review of the ddseQuebec Association argued
that the decision not to operate was discriminatmger Canada’s Constitution
because the decision was based on the groundtetéatual disability. They
demanded a coroner’s investigation. The subseaqaeaher’s report however
identified Down Syndrome as a “cause of death”@ndicated the hospital: “The
presence of Down Syndrome was another elemenéilécision not to operate]
since mongolism implies a quasi-vegetative lifs@ferely diminished quality of
life”.®> The provincial College of Physician and Surgedss mvestigated the
child’s death but found the medical team had hahtlie case appropriately both
medically and ethically.

Paulette Berthiaume was outraged, and she wadard. a here was an
uproar in the Association, and a human rights camplvas filed with the Quebec
Human Rights Commission alleging that treatmentleeh withheld because of the

child’s disability, contrary to the Constitution@harter of Rights and Freedoms

%> Carmen Crepin, Deputy Chief Coroner, Coroner'sdkeNo, A-10939 June 5
1987. See: Endicott, 1989.
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(Richler, 1995). The Commission reviewed the caskraported that there was
potential discrimination on the grounds of disapibut claimed it could not
undertake a full investigation and so closed thee’fiThe Canadian Association

called for a public inquiry:

Down Syndrome is not a cause of death nor doespllyi a quasy- vegetative
life. If the decision not to treat Baby Dan andl&prive him of food and
water was based on factors like those quoted icdhener’s report, then we
fear for the life of every child with an intelleetiudisability who needs

corrective surgery.

In January 1988 the Canadian Association decidéga@ublic” and hold a
press conference in Montreal on the issues raigédebBaby Dan case (Endicott,
1988).This was widely reported on television, radio, anthe newspapers with
Paulette playing a prominent role (Scott, 1988;tidgr 1988; Gagnon, 1988; Rowan,
1988)°%’

Following this case Paulette proposed to the Exeetihat a protocol be
developed to deal with such cases so that any chddsimilar situation in the future
would have their rights protected by an independéerbcate. She also proposed that
this protocol be distributed widely among federad @rovincial ministers of health

and justice as well as medical associations andgesd of physicians and surgeons.

®®ReB, [1987] 1 W.L.R. 1421 at 1422-1424 (C.A))

®” Reporters from The Montreal Gazette, La Pressetidah le Devoir and Le
Journal de Montreal quoted Paulette in their cayea the case on January 15,
1988.
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As a result the 1987 Annual General Meeting mantidite Association to develop
guidelines for making decisions about appropria¢elical treatment for children with
an intellectual disability and adults who, becaofsan intellectual disability, were
unable to consent to or withhold consent from, suetment (Minutes, 1987, Binder
30).

As with the Justin Clark case discussed in theipusvchapter, this question
of people with intellectual disabilities giving cgemt had long intrigued Audrey Cole.
As she wrestled in her mind with the nuances amdpdexities of the issues, she
increasingly found herself questioning the sweepiogers of guardianship
legislation. As institutions downsized and closad anore people with intellectual
disabilities were living in the community, they ¢mmted a variety of decisions such
as signing a lease, making a purchase, electingdergo surgery, that they had been
“protected” from having to make before. The fa@ttheople with intellectual
disabilities need assistance in making such dewsias not at issue; the issue was
whether the traditional appointment of a legal gusar was appropriate since
guardianship laws remove decision making powens fitte person completely. Civil
libertarians regard this as an encroachment owiohal liberties. The damaging
consequences of guardianship was seen in the tdsstm Clark whose parents tried
to use the courts to become his guardian to efsuremained institutionalized. It
was also seen in the case of “Eve” when her matbeght to have her daughter
sterilized without her consent. It was also seethéncase of “Baby Dan” and Stephen
Dawson when their parents sought the right to eefifis sustaining medical treatment

for their sons. Any serious effort to reform guartship had to balance the need for
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legally valid consent in cases of financial and mo&dmatters, and the vulnerability
of people at risk for abuse or neglect. It was mglex challenge to address these
issues and still ensure that the individual’'s deaisnaking status was respected in
the eyes of the law.

Audrey had been working on this issue for yearg I&tame involved in
guardianship issues in the mid-1980s when the @nasociation asked her to
comment on a report circulated by the provincialegament. Having carefully
prepared a response she brought it to the officdiszussion and remembered an
outbreak of “giggling” when she presented it: “ldhao idea what [they] were
muttering about but I think they must have expeetd&thd of third grade document
because it was written by a volunteer.” In 1991 whe invited to Chair a National
Task Force on Alternatives to Guardianship. Sheeugfiately recruited Jo Dickey to
join. Throughout the following year, the Task Foesg@lored new approaches,
alternatives to guardianship founded on the natidmuman interdependence. They
evolved the notion of “supported decision-makingtiargued that personhood
should be the basis on which rights are upheld;cagtability.” The 1992 Report of
the Task Force was a 50 page document and comtdibotAudrey’s reputation as
being, in her own words, “something of an expdrt.the words of the Provincial
Lieutenant-Governor in awarding Audrey Cole The @rof Ontario in 1997, she
was “one of the province’s most knowledgeable aspected authorities on

guardianship legislation...[conducting] workshops arthinars in many parts of



248

Canada on decision-making in the interest of persdth disabilities.®® This, for an
activist mother with no formal legal training, was small tribute.

Audrey had run workshops for years for self-advesatho themselves had
taken up the issue of reforming guardianship, aeg enlisted her to educate their
members. The self-advocacy caucus, as seen iagheHapter, nominated her for
President in Ottawa, in 1991. It was immediatetgraghe lost that election that she

was approached to become Chair of the Task Force:

| suspect that it was a consolation prize for nterddeing defeated as
President in 1991 ...that was what my instinct tokel nmbut that didn’t stop
me because it was what | wanted to do...It was gbedas one of the best
times, one of the best committees for me...I likad¢tually work on things. |
don’t get any kick out of just looking at somethimghink that's why the
committees have been important to me, because weaceually producing

something.

| still get calls from people having trouble withaydianship and I tell them
“I'm not a lawyer! This is just me!” But somehowgave me a presence that

none of the other things would have given me.

®8 Official Citation, June 1997: The Order of Ontario
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Conclusion

In March, 1993, leaders of the Association gath@nedttawa for a federal
lobby. Paulette Berthiaume was then First Vicesilent and only months away
from being elected President of the Canadian Aasioa. She was invited to present
the Association’s case to the Prime Minister of & Jean Chretien, as part of the
lobby. She was well-armed by the Association’sfstéth briefing notes and
statistics, but Paulette was determined to focutheruman aspects of the problem.

As she recalled, she told the Prime Minister:

Our sons and daughters are people like you and treey should live in the
community. When [a] man or woman is told by a dothey have an illness
and they go into the hospital [they] take all Htlzes away, all his cards
away, all his money away — he has nothing...the timhg they can
remember is their name...This is not what we want.rk®, my son is equal
with you who has a university degree... he’s a hub®ing...And when | talk

about Louis, | talk about all of them.

Participants in the federal lobby were briefed dimdcted to give a consistent
message to every Member of Parliament. That mesdeggsed two key areas in
which federal intervention could better the livéCanadians with disabilities.

The first of these was deinstitutionalization. Hnefing notes prepared by

the Association’s staff included evidence that¢hsere still “approximately 15,000
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[intellectually disabled] Canadians living in instions... and another 15,000 living
in nursing homes and other institutional facitie[and] it is estimated that the
annual cost of keeping a person...in an institutiam loe up to $100,000 a year”
(Minutes, 1993, Binder 36).

The second area was human rights. The briefingsrmt¢human rights”
documented that “despite the protection affordepetople with disabilities in the
Charter of Rights and Freedoms, many barriers ttiocpzation still exist in
employment, immigration, education and the crimjoatice system.” Association
representatives called on the government to refoasting legislation that did not
conform to the Charter and to take account of letélal disability in the
development of new laws, policies and programs (s, 1993, Binder 36).
Significantly, closing institutions and securingiman rights were the very campaigns
the activist mothers and many others who had wovkddthem had struggled for
years to make the most prominent ones.

Jo Dickey used her outstanding interpersonal skiks status, and public role
to rally others to support her passion to closétirtgns. She served the organization
well, emerging as a “catalyst” for a critically imant issue that gave the
Association a constituency and a “cause” that herogroup had claimed. More than
once she “took a lot of heat from the Board”, besealer ideas were visionary, her
approach radical, and her activism beyond the @llexpectations of women of her
generation. Audrey Cole came forward to claim thaability rights were human
rights long before others thought to do so, anth Wwer own “conscience” as a guide,

dedicated her activist career to raising the canstiess of the Association. She
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encountered threats, intimidation and put-downsiftbose who disagreed with her
democratic principles, her legal intellect, henpiples and her outspokenness. While
this did not make her popular, her activist stylegtaimed a challenge to cultural
stereotypes of women as passive and reticent. teadlerthiaume did not start out
knowing how to “get political”, but she acquiredtrskill as she organized people on
the ground to bring attention to poor conditiongstitutions in Quebec. She did
what she knew best; she built networks, mobiliaggpsrt and the strengthened the
bonds needed to tie a community together. Thosetsest flowed from her sense of
gendered obligation (Abramovitz, 1999); she wasgdhem for Louis, not because
she was necessarily good at them, but becauseklsbé had no choice. But this
sense of obligation was expansive. Each woman feways to resist traditional
thinking about what constituted “good mothering”grpmoting a more inclusive
view of motherhood, one not so narrowly focusedhen“ideal” of the “normal”

child. Their success in making their issues “tlssuies for the Association might be
attributed to three critical dimensions of actiwgirk they brought to their
campaigns: advocacy, personal commitment and thecds to look beyond

themselves and into the future.
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Chapter Seven

Listening in Stereo to Activist Mothers

Accidental Activists

The point of entry for this study began in “the gay world” (Smith, 1987)
of activist mothers with disabled children. It exaed how and why mothers of
disabled children became activists, how their wagiencounters with social health
and educational services integrated with broadaggtes for social justice and
human rights, how this contributed to broadeniregrtiiision for their children’s
futures and what they did with this new consciogsn&hey came to recognize the
importance of becoming advocates for change betfwgidown families and to hold
a notion of “good mothering” that included sociatigism. They went beyond the
traditional confines of families, households anajhbourhoods and contributed to
building an organization to place their issues omose public scale.

Leading campaigns to close institutions and seleunean rights, they learned
to mother as activists, struggling in their homed eommunities against the
debilitating and demoralizing effects of exclusi&aut for the most part they came to
their activism “accidentally”, out of an event abathich they had little choice, and
certainly little foreknowledge. The question guglithis study was “how disability
prompts women’s activism” and the narratives ofvigial mothers themselves were

seen as a very important data source.
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Jo Dickey, Audrey Cole, and Paulette Berthiaumeegacounts of their lives
and struggles that were exceptional in many waysbtoadly speaking, their
narratives mapped a similar path. Each woman begfarthe “personal”, rooted in
the moment they first were given a diagnosis. fheenber like it was yesterday,”
said Paulette, nearly fifty years later. As thegtowed, they expanded outward
providing a record of small events and larger maltcampaigns, uncovering what it
meant to women in their time and place to havesalded child, and how the social
and material framework in which they operated tiamsed into their activism. Their
narratives richly rendered what sense they madieabfexperience; their own
perceptions of the choices they made; and theralippatterns they faced and
challenged. They had a large supply of storieglate, decades of struggle and
experiences to share. The richness of these datnathers’ narratives confirmed the
research strategy to attend to their voices. & atmfirmed that investigating both
lived actualities and social relations that areplain to see demands as Dorothy
Smith argued, further institutional encounters: “Want to know more so she can
also” (1987 p.127).

The examination and analysis of historical reca@nod organizational
documents of the Canadian Association for Commuriiting allowed for an
investigation of the relationship between the eiguexre and knowledge of activist
mothers and the broader practices of administraimstitutional and gender relations
with the organization they founded. This was imaotigiven that the activist
mothers’ own narratives were rooted in memory. dta history was absolutely

necessary but it was not in itself sufficient. Theestion of the objectivity of oral
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sources has been widely debated by oral histogrigte (Perks & Thomson, 1998).
More recent debates relevant to this study havesked on the theoretical dilemmas
encountered by feminist historians employing orsidry (Sangster, 1998).

This raises some important considerations about@y and practice of
oral history especially as it relates to gendeat aategory of analysis. It confirms
Anderson and Jack’s (2004) argument that when wdalkrabout their lives, the
oral interviews are not raw sources of information are already structured with
complex codes and analytic meaning in which wonfeanaombine two, sometimes

conflicting, perspectives:

One [is] framed in concepts and values that refi@eh’s dominant position in
the culture and one informed by the more immedieddities of women’s
personal experienceinadvertently, women often mute their own thoughts
and feelings when they try to describe their livethe familiar and publicly
acceptable terms of prevailing concepts and conwentTo hear women’s
perspectives accurately we have to learn to listestereo, receiving both the
dominant and muted channels clearly and tuningtiméen carefully to

understand the relationship between them (p. 157).

As | listened to their taped voices, read and eslteanscripts of their
interviews, the metaphor of “listening in stereodyided a way to analyze their
accounts. Women'’s perspectives, as uncovered innbeaviews, reveal that they

express themselves in two streams. One is framednoepts and values that reflect
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men’s dominant position in the culture, and theoeedds more informed by the
realities of women'’s experience. But when theirezignce is at variance with men’s
and in the absence of alterative concepts, wonrehttemute their expression giving
rise to the metaphor of dominant and muted chanrexdsiiring the researcher to
“listen in stereo”. | listened to activist motheegcounts that sometimes
communicated conventional expectations and at aittnexs, fell outside the range of
acceptable discourse. As they told their own sitotyeir own terms, | learned to
attend to meanings attributed by the narratorserdttan my own research agenda, as
the discussion below about gender will reveal.

An example taken from how activism itself is takgnin the dominant culture
may illuminate what is meant by “listening in s&@réo women talking about their
experiences in a patriarchal society. When | asiemother | spoke to at an early
stage of the study if she considered herself anviat' her immediate response was
“I hope you mean that as a compliment.” This cominiereminiscent of Temma
Kaplan’s grassroots activists at Love Canal whortal having been called
“hysterical housewives” or “crazy feminists” or unot ladies.” To that latter
accusation one replied, “I don’t know if “lady” @&scompliment or not. | really don’t
like to be called a lady because my momma useellitome that a lady was woman
who didn’t know which way was up. And | really tkimve know which way is up.”
(Kaplan, 1997, p.44). This dominant view of actmig/as also important for the three
women whose campaigns were detailed in earliertehap

While | was conducting the research for this sthg deeply immersed in

the meaning of the “accident” that contoured tkiediof Jo, Audrey, and Paulette, |
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had a chance encounter myself. In April, 2004t{drated a conference organized by
the Family Alliance of Ontarf8, a family network of parents with disabled childre
which operates outside the Association. Theredalisred a group of mothers who
described themselves as the “second wave.” A ggaergounger than the activist
mothers of this study, they came of age duringtbmen’s movement and were
strongly influenced by it. Five of these mothersgemted a workshop called
“Working Together for Change.” Both their preseitias and the question and
answer period that followed, helped me put intefehe schism between the two
generations. It also enabled me to consider thetoure “what is happening for the
younger mothers?” The chapter begins by drawinglosions about what it meant to
listen in stereo to the first wave of activist matyy and then puts that into relief by
listening in stereo to the second wave. A final swary measures the

accomplishments of the activist mothers of thislgtu

The Narratives of Activist Mothers

Listening in stereo to activist mothers with digabthildren provided a
valuable means to generate new insights about wsre&periences of themselves in
the world. Listening in stereo to activist motherake sense of their past meant
trying to hear what they said as well as recognilat they didhot say about their
personal accomplishments, listening to their claama their silences. It meant

attending to the ways they balanced their homaealif@ their activist work, the private

% Family Alliance of Ontario, Spring Conference, &@tive Supports for Vulnerable Adults,” April
28-29, 2004, Guelph, Ontario.
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and the public, and how they explained actions wkeiceeded the boundaries of
acceptable female behaviour for women of their tirieneant tuning into how they
expressed the dual pressures they felt to be ad*goother, how they both
succumbed and resisted conventional expectatiodshaw they experienced sexism
as activists in an organization largely governedran. It meant listening not only
for whatthey did, but what thewantedto do, what thepelievedhey were doing,
and what theymowthought they did. Finally, listening in stereo melstening for

how these activist mothers want to be remembereddgR, 2004).

Listening in Stereo to their achievements

The accounts the informants gave of their achieveésn@ere ambivalent.
Sometimes they described their contributions agatrand insignificant, but at other
times they revealed a deep recognition of thein@uitty and sway in the movement.
Listening in stereo meant listening for conceakatiesnents of personal power and
influence. They claimed their activist roles onhadually, first with modest boasts
about their favourite moments of resistance, legdelling those same moments with
brazenness and pride. Their Association work nbadghem, bolstered their egos
and fostered their creativity and vigour. Theiramizational and public speaking
abilities expanded along with their confidence. AaydCole recalled it was after a
letter she had written about discrimination waslishled inThe Globe and Mail
newspaper that she first “caught the attentiortaiff.5 They began to draw her in

more deeply, encouraging her to write, serve onroittees, travel, and make
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presentations through which she met other parentsevfrustrations with
exclusionary social policies and practices helpadférm a political
analysis.Through their activism they came to inhadiiat Kaplan described as a
more “conscious motherhood” (Kaplan, 1997) and Atweitz identified as
“gendered obligation” (1999).

There were battles where they felt strongly anérdsd themselves such as
when Jo Dickey risked taking residents out of Waadk knowing others were
watching, waiting for this scheme to “fall flat.’h8 also knew she was making waves
when she took the unprecedented step of invitirgpleewith intellectual disabilities
to serve on the boards of Associations. She saidtdterself, proudly, “I just don’t
follow the rules.” Paulette Berthiaume dared tallaavalkout of mothers from the
courtroom during the Shadley Inquiry even thoughshs frightened about the
possible repercussions, worrying they might includprisonment. Audrey Cole felt
demoralized being a lone voice campaigning for hunghts, knowing how
“fundamental” it was, yet also knowing that few wdistening.

The ways the women signaled their own actions piexvian insight into how
they socialized their thoughts and feelings acewydo certain dominant norms,
especially when it came to traditional notionsezdership (Sacks, 1988; Astin &
Leland, 1991). Based on the generousity of thaipaugts, it was clear these activist
mothers were passionate to secure a place in yistothe campaigns they took up.
But despite their principal roles in theses straggind their key location in the
Association, they were reluctant to place themseatets centre. They spoke readily

about one another’s accomplishments and what thdyabhieved together, but they
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minimized their individual contribution and abié8. They consistently underrated
their own activities and frequently avoided takan@irst person point of view. They
were unable to recognize the central leadersheth@y played through creating a
vision, shaping consciousness and building commuwaipacity and support networks
(Bernal, 2002).

How they minimized their work was expressed inadight ways. Audrey
Cole, for example, developed a sense shared by pragyessive social movement
activists, that reliable information and hard fagtye a starting point in addressing
social and political problems. Over time she ledrteeconduct detailed research, a
skill which she used to good effect when addressmgppular or controversial
measures. She became recognized for her capagtpdoce newsletters, draft
resolutions, prepare briefs, and write letterdoaditor. Yet she often expressed
surprise when she discovered that her advice amasebwere sought on particular
issues. In 1991, when she was invited to chairtoNal Task Force on
Guardianship, an area in which had become, in Warwords, “something of an
expert”, she rationalized this invitation as a “solation prize” for having lost an
election for President that year.

Similarly, for Paulette Berthiaume, the activit@fsother mothers were always
emphasized as more important yet even here theediféerences. Thus while
Paulette Berthiaume gained national recognitioridading the Riviere-des-Prairies
Parent Group through the Shadley Inquiry, her nia@gatressed the extent to which
she had no idea of the magnitude of the problermvghe first began. Nor did she

anticipate the immense mobilization that was resfuto address it. This led her to
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say repeatedly, “we were not organized, we werergdnized.” It was Paulette who
convinced a lawyer to represent them even whenvsineed that there would be “no
money.” Often as late as “twelve or twelve thirgt’night, Paulette answered calls
from other parents looking for information, and sireulated information to help
them keep track of developments in the court céseshe still claimed only to have
“pushed the pin.” She always credited Jo Dickeytlieraccomplishments in the
deinstitutionalization struggle in Quebec; everutjioit was Paulette who had been
“on the ground” organizing for over twenty yearbeSonsistently repeated that Jo
had been the catalyst, the one who came to Mordrehtaught parents how to take
their sons and daughters out of institutions..

On the other hand, for Jo Dickey, it was alwaysdbiéective, “families”,
whom she acknowledged as the real instigators arfigh. She never named an
individual and never herself. She steadfastly aidsing “I” and was
uncomfortable describing herself as a leader. Whatconsidered “so beautiful”
about the Woodlands Parent Group was that it “wtaknDickey and it wasn’t Jackie
Maniago”, it was “just families.”

Some of this may be traced to women’s modesty alugtance to profile
their personal accomplishments. But on the whategmothers saw themselves as
participants building a grassroots movement amoaoglpeople, not as leaders
building a power base. Like the social activistsgented in studies by Kaplan (1997),
Naples (1998b), Orleck (1995), Abramovitz (199%jriharz (1984), and Herda-
Rapp (1997), they believed they were ordinary woch@ng what needed to be done,

which for them meant improving services for th@ns and setting a course of action
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for their organization. The women in this study eredenied their role in the various
campaigns they undertook, but they all found a whgn recounting those events, to
highlight a moment where they felt most vulneradotel not up to the task. Jo Dickey
remembered how panic-stricken she felt when, adtieising the Premier’s offer of
two million dollars to upgrade Woodlands, she wastéed by the provincial
government to articulate her vision of an altew&find submit a proposal. She
remembered having countless “pieces of paper” ftommunity consultations but
“not a clue” what to do with them.

These feelings of inadequacy were obviously nodlgaing as the previous
chapters have detailed. In this case Jo Dickeyogmbied an ally who agreed to write
the proposal for her. It is notable that when JckBy talked about this fear later, she
reported that she was able to find a person wheseelf to accept any paymeRather
than giving up in the face of a sense of her ova@guacies, one of Jo Dickey’s
skills as an activist mother was developing shatpranae for how to make use of the
skills of others. Thus, Jo Dickey saw in Audrey €sbmeone who had a unique
capacity to “read and ferret things out from a lesiyde”; as someone who loved to
“get hold of a document and pull it apart.” Thosergvskills she admired even as she
admitted that, she “could not imagine that a t@ttitamber would be much worse
than that [kind of work] for me.”

Audrey Cole became involved in guardianship issu¢se mid-1980s when
the Ontario Association asked her to comment @part circulated by the provincial
government. Having carefully prepared a responséstught it to the office for

discussion and remembered there was an outbrégiggfing” at the sophistication
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of her draft. While it annoyed her that they miphte limited expectations (because
she was a mother? a woman? a volunteer?) of hacitgpo produce serious work,
she often said, “I'm not a lawyer. This is just ie.

But this sense of being “just me” also fuels - diesfneir many significant
contributions - a certain sense of failure anthaese that each mother harbours
about what they might have done differently, or tsthay might have done better. Jo
Dickey deeply regrets having accepted “No” for asveer when she first went to the
British Columbia Association looking for services Drew. She laments not having
had the self-confidence to protest when they refiseserve him. Paulette
Berthiaume grieves that Louis had to live so lam¢ghe institution and believes he
could have come out earlier, if only she had “warkarder.” Audrey Cole is second
guessing what lan may have been denied as a céghé time and effort she devoted

to advocating for “all the kids like lan” and natrhin particular.

Listening in Stereo to how they balanced homediid activism

Listening in stereo meant discerning how activistimers’ views of their
contribution meshed with how they saw the balaretezéen home life and activism.
Their homes existed at the intersection betweein ploblic and private lives and
their embeddedness in familial life shaped thesnwof the world. There is no
guestion that their experience within the orgamarain which they acted transformed
their lives in profound ways, but everything theg drew out of what they knew as

homemakers and mothers. They were propelled by $bes.
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Audrey Cole*l always used lan as my base. | would ask mysdifat would
this [action / policy / decision] mean to lan andentimes out of ten it would

mean bloody all.”

Jo Dickey “I measured everything | did against what | wafier Drew. |

was just doing it for Drew.”

Paulette Berthiaumé'l knew right away | had to be there for Louisdan

defend him all my life.”

They emphasized the role of other family membetbéir accounts but the
dynamics were always complicated, especially whey aittempted to use their
homes as a site for caring work (Fisher & Tron@9@). Paulette’s extended family
welcomed and included Louis but she was constamtighe alert to leave when he
got agitated, careful not to overstay their welcohher older son resented Louis for
demanding so much of her attention, and her husfeamd it hard financially and
emotionally to accept having a disabled child. Bbted that he supported her desire
to go back to work after Louis went into the ingtibn, but as she became more
involved with the parent group, he stayed in thekgeound. This was true of all the
husbands of the activist mothers she worked witiey “stayed behind” and only

emerged when there was a “scandal.” She learnkdlémce her work, activism and
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family life taking care to minimize conflict , knomg that if problems did arise she
would be forced to “leave one or the other.”

Audrey Cole had her husband’s strong ettdpr her Association work, but
like Paulette, she managed the time commitmentxeged with attending meetings,
out-of-town conferences, and speaking engagematitggveat delicacy. Running
the household was mainly her responsibility andhthie added stress of taking on
extensive community work and feelings of guilt ableeing away from home often
for days at a time, the load became overwhelminigh 8ach new undertaking, she
planned carefully how she would “break the newBred.” She said that he grumbled
from time to time about her absences from homethwas really only when Audrey
was personally hurt or publicly slighted in her dsstion work, that he exerted
pressure on her to “give it all up”, which of coaiishe never did.

While Paulette and Audrey were willingrédlect on what impact their
activism may have had on family life, Jo Dickey walictant to do so. She drew the
line when talking about her husband. She volunteareny stories about her older
son, a medical doctor in rural British Columbia dmslfour children, but her husband
was a subject she chose not to discuss. This negamight could be seen as typical
of women of her generation who tended to keep iatintetails to themselves. In any
case, it was necessary to tread sensitively witlsitences and acknowledge the
possibility that her reticence on the topic spakedmething troublesome and
longstanding.

It is notable that all three women shared the wigat having a child with a

disability was particularly hard on men and coudlgaint to fathers who had left
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home because they could not take the emotionaphysical demands. “Home”
became a site of delicate negotiation, where msthalanced family life and
activism, and in addition, the cultural and steypatal expectations of professionals
who had their own view of who “mothers” should lvel avhat constituted a “good”
mother (Traustadottir, 1988; 1991). Activist motharediated carefully between
various members of the family, because as Paubterved, the stakes were high,
“you either lost your husband or your child.” Thiglancing act was an integral part
of the maternal thinking and caring labour that tnato their mothering work

(Ruddick, 1995).

Listening in Stereo to being a “good” waimmother/wife

Tension in their personal lives madenportant to listen in stereo to how they
exceeded boundaries of expected female behaviegnrBing political activists are
still not the cultural roles society expects wontefulfill, and that expectation was
even more pronounced in their generation. As attiviothers they extended their
activities and sphere of influence to model an exarfor their children and others in
their community along the lines identified by athesearchers who study women'’s
activism (Naples, 1998a; 1998b; Orleck, 1995; Kapl#97; Herda-Rapp, 2000;
Reinharz, 1984; Abramovitz, 1999). However, by makiheir work outside the
private sphere of the family they knew they werlyidg the dominant definition of
motherhood. They realized that by taking their @t@&vconcerns into the public

domain they were swimming against the current. Tinednt they were not only
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leaving themselves open to criticism as individublg they were also exposing their
family life to public scrutiny. Thus, even as thegknowledged the social and
historical context in which they lived and raisbdit families, they gave voice to a
private inner conflict as they tried live up to lgia “good” woman, a “good” mother
and a “good” wife. Their attempts to assume thenany work of homemaking were
not only thwarted by obstacles associated withddragration of mothers’ care-
giving work in society but the stigma that attach@them as mothers of disabled
children (Brockley, 2004; Castles, 2004; Read, 2000

Each woman recalled ways in which they were judmedthers as unfit for
having had a disabled child. Jo remembered bestrg@zed in her own
neighbourhood, ignored in shops, and treated rudetiaurch by people who
complained her child was making too much noise. &diens she never went back to
any place she was asked to leave. For her parteiuadten recalled her fury at
various medical practitioners she encounteredobstetrician who at her six-month
check up said “you’ve given birth to a mongoliarottf the general practitioner, who
upon being introduced to five-year old lan, expeelssis regret that amniocentesis
had not been widely available in 1963 so that shidchave been alerted (and
presumably, in his view, had an abortion) rathantgiving birth to a child with
Down Syndrome. When Paulette became ill and wasébto place Louis in an
institution, no one objected because as she ssodjety wanted that, even my family
wanted that.” Paulette felt trapped between whatkstew she needed and what her

family said she should need. She did not blaméddmeily who out of love wanted
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what they viewed was for her own good, but shelilgdtshe was sending her son to
“prison.”

These ordinary women judged themselves and thelinfgs against a
dominant standard that said your child is differamdl should be treated differently.
Accustomed to “polite” dealings with those in auihg they nevertheless learned to
confront those who called them hysterical, indeéfet cold, aggressive — in short, bad
mothers. They all insisted they did not want taseadiscord but frequently were
forced to do so over issues that seemed cleaeto.tlivhen attempts to secure
services for their children failed, given limitegsources and their own as yet
undeveloped capacities, they took risks and tutaelirect confrontation of
authorities. They withstood the criticism and ogprom so often accorded to social
activists. Here again, they were exceedingly awaetheir actions often exceeded
the boundaries of acceptable or expected femalavio@lr - particularly for women
of that generation - and for which they were bethttrouble-makers.” Paulette
remembered being labeled a “cage-rattler” wherfissteconfronted the hospital
administrator over wrong-doing at Riviere-des-ReairJo Dickey knew the very
moment her name became “mud” amongst institutietef at Woodlands. As
activist mothers they learned the power of speakimy the experience they gained
in confronting authorities. Through their commitrhémtheir children and in
solidarity with other mothers, they became chaleagather than passive subjects.
Even so, their capacity for speaking out was seam@e in a culture where activist

mothering went unacknowledged as a strength.
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They came to understand that their experience laatcof many other mothers
in similar situations was not merely personal, dtsveocial. Turning points disrupted
the “taken for granted fabric of their daily liveaid politicized them even though

they never viewed themselves as activists (Kral833).

Listening in Stereo to how they view “politics”.

None of the mothers described their work as “prditi, and their experiences
can be seen to support the argument that when wdifferentiate their activist work
from “politics” they curtail their ability to claina more powerful political role
(Maclvor, 2001; Naples, 1998b; Fisher & Tronto, @98bramovitz, 1999; Orleck,
1995). Jo Dickey, who modestly depicted her waKjast doing it for Drew”, never
portrayed herself as a political leader despitdabethat during her three-year
Presidency and even later, as Past-President stiawed to influence almost
everything that went on in the Canadian Associat®&ire put her energy behind
closing institutions, but in her view, what waslhgat stake was building a strong
social movement that involved hundreds of vigileitizens who would be on guard
to protect the rights of people with intellectuadabilities and their families over the
long haul. She constructed a large and impresgjgada, yet she insisted she was
“not a brilliant person”, merely someone with “somaion” of the goal. Paulette
Berthiaume failed to recognize the significancéerf struggle in Quebec until she
joined the Advocacy Committee of the Canadian Asdon and learned about

strategic deinstitutionalization initiatives acrdlse country. Until then she humbly
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described her own activism as merely “working in onyn backyard even though it
was a big, big institution.” She never claimedlierself what was achieved, only that
she never worked alone, “it was always [with] meoshieYet, like Jo, she became
political when, in 1994, as President of the Camadissociation, she contacted the
Quebec Minister of Health and Social Services. ysire weight of her office, she
demanded that Louis be released from the instiiwdind his money be released with
him. She threatened to “act” if something weredute, and by that she meant she
would go public and “call Associations all acrosn@da and the United States.”
Audrey Cole adamantly refused to have anythingotevilh what she called
the “politics” of the organization, insisting thed she was “not very political” and
therefore had little idea of “what was going ond Audrey the term “politics” held
an extremely negative connotation, one associat#dunethical behaviour and
infighting. To say she avoided “politics” was nbetsame as saying she lacked
opinions, beliefs and views or refused to engagseantoral politics. By speaking out
from the beginning, when programs operated bydballAssociation excluded her
son and demanding they “do something” not justhfor but for all the “kids like
lan”, she was engaging in a form of political aistim and community caretaking of
those who were not part of her defined househofdroily (Naples, 1998b; Kaplan,
1997; Reinharz, 1984). Although her demand foromctippeared straightforward,
Audrey Cole could see what many others could hetways in which the issues of
education, child care, transportation, housing, @hér needs were interconnected

under the umbrella of human rights. Her outspokssip@sed a threat to established
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social service agencies, including the Associatibthae than once she was
electorally sidelined within the Association.

Like Kaplan’s (1997) “homemaker citizens” theseidental activists were
participating in a form of politics that broughtqgme together to meet and talk, plan,
confront authorities, and to work towards instiagl, social, and policy changes
(Sacks, 2000; Taylor, 1999; Bernal, 2002; Bookmak&gan, 1988; Astin &
Leland, 1991). This was a process which enhanatididual and collective capacity
to stand up for one’s rights. In the mother’s vigugtice was not limited to those
rights that existed under law, but operated mooadily and involved what the law
was designed to protect, i.e., access to the regesscial resources that would
sustain their lives. They realized that if that &&y be achieved they would have to
do it themselves working through their local, praral, and national Associations.
That meant never being able to sit down for a maihlout the phone ringing and
someone asking for information. Their grassrootskweas about “talking to people”
and “bringing them together.” Notably they did megard this activity as

“organizing.” They never used this term.

Listening in Stereo to gender: the activist magher

Listening in stereo to these activist mothers méeairig especially attentive
to the silences, to the notes that were not plaj/kd.most profound of their silences
was related to gender. Their comments were atMaggte and general, suggesting

they did not consider the subject very importatieyl engaged with an organization
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governed largely by men, and they could readilyidg instances of sexism that they
had experienced in the movement. Men put them ddwimot respect them and
underestimated their abilities underestimated. iddy remembered that when she
tried to mobilize support to close institutionse stook a lot of heat from the Board.”
When Audrey Cole challenged the lack of democatocess in her local Association
by proposing by-law changes, she was publicly cestshy the President (an elected
municipal official) and a prominent board membete@cher in a local high school).
She was accused of being “rigid” and “obsessed laithand order,” told that her
principles were “too inflexible” and that her objens to the process were clearly her
own personal problems.

If these reprimands were a tactic to keep Audrdyainplace, they did not
work, but they were emotionally costly to her. Ttaso demonstrated how the
Association tended to reproduce gender distinctasrtshierarchy though cultural
codes and practices (Taylor, 1999; Acker, 1990kr@N, the influence of gender was
perceived by the activist mothers in a rather nelsilvay. This was well captured by
Jo Dickey's comment, “It's hard to walk into a ro@hmen when you're 52" —it's
not very comfortable.” Not only did they not haveyavell-formed view on the
multidimensional influence of gender, they wer@sgly resistant to invitations to
formulate anything of the sort and gave many sgttat they did not want to talk
about it at all. Despite being asked about the geralations within the Associations
in many ways and in many contexts, Jo Dickey coastly replied that she had
“never thought about that.” Yet by the late 19608 was leading a mixed-sex

community organization, running meetings, appeabigpre municipal zoning



272

boards, competing for resources with more estaddistommunity organizations,
petitioning school boards, and in so doing, stepmiell beyond stereotypically
female roles. She insisted that the central ppéts in the Woodlands Parent Group
were “families” and “parents” and even “couples’t dhen she named names, the
primacy of mothers clearly emerged. When it wasifgal out to her that as the
President, she appointed mothers, including Audceghair the new committees she
created, Jo Dickey replied, “I don’t know if | dildat consciously or unconsciously.
Maybe, but I liked having a lot of men on the Boaktfhen asked if the charge of
“trouble-maker” or “irrational parent” operated feifently for mothers and fathers,
she deflected the question, saying “but there's tile siblings.”

Audrey Cole, was equally resistant. Right from sheat she questioned
whether she would even be a good candidate fosth®yy because she arrived at her
activism not “with any history of linking up” buiritellectually, out of some sense of
what is right and that did not necessarily invol@men.” She remembered that it
was not until the mid 1970s when lan was 10 yellshat she first met women on
her “wave length.” Until then she tended to conmveith fathers who she claimed,
had a better sense of what discrimination meanatWhattered most to her was the
“issue”, not gender, she insisted, adding “it wagsromen that drove me... lvy
[Ellingham, President of the Ontario Provincial Asistion from1979 t01981] and |
were centuries apart. You tended to look for peagie understood what you were
talking about.”

For her part, Paulette Berthiaume, went no furtheliscussing gender than

acknowledging that “she always worked with mothénsivhat she saw as her main



273

role of supporting families. She accepted that ass women'’s place to look after
the children and that men were not expected to ggveuch. She allowed that it was
possibly “harder” on men to talk about the laclsefvices for their child, because in
doing so they risked sounding “like a sissy.” Stmdted to the delicate balancing
act of keeping families intact but was reluctantlitaulge too much, only that in her
own relationship she had to be “tough.”

The fact that a gendered analysis of their expee@ontradicts these
mothers’ self- image is a significant finding ofdistudy. But it hardly negates the
conclusion that their activist careers were nohuwitt feminist significance. Given the
campaigns they took up and the ways their actiagoeeded the boundaries of
expected female behaviour, it is unlikely they wbdisagree with a core feminist
principle that a woman has the right to live hé the way she wants to regardless of
what society has to say about it (Borland, 200#eyTworked with women who
believed they should have a say in shaping theakand political world in which
they lived, and they sought out allies where thayla find them. Those allies, it
often turned out, were women.

Paulette Berthiaume, as Vice-President, led a maltioitiative in1992 to
identify, cultivate and develop “Leaders of Tomavtpdeveloping leadership
potential in other women. In 1994, the year dedigghdy the United Nations as
International Year of the Family, Jo Dickey chaisrd“Assembly of Families” of
parent activists representing each provincial andgtorial Association to revitalize
the national network of families. Those parent\asts were, of course, mainly

mothers, and Jo Dickey knew they would be.
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These activist mothers were interested in justicbequality, but not
“feminism” per se. They did not identify themsehassfeminists never having
participated in the feminist movement. This labeld negative connotations for
them. Theywelcomed an exploration of their lives and worlaisociety which tends
to ignore or trivialize women'’s culture, yet atpaint in the interviews were they
inclined to comment on the larger framework of waregolitical development.
While they recognized that they had experiencetssexy and large they let
feminism pass them by. Very few feminist organasi concerned themselves with
issues facing mothers of disabled children, angl¢hnnot be left out of the account
(Blackwell-Stratton et al, 1988; Hillyer, 1993; Ei& Asch, 1988). That said, these
were women who accepted their roles as wives arttler®and who came to their
activism out of a sense of “gendered obligationbi@movitz, 1999). As Paulette
noted, being an organizer was not something shene@sssarily “good at.” It was

more a question of “obligation” because, she shididn’t see | had any choice.”

Listening in stereo to gender: the Association

Although the activist mothers remained silent ondgz, the gendered aspects
of the Association emerged in this study in a nundbevays in institutional and
organizational contexts (Taylor, 1999; Acker, 1988gppard, 1992; Gherardi, 1995;
Kanter, 1977). These institutional processes iredinblunteering, governance, and
fundraising. The Association made great use ofrvelers but tended to trivialize

women'’s contribution. While this was partly a refien of the times, the effect of
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disregarding the economic value of the work womeriggmed to maintain the
organization placed women in a marginalized stathsy experienced a gendered
division of labour where they were cast not aséeadbut as the “lifeblood of the
organization” and as a “loyal and industrious cbyplso worked “willingly and
cheerfully at a variety of useful tasks” (See: Gbkaf3). What little recognition was
granted was belittling. In this division of labothie analysis of the Association
corroborates Kanter’'s (1977) finding that womeriganizations tend to be relegated
to “office housework” which “skewed” the represdida of men and women and the
higher levels (p. 25). Getting active to many womaant a traditional mothering
role of service; Paulette first became involvedblfating newsletters for her local
Montreal Association. To others, getting active miggetting on the board to shape
the organizational agenda; it was here that Autheyeted her efforts.

However, while women served in a variety of posii@t many levels of the
Association from the start, they were always inspibportionate ratio to men. In this
way, the Association maintained and reproduced geingéquality and an
organizational hierarchy in which men occupiedrtien position of power and
authority (Kanter, 1977; Taylor, 1999; Acker, 1990Jomen were significantly
underrepresented in leadership roles. The dynaoficgle bias penetrated the
organization so deeply it took 10 years for thetfwomen to be elected President. A
gendered pattern of committee appointments revkatsvomen were guided towards
domestic issues and “women’s work” while men cldhttee more influential
committees, including research, policy, organizaiqgrocedures, resolutions,

legislations and nominations, women were trackedhtds education, home care, and
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recreation. Women were always assigned the wodooifdinating the National
Conference. It was the most labour intensive v@entole of all and recognized as a
“mammoth task.” In addition to standing committegy took on special
assignments and often worked behind-the scenasporiant projects for which they
were recognized only occasionally. Their extensiegvorking and organizing
activities were generally not appreciated as a dsima of women’s grassroots
leadership (Bernal, 2002). Even when women leaders recognized for their
contributions, there was internal pressure to re@eg‘women’s auxiliaries,”
particularly those formed in the institutions. lnstway women were further
marginalized in the organization they founded. phtern of leadership that
dominated the Association was characterized byla dedinition of leaders:
hierarchical structure, positionality, and leadgrshaits (Astin & Leland, 1991). Yet
as this study shows the successful leadershipssayld skills of the activist mothers,
as catalyst, conscience and capacity —builder, alemeacterized by support networks
and relationships.

Gender also played a role in fundraising and wasessed through symbolic
codes, language, and sexuality (Gherardi, 1995gkinr1997). In the first decade,
there were two types of fundraising efforts. Ondhe hand there was the well
resourced, high profile “Crusade” campaign whicls wanducted by “busy men”
from the corporate sector. On the other hand, tbedts of Hope campaign, a
woman’s affair, was carried out door-to-door byusands of mothers across the
country. The Crusade excluded women and establahédntirely male” advisory

committee that was restricted to the “top businessand industrialists” in Canada.
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Campaign briefing notes explicitly directed “thght man to call on the right man.”
The Flowers of Hope campaign was scheduled for tdapincide with Mother’s
Day and increase the emotional appeal of the dimvaddition to these institutional
processes, women encountered an organizationareutiat of affected their
participation in the Association and contouredtlaetivist lives. They came up
against constraining notions of motherhood thatiehged their activism as being
outside the realm of what was an “appropriate” folevomen. But they resisted
such narrow interpretations of their work becatmssy knew that individual
households were not well located to challenge ¢legatand political factors that
constricted their lives (Fisher & Tronto, 1990).ejfencountered male power and
authority in an environment that was not alwaysitable to women with
independent minds and aspirations. But they rekisternalizing a sense of fear and
instead, fought back against their own socializatithey faced attempts to
characterize their concerns as “fringe” matterbttd® concern to the Association.
But they refused to be marginalized and took tb@mpaigns to centre-stage. They
confronted embedded assumptions about genderuggésted women were ill-
equipped to participate at some levels of the Assion, but when they saw
something that needed fixing (Human Rights Lawsp@Wands School, Riviere-des-
Prairies Hospital) they decided to act , wherekat took them. Propelled into the
public arena in defense of their children, theynesised forms of power typically
hidden from them and came to see their concerss@al, not individual (Krauss,

1998). Although activist mothers drew on their sbpiosition as mothers, given their
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discomfort with feminism, they prefer to be remendkefor their competence than

their gender.

The Second Wave of Activist Mothers

None of this negates the significance of activistimrs as women nor
invalidates this study’s analysis of their strugiglesocial justice as it relates to
gender as well as disability. But it was a subsatjgeneration of activist mothers
who themselves bore witness to this as feminists.

A second wave of activist mothers came of age duhe rise of the
contemporary feminist movement. They had theirldeshchildren in the mid 1970s,
and although for many years were active locally provincially, they became
increasing frustrated with the Associations. Theyght to develop innovative
strategies to strengthen and support their disdaledy members in their
communities beyond the sheltered workshop anderasal programs developed in
the 1960s.While they recognized that such commtbased options marked an
extremely important step forward in their day astiernative to institutional care,
the newer arrangements advocated by second wavermapoke to greater
flexibility, responsiveness, person-centered apgresa to disability supports, and
funding. They supported an “Individualized Fundimgddel (Stainton & Salisbury,
2005) to distinguish it from block funding provideg government to agencies for
operations. Notably, this model was first conceisgdlo Dickey and the Woodlands

Parent Group to access public funds that follonazhendividual leaving the
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institution, but it was not a priority for the Assation (Roeher Institute, 1993a). Jo
Dickey’s generation of activist mothers, now inithate 70s, were prepared to live
with this. The new generation were not.

To illuminate this generational difference and shegldt on the issues, | will
draw on the testimonies and comments made by “skesane” mothers during their
presentation at the 2004 Family Alliance of Ontaonference. Each mother talked
about their struggles in the current climate. Theported that in the early 1990s they
had been involved in a rebellion against the PralrOntario Association. This was
prompted by their concern about how the Associatiaa managing it dual alliance
to its 120 local Association service providers ol diand, and it family membership
base on the other. They felt the Association wasvstg preference to the interests
and needs of the professionals, and becoming ‘thag with government.” In their
view, it was impossible to be both a service previdinded by the government and
an effective advocate against the same government.

In 1995, they broke away and founded a new prowmde network called
the Family Alliance of Ontario which offered a magen “network” structure than
the hierarchical structure they saw the Associatecoming and which extended its
reach to adoptive and foster parents of disablddren. Operating through 15
Regional Councils and distributing a quarterly nzga, The Compasgp 2000
members, the Alliance stressed what was “not hapgédar families” such as their
own. Just as the first wave mothers advocatingdonmunity based services collided
with the goals of “institutional parents” seekimgitprove conditions inside, these

second wave mothers wanted their children includegtighbourhood schools and
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community programs and rejected the segregateitssroffered by local
Associations. They respected the fact that in st fihe big push” by activist
mothers to create those services was because Killsiwere sitting at home.” But
they also lamented that local Associations seemeddlve over the years into
primarily service-providing agencies and thus bbsense of having been part of a
social movement. It was to revive that sense ofenmnt that the second wave
mothers founded the Family Alliance of Ontario)daling a similar group that had
founded the Family Support Institute in British Qaibia.

Equipped with a language and identify formed acbi@aminism, the five
women were comfortable applying the term “secondei#o themselves. In contrast
to the first wave of mothers whose self-identitgt dot include gender, second wave
mothers had a political analysis grounded in ariexgoon of the dynamic of gender.
They readily admitted that the “feminist push” het1960s “changed a way of

thinking about a lot of things” and as one mothated, it helped them get angry:

Outrage by women is more acceptable since the fetmmovement — outrage
and anger over injustice is legitimate. You comeayua particular issue

because you don’t give up on your kid.

Exposed to other social justice struggles goingtaine same time they could
see the connections between feminism, civil righits] disability. They recognized
and valued the power of women’s collectivity anddiéy claimed that they could

never do as individuals what they did together.
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Like the mothers before them, they looked to “geadespaces” (Abramovitz,
1999) in domestic households to organize. Theyaraind kitchen tables, over
potluck dinners and “banana bread” which becamertéaphor for their family
network. In the early days when resources were lisay pooled their “pocket
change, stamps, and note-cards” and discusseddtiwdak other mothers’
interest” to build their membership base. They camssly set out to make their
network “homey and fun.” They acknowledged theyevauilding on the

contributions of the women who came before:

The only reason we’re sitting around here todadyeisause moms in the 1950s
sat around their kitchen tables and decided thaeiung had to be done. At
that point they were at home. They could get togretiver coffee in the
morning and make jams and jellies to start the ifuppg@rocess to start the co-
op projects that turned into group homes that airn& agencies. Now of
course the kitchen table includes a fax machinepeder, internet, e-mail and

phone bills.

Consistent with the norm for women of their genergtin contrast with the
earlier one, these five second wave activists beatiesl out as two-career families.
But each mother gave up working when her disabtéd gvas born. Unlike most of
the women of their generation who juggled homedifid careers, they experienced
the previous generation’s division of labour. ThHaisbands provided the only source

of income, and they provided the very best mothgtiey could give their children.
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They had given up their careers they had as atradligechnologist in a hospital X-
ray clinic, a journalist, a social worker, a foaumnist and caterer in a gourmet
food shop, and a buyer for a retail clothing chdimey wondered “not with regret but
curiousity” where their careers might have takesnithad they continued working.
They knew they would have been better off finamgial

Unlike the first wave mothers who tended to evadmesubject, these second
wave mothers had an explicit point of view on ndddeninance. Speaking of the
Ontario Association for Community Living and itsQLcal affiliates, they noted
immediately that “all of the Executive Directorganen.” Speaking of their
husbands, they made it clear that in general, teggnted their volunteer work. The
men tended to be jealous of the close relationghgusformed among the women,
and they begrudged the costs in terms of time dveary the family and the financial
burden of telephone bills, internet fees, and treypeaking of parent meetings with
officials from health, social service and educasernvices, they described how “men
tended to ally with other men around the table.eyrall knew couples who had been
“in tune” before going into the meeting, but onaside, men often “lined up with the
superintendent” not wanting to “make waves.” It wasthers who “were the big risk-
takers,” the ones who were “less likely to compragiiand “would not be put off.”
At the same time they were willing to work with miactically, for example, they
always made sure there was a man on their sideedable when money was being
discussed.

Unlike the first wave mothers who responded toténm “activist”

suspiciously, the second wave readily engaged tivéhdea. One mother said:



283

Activist is not something | would have chosen dsbel for myself because
pacifist is philosophically where I'd rather be.tBue’ve fallen into this mode

because of having to defend what we treasure most.

To her, activist mothering was natural; what wasnatural, was walking away.

You know when | thought about being an activist ineotl thought activist
mothering isn’t rare. Activism is what mothers liW@hat’s really rare is a
mother who will say “my baby is very ill and goitgdie so | don’t want to

get attached.”

They knew that their behaviour and outspokennesmas resulted in professionals
dismissing them as “some kind of pariah, some kindre rebel.” Even though it did
not make them popular, they were more than wiltingtep outside women'’s cultural

role to redefine what it meant to be a “good mather

My mother was the “good mother” according to thef@ssionals, because she
did what she was told. | had a brother with Down@gme who my parents
never took home from the hospital...and that wasidensd “good.” | don’t
think she was a good mother at all because sheletetypabdicated her

responsibilities. What makes me angry is when p lo¢her people struggle
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against the authorities of schools and social sesvand medical services we

[are the ones who] get seen as the bad mothers....

There was a definite “turning point” which confirchen them this sense that a
good mother of a disabled child was not one who eaaspliant but one who was an
activist. Turning points were moments of awakend®fined by one mother, as that
instant “when you learn you have been lied to tust has been broken.” For that
mother, the turning point came when she encountanadsue that disrupted her
natural inclination “to avoid confrontation at abbsts,” when she could no longer

avoid taking a stand.

Like most parents | was very naive. | remembetitngsa lot of professionals
and being so shocked when | found out | had beehtti...when you have a
child with disabilities you need to trust other pkx you want to — you need
to feel other people are on your side. And thenfymdiout there are people

going to great lengths to oppose you.

For another, the turning point came when she fabhatthe neighbourhood school

would not admit her son.

When the principal locked the door | had no chdigeto move to get
integrated education. We sold our house at thetotif the market and

bought one at the top — it took us 15 years toweicbnancially.
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For a third it was joining the board of a locaktiment centre to introduce
what she thought was a minor change in practicewhich erupted into a major

conflict.

The change, by the way, was getting parents came@ports on their child.
That was it! And it caused such a big battle mtiieatment centre that they
turfed out my son who they were mandated to ser&iddenly | was a

pariah.

These public stands often resulted in being “spdthy another mother or a
staff member as someone who “was willing to stieit neck out”, someone to be
mentored and encouraged, someone who “could dggHifhis too marked a
turning point as they began to appreciate and dpvwstw capacities and skills.
Despite being conscious feminists, it is notabé thoften took these turning points
to bring them to do things they never thought tivewld do — travel, speak publicly
about what children and their families were up aglaand organize. Nor did they
find it easy to get over a sense of modesty abtat whey were doing in their local

struggles. One mother remembered:

It was 1981 and | had just read Nicola ShaeferskbDoes She Know She’s

There Wow | thought, that was my story too. Someond ga should invite
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her to Windsor. You mean | should just call her?t@mphone? To come to

Windsor?

Like the first wave mothers, they attended confeesrat local, provincial and
national levels where they encountered other “leddspirits” and experts in the field.
But with their feminist consciousness, second wawghers were able as their
predecessors were not to target other activist ensttacross the room.” They
recognized that the best source of informatiomreeswoman put it, “happens to be
from the mother sitting next to you while you astdning to the expert at the front of
the room.” In their experience, the real expertwlealge resided with the mother
who could tell you, for example, how to find a keed pillow when you have to stay
overnight with your child at hospital and wheréhtde the pillow so the nurses
would not take it away, which meant you could stagther night. They strongly
believed that if mutual support was not there fatmers, they were subject to
doctors. They grew stronger, because as one maxipé&ined, “you can expect
repercussions when you touch on people’s anger.”

Having been let down by a specialist they trustezbene point in their
activist career, they had lost their sense of aweraverence for professionals. At the
same time they brought valuable information to siea-making forums when their
child was being discussed; knowledge was their poweey learned how to be
deferential strategically, recognizing that profesals did know how to keep their
children alive but they also learned how to takekljaower. As mothers, they felt

they were the ones who knew best what their cmidieeded. When they came up
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against a bureaucratic “No,” they “made a couplphaine calls” to allies in the
network.

Although they were much more prone to think of teelmes explicitly as
activists in all these respects than first wavehe, they were responding exactly as
the first generation who were the focus of thisigtiWWhere they differed was that the
new generation developed a healthy cynicism abolitigal processes within the
Provincial Association. They described one “Cat@h-<ltuation as especially
noteworthy. When they formed the Family AllianceQuitario, in 1995, the Ontario
Association offered them office space. They nedtedesource base to launch the
network and accepted gratefully. However, they kjyicecognized that their
“family” presence operated to appease the Associaticonscience. They were
consulted on issues and invited to bring the “fgmdice” to various strategic
planning meetings only to find that the reports prmposals coming out of those
meetings “adopted our language” but ignored theaaacerns. One mother was
further irritated to realize that, “everyone els¢he table was paid and though all of
my ideas went into the report, | was never compedsaThis was rarely something
the first wave of activist mothers complained about

For a time they were willing to be courted. The @it Ministry of
Community and Social Services guidelines specified organizations receiving
provincial funding had to balance their board bgluding not only lawyers and
accountants but also family members and people disbilities. Similarly, many
charitable foundations also required that proposatsapplications for funding

include broad consultations with disabled peopkt families. However, as with the
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other “turning-on points” they experienced, thegateed a “turning-off point” with
the Association when they felt they were beginimfe used as tokens.

From the beginning the Family Alliance hired a nawths full-time
coordinator to focus “one hundred percent” on éngathange, because as she said,
“it takes everything...passion, enthusiasm and theer@ergy that comes with
pioneering.” Tensions quickly arose with the Asation, who in light of their
divided loyalty between the families on the onedhand affiliated service agencies
on the other, found it hard to compete with the rantum being generated by the

families. One second wave activist rememberediliHeeling:

Instead of supporting us, the parent organizatiaderus feel like
competition, and as mothers we were treated agthoe were taking
strength away from the Association. The way weitsisehat we are all

mothers.

Within a year the Family Alliance was asked to vacheir office; as they packed
their boxes they also cut all formal ties with etario Association

The second wave mothers were unwilling to arguevilmamen’s community
activism as an extension of female self-sacrifece] they sought to be paid for their
work as community caretakers (Traustadottir, 19¢#les, 1998b). Reminiscent of
the “wages for housework” campaign during the woemvement, second wave
activists argued for resources from Associationsegnments and foundations to

recognize and pay mothers to carry out the “impanteork they did supporting
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families.” In their view, a salaried position meaatt only having an income but also
having a seat at the table from which they coutdiltrate and influence” operations
and governance. They resented how writing propasilected their energy from the
real work for which they came together in the fpktce. However even as they were
successful in securing foundation funding to lautihehr network, they were
ambivalent about accepting it, fearing what compsas might ensue.

As networkers and capacity-builders, they consdtyolostered leadership by
focusing on the people who had the most interedteaergy, to “strengthen them.”
They did not exclude those who did not “get it” lkept them at a distance. They
tried to adopt a policy of not fighting with oneather: “We do not judge other
mothers and the choices they make because thetmiloges it when parents fight
with one another, then they can divide and confjuer.

The personal and mutually supportive dimensiornh®fsecond wave of
activist mothers’ activities were characteristidloé network style of women’s
grassroots organizing reported by Naples (1998apl&h (1997), and Bernal, (2002).
Increasingly even the repertoire of phrases theg tis describe their activities
adopted a hyphenated, stringing together of wgndsstices and relations: “extend-a-
family”, “parent-to-parent”; “telephone-trees” aflt-serves.” The links were on the
ground and in the airwaves, making them ever rdaehblaving a portable phone
was crucial because, said one mother, “I still Havwmake dinner, but | can be talking
at the same time.”

A more explicit aspect of their organizing strateélggn had been the case with

the first wave was helping families “transfer thg bightmares to dreams” and shift
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their expectation of the future so it became somgtfdreamed about, not dreaded.”
They knew the rest of the world sympathized aniggithem, but however well-
intentioned, this always felt draining. Stratedigéhey devised opportunities for
building relationships and creating environment&/mch empathetic expressions
such as “I know what you are going through becdusebeen there too” could be
exchanged.

Second wave mothers mobilized to offset the prexassumption that life
with a disabled child was a series of crises iprsed with chronic sorrow
(Olshansky, 1962). Determined to celebrate what tiéldren had done for their
families, they devised tactics to overturn the eotihat having a disabled child was a
tragedy from which the family never recovers beeaasone mother insisted, “it's
not always just been torture. Some of the funriiests in my life... have been in the
company of parents.” They were creative when iteéof'translating the symbols of
mothering into political speech” (Ruddick, 1995229). Sometimes organizing took
the form of “storytelling” creating strong visual and oral messages that dwaild

easily remembered and quoted widely, such as tlmiog:

Two things happen to mothers. We become like béafiending our cubs and
when angry we will move mountains. But moving maums is such a
struggle that we want to be able to swim with Iikexded people and so will

go to the ends of the earth to find thém.

9 Another of these is: Mothers are like tea -balgsy lon’t know their own strength
until they get dunked in hot water.
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Together they articulated ways to challenge labetslanguage that
diminished their child and themselves. They paldidy detested the word “cope”, as
in “I don’t know how you cope!” because in theiew what was really being said
was “I love my child more than you or | would newer able to do what you are
doing.”

They devised strategies of “reverse intimidatiamhelp mothers assert
control at school meetings for example, which waresarly “turning on point” in
many of their activist careers. They told one stvgut a mother who was reluctant
to go to a school meeting alone knowing her chipggress was to be discussed. She
invited her neighbour who wore a suit and sat attéiile alongside the principal, the
teachers and psychologist, posing as her lawyer ngier introduced him; he sat
silently taking notes at the meeting. Another mothlayed to maternal stereotype
and brought a batch of freshly baked muffins taleosl meeting. When there was a
major decision to be made they readily brought @liheeir husbands. At other times,
“when you know that they know who you are,” theguight someone new in as a
“power hitter.” They were deliberate in such tagtio try to upset “business as usual”
and though they were feminists, they did not cagrsidese tactics a compromise in
terms of their own dignity.

“Symbolic acts” were another of their mobilizingagegies, the most
successful being that carried out by the one famifip set up a classroom on the
front lawn of their neighbourhood school when thiegpal, backed by the school

board (Endicott, 1994 refused to admit their daughter, an action whittaeted

"L Till v North York School Board, (1994).
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national media coveradé They used popular theatre techniques to develdp an
deliver training events, such as a workshop proweely titled, “Will the Real
Tragedy Please Stand Up?” which they took on thd.rdhey distributed fridge
magnets promoting solidarity, (“Never Go to a MegtAlone”) and supporting
campaigns to close institutions, (“Let Our Child@a”). By these actions they
engaged in the maternal practices Ruddick (193%&jtifled as the “politics of
resistance.”

They reinforced each other’s spunkiness and coumgpeak out. They
coined for themselves the logo “Mothers from Hedllid teased one another for
being a “live one.” As one mother said to anothémiringly: “Are you still getting
pushed off boards? Oh, you've still got the totdrtie first wave of activist
mothers’ great achievement had been getting obdheds of the Association at the
local, provincial and national level. The next gertien’s seemed to be to go off

them.

Conclusion: Taking the Measure of Activist Mothers

The first wave of activist mothers interviewed fbe study were no longer in
leadership positions in the Association by the tthreesecond wave activists split
from it. It is notable that there was consideragesement among them all about
what was wrong with the Canadian Association fom@unity Living. There was

ample evidence to show that the Associations wigigeb and were serving more

2 The Fight for Right: The Story of Becky Till (199%he Disability Network.
Ontario, Canada
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people with disabilities, but what concerned theas whe growing power of the
service agencies at the expense of families. Ivigwe of the first as well as second
generation of activist mothers the agencies heldhalstrings. They all noted the
trend led by service providers to shift the memivgrbase of the Provincial
Associations from individual members to local agescgiving greater voting power
to executive directors and board presidents.

The first wave of activist mothers recognized thatre were groups of
families leaving the Associations feeling disillmsed and angry because they were
not supported; they saw the Family Alliance Ontamal the British Columbia Family
Support Institute in precisely these terms. Thepgaized this as creating a strategic
dilemma. Even if families and their new organizasiavere working outside the
Association, at least they added to the sustainégts across the country making
demands based on what families wanted. This eragiorembers posed a serious
risk for the future base of the Associations. Gitien identification with the

Association Jo Dickey could hardly hide her panith& prospect:

You know what's going to happen? What's going tpgen is that they are
going to develop a movement themselves and thedi@maAssociation and
others are going to be left without any family memsh- it's so close, it's
happening and | can’t not help it happen. If itslade organization will lose

its purpose.
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Ever activists, even if no longer in leadershipifass, the first wave of
activist mothers have not been idle. Experiencedd tay-law reform, Audrey Cole
devised a constitutional process to put the Assiotidback in the hands of its
members.” She proposed a scheme to offer indivedaidrm of membership in the
Canadian Association that did not first requirenthite join a local and a provincial
Association either due to political differencesbecause they were “little family
organizations” like the Family Alliance of OntariG.

Their concern is deeply felt because the Assoaidias been their family
over many decades. Like the radical women in Oite(3995) collective biography
who broke with conventional life, they created ialtgive families and relational
networks through their activist careers in the Asstion. During those years they
were witnesses to and actors in many of the “féictabanges” in the Association’s
history, changes brought about by many activistheist of outstanding caliber and
dynamism. What kept them engaged over time was plassion for the campaigns
they took up. What sustained them were the loosganks and strong bonds they
formed with other like-minded activists (Kaplan9¥9 p.182). Paulette Berthiaume
thought more than once about “throwing in the téwalit she never did. She claimed
the Association helped her stay grounded and keliewhat she was doing in the
face of opposition and people who constantly “goesid your thinking.” Jo Dickey
always said she worked with the Association becéusas the only way she knew to

get the Woodlands institution closed. The astoundurccess of the Woodlands

3 But this has yet to pass at the provincial level e Canadian Association, being a
federation, could not take this further withoubaving first come up from the
provinces.
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Parent Group taught her a profound lesson abouidtlitcal power of families, a
lesson that has propelled her work over the y&dhat mattered to Audrey Cole was
that despite periods of turbulence and instabittig, Association always found a way
through it. That to her was critically importanthese, as she said “you didn’t lose
the Association; there was enough commitment tteefigs] purpose that it

survived.” Despite many disappointments with thedsation, Audrey Cole never
walked away because she could not imagine any stiwal justice organization that
would be “so right” for her and what she believed.

Family organizations such as the Family Alliancéaftario and the British
Columbia Family Support Institute did not amounatoeffective alternative to the
Canadian Association for Community Living and dsdl and provincial
Associations. Together they have 4000 members whdhe Canadian Association
has 40,000 members through 10 provincial and &daal Associations and with
staffs and budgets many times greater than thdyfarganizations. Moreover, the
second wave activists who built the new family oigations are as concerned as the
first about their ability to mobilize a new genéoat

Both first and second wave mothers are concernedtdbe futureThe
guestion uppermost in all their minds was “wheretae younger mothers?” The first
wave mothers observed that members attending Assmtimeetings tended to be
“over forty” and Jo Dickey speculated that was lbseayounger families were still

struggling on their own with little support and haaltime to join Associations:
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What breaks my heart is | hear the same story froamger families now
who, if they only had a little help, they wouldibé dying from overwork,
stress and heartbreak. Here | am getting readsaeteel this world and | see the

same thing happening to them as it did to me. Iradly stand it.

The second wave mothers noticed that among thee€f@gan-X'ers” and the
following generations of families more than hak tinothers were working outside
the home in comparison to the volunteer pilot ptrefithe 70s and 80s. They
concluded that the lack of active parent leaders dvee to economic pressures
families experienced in these neo-liberal timesdgi{@tte, 2001).

They feared what this might mean for the sustalitgloif the Association
movement. Although they, as mothers spanning twiggions, opened many doors,
they knew how many still needed to be pried opdr dlder activists, whose lives
were haunted by the specter of institutional cax@kfrom experience what could
happen if there were no vigilance and oversightsitecal role played by
Associations - yet they sensed the younger motlidrsot feel a need to belong, and
this in their view was short-sighted.

A second question that plagued them was “wheteasttivism?” They could
not see enough evidence of advocates making denoangisvernmentlin their
view, the number of people prepared to go out tmla seemed to be getting fewer
and older. Not only that, the thousands of famidiesoss the country who benefited

from the expansion of services in the last 15-2fryseemed reluctant to want to
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rock the boat but nor were they prepared to put fimo securing what they had
inherited or making it better.

After nearly 40 years of activism, Audrey Cole estidhe frustration of the
other mothers when she lamented that overall thegened to be little indication of
the kind of progress for which she had campaigBethewhat disheartened by the
slow pace of change, Audrey Cole doubted the fofirer life-long activism to “get
something for everybody” not just for her own sBe-evaluating this question as she

approached her 8irthday, she said,

| have thought since that maybe | wasn’t right eedainly the Jo Dickey’s of
the world have always said that you do this onsgeat a time or one family
at a time. But | don’t believe that because thesdhat do get it become the
only ones that got it — we can see that all oveitess you’re able to change
the bigger picture it's always going to be liketthad the next generation is

going to have the same things to face.
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Chapter Eight

Conclusion

Overview

The major campaigns waged by the activist motimetisis study spanned a
period of 30 years from the mid 1960s to the miglQ9 Audrey Cole, Jo Dickey, and
Paulette Berthiaume, are now in their late 70sthag continue to be engaged
although primarily at the local level. In May, 2Q@%udrey Cole, serving her third
term as President of the Brockville Associationgma presentation to municipal
councilors in support of the Provincial Governmsratécision to close its three large
institutions, extending her organization’s welcoimeesidents of the nearby Rideau
Regional Centré? Paulette Berthiaume continues to support famitiesl recently
visited a mother whose daughter, still living irviere-des-Prairie Hospital, had
become pregnant by a member of the institutioradf.Sfoo late for an abortion,
Paulette saw the young woman through her pregnamdyelivery, including the
grandmother’s decision to adopt the baby. Jo Did&styher son Drew in May, 2004
when he was 49 years old, but continues to modewelopments related to the
Woodlands School. In 2001 she advised an admitiigreeview of the institution
commissioned by the British Columbia Ministry ofildnen and Family

Development which recommended that all past ressdeceive partial reparation

4 ‘Ontario Government Improving Support for Ontagamith Developmental
Disabilities’. Press Release. Toronto: MinistryGdmmunity and Social Services.
September 9, 2004.
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from the Provincial Government for the hardshipsytendured® In March, 2005,
the British Columbia Supreme Court certified a slastion lawsuit by former
residents seeking damages for abuse thereby egablodland residents to have
their day in courf®

Notably, only slowly in the course of participagim this study, did these
women begin to speak in terms of how the “activistés they played as mothers of
disabled children were threaded through their afenstories. But it did not take
them any time at all to identify the “accidentalfnegnsion, because there is no
guestion their own lives changed dramatically wtrer disabled sons were born.
Had things been otherwise, Jo Dickey would havenegédier own physiotherapy
clinic; Audrey Cole would have continued to workaatechnical illustrator (though
for a time in her early 50s she considered law abhand Paulette Berthiaume would
have practiced nursing. Instead, they made theik mathe disability rights
movement in Canada.

They complemented one another when it came to élagvist skills and
styles, which may have been a factor in their ss&céo Dickey was the “catalyst”
who had a vision and the personality to persuaderstto come to share it. Audrey
Cole was the “conscience” who was committed totafealues and principles that
she expected the Association to uphold. PaulettthiB@me was the “capacity-
builder” who preferred to be on the ground, expagdietworks, support systems,

and guiding the leaders of tomorrow. They brougttical dimensions of activist

> McCallum, D. (2001). Need to Know: AdministratiReview of Woodlands
School. Victoria: Ministry of Children and FamilyeRelopment.

® \Woodlands victims will be heard: Judge rules thatvince must defend history of
abuse’. The Vancouver Province, March 20, 2005 A30.
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work to their campaigns: advocacy, personal comenitt and the capacity to look
beyond themselves and into the future. These eptahthe very essence of what the

Association represented.

Contribution to the Literature

The literature identified several themes to helgaratand mother’s activism
and these have formed the conceptual frameworthieistudy. One theme explored
how activist mothers negotiate the boundary betwieem active public life and their
personal private life (Mills, 1959; Orleck, 1995aples, 2998b; Kaplan, 1997;
Stehlick, 2000). A second theme pointed to theiggmce of informal networks to
women'’s grassroots organization (Reinhartz, 19&tinA& Leland, 1991; Sacks,
1988; Bernal, 2002; Morgan & Bookman, 1988). AdHwoked at how “accidental
activists” came to their activism through a senistgendered obligation,” fulfilling
what they believed society expected of them as erstfAbramovitz, 1999). A fourth
theme dealt with the traditional notions of “goodtirering” (Ladd-Taylor &
Umansky, 1998; Sangster, 2001) and how this apphiedtivist mothers who
resisted conventional thinking by promoting a matusive view of motherhood,
not narrowly based on the ideal of the “normal’l@hiFinally, to bring women into
view, gender was used as a category of analysméstigate how mothers’ activism
violated the cultural norms for women of their gexti®n and exposed the sexist

divisions in the organization they founded (Abrammv1999; 2000; Naples, 1998a;
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1998b; Orleck, 1995; Kaplan, 1997; Herda-Rapp, 20@§lor, 1999; Acker, 1990;
Sheppard, 1992; Ferguson, 1984).

The literature shows that mothers of disableddceil have been studied
extensively from a therapeutic perspective whialegirise to mother-blaming and
“bad” mothers. The literature also shows that igaificant terrain of mothers’
activity involves finding new careers that starbgatrying to get their own children’s
needs met and then carries into disability workertmoadly (Traustadottir, 2000;
Wickham-Searl, 1992; 1994; Darling,1988; Kittay99Y. In that research however,
“disability work” does not extend to mothers invelaent in political work. This
study fills the gap in existing research by diseovghow mothers with disabled
children are prompted to assume an activist rotshtdlenge the structures that
exclude their children and how this develops tbapacities and desires. In addition,
it fills a gap in existing literature on communagtivism that explores the range and
varieties of contemporary women'’s struggles inWinéed States and Canada but
overlooks disability. Such studies bring into viawariety of exclusions based on
gender, class, age, race and culture/ethnicityinotiis genre disability is
consistently excluded. Naples, (1998b) for examgbddines activist mothering as
“self conscious struggles against racism, sexisthpmverty” (p. 114). This study
attempts to extend that definition to include “ate’ and bring disability
discrimination into view. The significance of muksapport to the mothers of
disabled children revealed in this study certaodyoborates Naples (1998b)

findings on the importance of social networks tawem’s constructions of
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community and political work. By the same tokencawering mothers’ disability

activism in this study extends Naples’ work intoeav area.

Key Findings

This study found that what these activist motlsti@ed was the impulse to
swim upstream. Spurred by disability in their famthey conducted campaigns to
close institutions and secure human rights thotigtas counter to the ideological
current. The odds against them were considerabley €ncountered gendered
assumptions that expected men who committed thees&b activism to divide their
attention between public and private lives. Womewdwer, were not so permitted;
for them the choices were more complicated andishke greater. They struggled
against sexism in an organization whose “gendem&y(Connell, 1987, p.120)
inscribed difference in divisions along gender $ingymbols, images and patterns of
interactions (Acker, 1990). They stood up to acttasa of “mother-blaming” that
cast disabled children and their mothers in theesdemeaning light. They
contradicted popular opinion and prevailing belg®ut what it meant to be a “good
mother.” Being a “good mother” in an era when maaéabsence was believed to be
devastating for a child’'s emotional development meataying home and caring for
your child. Yet in the case of disability, the opfie was held to be true; being a
“good mother”, where disability was concerned, mdemding over your child to
state institutional care. These mothers’ capaoitgvercome the odds stacked against

them speaks to their skills and styles as activists
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Listening in stereo to these activist mothers rma#ending to their silences.
At times, this silence related to gender. The flaat a gendered analysis of their
experience contradicts these mothers’ self-imagesignificant finding of this study.
While they rejected the label of feminist they nitved¢ess developed ideas and
political concerns that fall within the repertootfeminism, including sterilization,
Depo Provera, institutional abuse, and replacirgydjanship law with a form of
supported decision-making.

Their activist careers had feminist significaneeduse what was most
important about these activist mothers was that Weuld not be silenced in the
other sense of that term. Both first and secongewaothers learned the power of
speaking from experience and as such, took onahested space of knowledge in
its dominant bureaucratic and medical forms. Faaé constantly having to present
an alternative view of their child to the world yhgecame more confident and
outgoing in what they knew and authorities did Adteir activist work included
“arguing their child in from the margins” (Read,0®0p.120). The first wave resisted
the dominance of medicalized and institutional atitiz. The second wave, informed
by the Civil Rights struggle in the United Statesl a&s “spillover” effect in Canada,
attempted to shift public understanding of dis&piiiom a question of “charity” to
one of “rights”. The activism of these mothersntitmates how the experiences other
mothers and children face are socially and politiaanstructed and how they might
be changed by social and political means.

A key finding of this study has been the extenwvtoch activist mothers have

been central political actors throughout the liféhe Canadian Association for
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Community Living. Mothers in the 1950s were weiglaedvn by knowledge heavily
oriented to medical expertise and its solutiorhedisability “problem.” Coming
together to protest the institutional solution,yteere able to break their socially
induced silence. They were forced to consider tigas processes that impeded
access to opportunities others took for grantectiwiias often taxing and upsetting.
Their private work as mothers merged with the pugtihere community activism
and politics. As they became more confident andréigs, they came to recognize
the imbalance in forms of knowledge that kept tleemd their families in a
subordinate position. Their grassroots campaigmssformed a private understanding
of disability into a public agenda and they dregetiner allies whose local concerns
generated ideas about broader issues. They alseesiexd, collectively and
individually, in leading a redefinition of how eduiand inclusion may be understood.
They overcame the odds against them and their gd®ments in the Association
were remarkable.

The forms of leadership adopted by women in thidysto conduct their
campaigns corroborates recent feminist researatomnen’s leadership for social
change (Sacks, 1988; Astin & Leland, 1991; Berd@Q2; Taylor, 1999).
Involvement with other like-mined mothers had amsty galvanizing effect on the
development of support networks which in turn pdexd support for their concerns.
At the core of these networks was a shared expariehdiscrimination, rejection,
belittlement, and pain as women and mothers, graksion for social justice. The
power of having one another to call upon and atit,veind the sense of common

purpose in the work encouraged their persistendesastained the momentum. The
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activist mothers in this study did not claim to“leaders” in the traditional sense, but
they spoke of having “influence,” something integmnal and oriented to a set of

values.

Significance of the Study

This study makes a contribution in several watysohtributes to existing
scholarship on the social history of women’s astivi The critical concepts of
gendered obligation (Abramovitz, 1999), female comssness (Kaplan, 1997) and
activist mothering (Naples, 1998b) informed thalings of this research. Their
meaningful application to what this study has disred about mother’s disability
activism confirms their analytic resilience anddtetical breadth.

This research adds to the growing scholarshipsalility studies. It
recognizes recent changes in the political andasstatus of disabled people and is
oriented towards a cultural and historical appraactiisability. The issue for activist
mothers was discrimination and prejudice — the slmes of concern identified by
disability studies scholars who theorize a sociatlel or social construction of
disability (Linton, 1998; Oliver 1990; Priestley0@1; Longmore, 2003). Since
disabled people constitute one of the most powedesups in society, a social
disadvantage which also attaches to their families,not surprising that disability
issues have been overlooked in historical writifidjssch, 1998; Longmore, 2003).
The “medical model” with its emphasis on diagnoprgscription, isolation,

treatment and cure has tended to dominate the sfudigability, influencing theory



306

and practice in the helping professions. Hirsch gares this “sick role” to
“confusing gynecology with the study of women icigty or dermatology with the
study of racism” (1998, p.216). This study of astivnothers includes disability
issues as a dimension of historical scholarshipdmsgpens our understanding of the
cultural conditions in which disability policies @services are established and
implemented. Longmore (2003) suggests that thestcamative analysis of the
social sources and character of disability has igéee new public policies and social
practices” (p.2). These include concepts such sabdity discrimination, equal
access, reasonable accommodation, independerg Avid education in the least
restrictive environment. This study, by focusingtbe social and political context of
disability, pays attention to how society respotwdtamilies rather than how families
to respond to disability. In this, it offers an tde of vision” (Longmore, 2003, p. 6)
congruent with and contributing to, new knowledgsdd on social model analysis.
This study also makes a contribution to socialknextucation, practice and
research by demonstrating the interdisciplinarftgdieability. This is different from
the way disability is typically treated. Disability often viewed as an isolated
phenomenon in social policy, programs and serwdgsh has contributed to a set of
parallel social arrangements that have isolateabtisl people in segregated and
special education, sheltered employment and sjuesiairansportation systems. It is
not the case that disability is neglected in resdeand teaching. But when social
work curricula address anti-oppression and divwgrdisability is frequently
overlooked; when disability is included, it tendse added-on, as an after-thought.

Alternatively, when specialized courses are taugtit disability as the major focus,
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the curriculum tends to address such topics assissnts, functioning and
programming, but ignore more comprehensive questioat arise from how
disability lives in an intersectional relationshyth gender, race and class in an
individual within their social environment. Unigyethis study explored what might
be learned about mothers’ disability activism npstudying mothers of disabled
children but by researching women'’s activism iniggjles led by mothers similarly
mobilized by a range of concerns for their childegr neighbourhoods. In so doing
this study suggests a model for thinking aboutldigg, not as a narrow field but as a
broad-based inquiry and a social and political fmob

It is also hoped this study will make a contribatto public policy. It is well
recognized that families contribute significantythe well-being and inclusion of
their children and adult members with disabilitesl that they need to be supported
in this important work. In 2003, the Canadian Asation approved a “National
Family Agenda” to bring attention to some of thalitees families in Canada are
facing. This platform identified how the costs agability are largely absorbed by
families and in particular, how women have playeslhajor unpaid care-giving role
with many staying out of the labour market for thispose with the result that they
lose access to pension benefits in their seniarsydéas hoped this research, by
shining the spotlight on the everyday lives ofa faothers of disabled children and
by inference, many more, will support advocateshdeds for resources from
government and community so that supporting a famgmber with a disability

does not mean lessening the economic securitynafiés and of women.



308

Imprint of the Activist Mothers

This study tells the story of three remarkable warwhose vision and
tenacity helped push the Canadian government lir@ttisiness of creating
disability-related public policy, abolishing diserinatory legislation, downsizing
large institutions, and revising human rights ledien to include disability as a
prohibited ground of discrimination. That much dentaken for granted today by
younger families; that is their legacy.

How they won this adds fresh evidence, throughherst disability activism,
to analysis that explores the contradictory roléhefstate as a site for women’s
politicization. Discriminatory social policies apdactices, educational regulations,
discretionary decision-making by government offsigrofessionals and
practitioners, were but some of the catalysts fothars’ action for equity,
participation and inclusion. As Abramovitz (192®00) notes, the gendered division
of labour, though designed to keep women at honaelviertently fostered collective
action bringing together Jo Dickey, Audrey Coled &aulette Berthiaume, and all
the other mothers with whom they worked, on magmpaigns to close institutions
and secure human rights.

This study is not an attempt to “lionize” theseehwomen — they would
resist that strongly. The three mothers of thiggtwere not the only activists in their
generation but there are few remaining who have bed as along as they have.
They worked with many more individuals at all levatho, like them, had personal

experiences that filled them with a sense of urgeda Dickey, Audrey Cole, and
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Paulette Berthiaume came from different backgroundghey shaped the origins of
the Association. Maybe they succeeded in overcortiagdds because they had
different activist styles and strategies, differapproaches to securing the goals. But
they shared a set of beliefs as women, and as nsotlikich ensured the cohesion of
their campaigns.

These three women became icons for the Assocjatiomen who were
widely admired, and whose passion and convictioneceo symbolize a new field of
social activity. The imprint left by this origingkoup of mothers is very strong today.
The campaigns they undertook continue to serveaatels for community activism.
This study offers evidence, through the campaitirad, it is community-based
struggles around basic needs that draw women att@sam and that the creation of
alternate families and emotional support netwoskssisential if activist work is to be
sustained. Those who experienced these strugglescanged in the process and it
is hoped their experience will shed light on hoe Association might nourish and
cultivate its young activist mothers.

For the older mothers in this study, activism wasted in mothering disabled
children. But it is tempting to speculate that @&snalso based in married women’s
desire to extend themselves beyond a narrow, $pdedined marital role. Ironically,
even though they were driven to act out of conéartheir children, it was as
activists that they came to achieve a sense ofifiidint and recognition as individual

It is hoped that this study, by making women’sexignces visible and
rendering them important, will contribute to funtlsgholarship on women’s activism.

It certainly will add to the “pile of historicalwdlies of women’s activism on the left —
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and on the right - that continue to question thémaoy women'’s passivity”
(Rowbotham, 1997, p.3). It is also hoped that thedyssis will help provide a
perspective on what may seem a personal experagfreoeclusion and oppression so
it may be more deeply understood and recognizéd shared forms and thus guide

younger women setting out on their own path tovessn.
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1. Purpose and Design of Research

This study will examine the changing role of wonethe Canadian Association for
Community Living (CACL) by exploring it origins, eltion and development.
CACL is a national parent-led organization thatazhtes for children and adults
with intellectual disabilities. Founded in 1958ths Canadian Association for
Retarded Children, it came into existence as dahanternational trend which also
inspired the Association for Retarded Children (ARG sister organization in the

United States.

CACL is a grass-roots movement that was foundegelgrby mothers who began
their careers as activists in the post-war peripdeisting the only option open to
them, to “put their child in an institution”. Ovtre years key activist mothers who
built an organization that now has 40,000 membedOD local chapters across
Canada have led it. Parent-led disability orgamnat such as CACL, are typically
represented in the literature as “parent’s orgaioiza’, however “parent” obscures
the gendered nature of the role for it has beernerstwho have been at the forefront.
Right from the beginning it has been women whos@eaky for their children with
disabilities brought them into a broader relatiopshith social policy and the state.
As they recognized the importance of becoming aalescfor their own families,
they built an organization to place their issuesanore public scale. Yet the

organization they founded has not been one thahéesssarily recognized or
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profiled women’s contribution. There has been rezagch to date that has applied a
gendered lens to parent-led disability organizatidrnis research will contribute to
our knowledge of women’s struggles, adding to tleewing scholarship on women’s

activism, acknowledging its contribution to ourtbry.

This study will attempt to illuminate and deepem onderstanding of how ordinary
homemakers have become activists though the exper@ having a disabled child,
how they overcame the obstacles associated wittahmgration of mothers’ care-
giving work in society and the stigma which attathethem as mothers of disabled
children; how they developed leadership skillshia tontext of working as part of a
community and how they came to recognize that iddi& efforts alone are not

enough to effect systemic change.

Guiding questions will explore: Who were the foursjevho filled the leadership
positions, who did the leg work, who chaired conteas$, who has been represented,
how this representation has been decided and whaflaenced the national agenda.
Which functions/roles did and do women play? Wleatgyns emerged? Who were
leaders over time? How many were women? When womeea involved did it make
a difference? What impact did women have on theafeness of the organization and

to what extent were they able to influence and shigpagenda historically?
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The study will draw on two main sources of datanérviews with three expert
witnesses, and b) the organizational records/aatlkigcuments of the Canadian

Association for Community Living.

The three key informants now over seventy yeaesggef became active as young
mothers and will serve as information-rich “expeitnesses” representing other
mothers in the organization. Geographically, tire¢ women come from different
provinces in Canada. One lives in Vancouver, tlversa informant lives in rural
Ontario, the third is a Quebecois woman who livea suburb in Montreal,
accordingly, they will bring different local andgwincial struggles, perspectives and
issues to the research. Although activists mayhad at all levels, only those whose
work has had an impact in the national organizatidhbe the focus of this study.
Through conducting semi-structured interviews I Wwéve an opportunity to capture
their story, a rich history that may otherwise sberiost. | would hope they would
share with me some personal items, such as comdspoe, photographs and other

memorabilia, but that will be a matter of their oeshosing.

The second key source of data will be CACL orgaional records: minutes of
annual general meetings including key resoluticasspd, minutes of executive and
board meetings, newsletters and other communicdieices, and historical
documentation gathered both from the national argdion as well as from the local
and provincial affiliates with which these womenrevalso involved. Records related

to court cases and legal challenges, policy briefsyrds of lobbying strategies and
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specially convened meetings, newspaper and otheétlarseverage as well as public
education initiatives will provide additional soascof data. The executive director of
CACL, Michael Bach, is enthusiastic about this aesk and has given me access to

the organizational records and archives.

It is anticipated, at this early stage in the regeahat three of the key social issues taken up
at the national level - deinstitutionalizatiorerdtzation and inclusive education - and by the
expert witnesses - will form the organizing framekvof the dissertation. The key dates for
focused study are: the evacuation of residents fMoodlands Institution (BC) (1976); the
year the “Eve” Case on sterilization was heardheySupreme Court of Canada, (1987) and
the formation and activities of the Coalition foclusive Education, (1990). These specific
years and five years on either side will provideapgeters for more focused
organizational/archival research uncover the deldadéore key action was taken (when

strategies were articulated and repercussionsipatticl) and the aftermath.

2. Selection and Recruitment of Subjects for Bigdints in Research

Each expert witness is purposively chosen; eaaleisknown for her seniority with

the organization, for her reputation as a recoghsaeial change advocate and for her
strong association with at least one of the thesedocial issues that has captured
CACL’s attention over the past decades: the clostinestitutions; sterilization and

the question of informed consent; and the campfmgmclusive education. All three
women have recently been awarded a “Lifetime Aatieent Award”, CACL'’s

highest public honour, in recognition of their aamiition and their photographs have
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appeared in various organizational publicationghBaoman has represented the
organization internationally. One informant hasereed the prestigious Provincial
Award, the “Order of Ontario” in which she was diter her “disability activism”.
Each individual is a legally competent adult capaiflgiving informed consent. |
will call them by telephone; describe the studyd #re context of my doctoral work
before | request individual interviews with therfBee Telephone Script: Appendix

A). They are not vulnerable people and their pgoditon will be truly voluntary.

3. Procedures to be Followed

When | approach each of the expert witnesses bphehe and inform them about
the study, | will then explain the significancetbéir participation and request their
participation. | have met these individuals in toeirse of my 30 years of work in the
disability field so the call will not be a “cold’atl. However | will assure them they

are under no obligation to participate.

| will provide them with a summary of the studyeé€SOne-page Summary: Appendix

B). I will also ask whether and what kind of accomiaiomh they might require in
order to anticipate their needs and facilitatertparticipation. After the initial
contact, each participant will be provided withetidr of consent describing the
study, ensuring confidentiality, the right to witad from the study at any time, the
right to refuse audio-taping, the opportunity teieg transcripts from interviews,
and an offer to provide a summary of findings foe tomplete study upon request.

She will be asked to sign the letter of consentwitideceive a copy, which she
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retains for her records. She will also be askezigo a separate consent form
indicating her willingness to have the interviewearecorded and offering her an
opportunity to review the tape with the option gk #éhat it not be used (in whole or in
part); she will also receive a copy of this form fer files (See Consent Forms:

Appendix C & Appendix D).

I will conduct an initial one 2-hour interview Witnformants separately, on their
home ground. As | then move back and forth betvegehival records, professional
literature and interviews | would expect that llwked to do two more 2-hour follow
up interviews with each informant which may takagal at their home or at another
comfortable and mutually agreed upon locatiors likely that each informant may
suggest | speak to other key individuals involvethie early development of the
organization. There may be between ten and fifpeaple so identified through a
snowball sample and | would provide and requestesigetters of consent for these

interviews as well. (See Interview Guide: AppenBjx

4. Risks and Benefits

The subject matter of the interviews will focusanganizational issues rather than
personal matters. However, in the unlikely eveat #motional issues surface, the
informant will be assured they can skip any questieey choose or stop the

interview entirely, without penalty. In the finagearch, | will not include findings of
a highly personal nature. | will exclude data ttmaty embarrass another participant or

distress others in the organization.
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The benefit to the respondent of participatingis tesearch is very limited, and may
amount to no more than a personal journey of refiacilluminating the their
organizational experience through past and preasealvements. | will pay attention
to the extent to which this is stimulating and phlaat for them to reflect upon, or

uncomfortable, in which case | will change the dqu&sor stop the interview.

5. Confidentiality and Anonymity

In seeking each participant’s cooperation they bllreassured that this inquiry is to
enable the researcher to discover women'’s rolearCtACL, not to expose or to
discredit them as individuals and assurances didmmtiality will be provided.
Participants will be told that their participatiamvoluntary and that they are free to
refuse to answer any particular questions, withdireir consent and stop
participation at any time during the study withpehalty of loss and without

influencing future relations with the researcheC&CL.

The tapes will not contain the name of individudilst codes. | will be the only
researcher who has access to the raw data. Synigath transcript will be given a
code in order to separate it from the name of nedents. All data, including tapes,
transcripts, filed notes, disks and official documsewill be securely stored in a
locked filing cabinet in a locked office in the ¢ of Disability Studies at Ryerson

University, Toronto. After five years all the rawatd will be destroyed. Unless
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respondents specifically request otherwise, pseprdemwill be used in written
reports and particular care will be taken in tratish research data to text. They will
have the opportunity to review the transcriptshaf interview and nothing will be

said about them without their consent.

The subject matter is not sensitive. | will be $de@ to individuals who are already
publicly self-identified as leaders. In other wgrdlam not “outing “people who
would prefer not to be. Rather, the orientatiothefresearch is towards CACL as an
organization and the knowledge these expert wiggekave of the changing role of

women in this parent-led disability organization.

6. Not Applicable

7. Informed Consent

Once | have recruited the informants, and aftey tieese agreed to be interviewed, |
will set up an appointment to meet with them. Ilwét aside time at the beginning of
the session to discuss the process and completefthheed consent procedure.
Appendix A: Telephone/Oral Script

Appendix B:  One-page summary of study

Appendix C: Consent form for study

Appendix D: Consent form for tape recording intew

Appendix E:  Interview Guide
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Appendix A: ORAL TELEPHONE SCRIPT

Accidental Activists:

Mothers, Organization and Disability

Hello.......... (expert witness)

This is Melanie Panitch speaking. How are you? lcaiting to talk about some
research that | am doing. As you may or may nowkr@m working on my

Doctorate in the School of Social Work, at Huntetl€e in New York.

The topic of my dissertation is broadly, the chaggiole of women in the Canadian
Association for Community Living, an organizatidrat you know very well. CACL
is often referred to as “parent’s organizationst' lbam curious about the role women
and mothers have played throughout its nearly BsyRistory and that’'s where |
want to focus my research. We do know, for exantpk, in the early days, it was
mothers who came together when they refused tthputchild in an institution. So |
want to learn more about the role women playedA€C as an organization and

that’s the reason for my call.

| am interested in talking to you about your exgece and the role you played in the

development of this national organization. | woliite to interview you and | am
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calling to see if you would be willing to particiga This is completely voluntary;

while | would value your perspective, you are una@mpressure to agree.

| will be asking you about the moment when youtfitiscovered your child would
have a disability and to describe your own pathim&y this organization. | am
interested in whatever barriers you may have eneoed but also what you found
helpful along the way. | will be asking about “turg points” in your advocacy work,
and lessons you derive from your experience. | bgllasking you about what you did
in the early days to start an organization and @lyeu experienced support and
opposition. | will also be asking you to reflect loow women’s involvement
influenced the issues taken up by CACL. Finallyjll be asking you to consider the

ways in which your experience may have generaliaexthers.

| estimate that the initial discussion will lasalbtwo hours and | would be willing
to meet with you in your home. It's possible we nm&gd more time, or that | will
have further questions after our initial sessibsol we can arrange to get together at

a later date at a convenient place when you afetianto for CACL work.

With your consent, | would like to audio-tape thecdssion. If you agree, let me
assure you that you will receive a copy of thegcaupt and will have an opportunity
to change or add your comments. When we meet] bwilg the consent forms. We
can discuss the study then at greater length and¢go ask any questions that you

may have. Only once your questions have been aadweryour satisfaction and you
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are comfortable with the arrangements and arengilio sign your consent to

participate, will we begin.

Are there any questions that you have now?

| will meet with youon ......... date at......... time.

| very much look forward to sitting with you anddngng about your experience with

CACL Here is my home phone number in case you weareach me before then.

Itis: 416 —537-8418,

Thanks again, and Goodbye.
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Appendix B: SUMMARY OF STUDY
Accidental Activists:

Mothers, Organization and Disability

This study will examine the changing role of wonethe Canadian
Association for Community Living (CACL) by explognt origins, evolution and
development. Parent-led disability organizatiomshsas CACL, are typically
represented in the literature as “parent’s orgaioiza’, however “parent” obscures
the gendered nature of the role for it has beernerstwho have been at the forefront.
It was largely mothers, who began their careesctsists in the post-war period by
resisting the only option open to them, to “puiitiedild in an institution”, who
founded CACL.

Over time many women came to speak for themselwexnfront authorities,
to “tell their story”. Standing alone and separatee from the other, faced with the
power of medical and education authorities, thesm@n might have remained
marginalized and intimidated. But, through theimeoitment to their children, they
found other mothers, and together they becameesig#tls rather than passive
subjects. Not only did they become experts in etimcamedicine, transportation,
recreation, equipment, and so on, they becameteiemommunity organizers.
Across the country they organized into parent gscaqd exerted their influence on
the public policy process to increase and restraedbenefits for their own and other
families. Right from the beginning it has been veomvhose advocacy for their

children with disabilities brought them into a bdea relationship with social policy
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and the state. As they recognized the importanbeodming advocates for their own
families, they built an organization to place thsgues on a more public scale.

Yet the organization they founded has not beentloaiehas necessarily
recognized or profiled women’s contribution. Thaes been no research to date that
has applied a gendered lens to parent-led disabilganizations.

This study will attempt to illuminate and deepem onderstanding of how
ordinary homemakers have become activists thouglexperience of having a
disabled child, how they overcame the obstaclesczsted with the denigration of
mothers’ care-giving work in society and the stigwtach attached to them as
mothers of disabled children; how they developadiéeship skills in the context of
working as part of a community and how they cametognize that individual
efforts alone are not enough to effect systemingha

Guiding questions will explore: Which functionsgsldid and do women play?
What patterns emerged? Who were the founders, ibad the leadership
positions, who did the leg work, who chaired conteas, who has been
represented, how this representation has beeneatkaittl who has influenced the
national agenda. When women were involved did kereadifference? What
impact did women have on the femaleness of theniegon? Were they able to

influence its agenda historically?

The study will draw on two main sources of dataedmiews with three key
informants and the organizational records/archiauments of the CACL. There is

virtually no scholarly work on the significant sgles for social justice waged by
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activist mothers of disabled children. This reskardl add another chapter to the

growing scholarship on women’s activism, too lohgdtien from history”.
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Appendix C: CONSENT AGREEMENT (expert witnesses)

Accidental Activists:

Mothers, Organization and Disability

You are being asked to participate in a researdtysBefore you give your consent
to be a volunteer, it is important that you reaa fillowing information and ask as

many questions as necessary to be sure you ungmstaat you will be asked to do.

Investigator: The Investigator for this study is Melanie Panjtaldoctoral student in

the School of Social Work, Hunter College, Grad@atre, CUNY

The Purpose of the Study: This study will examime ¢hanging role of women in the
Canadian Association for Community Living (CACL) bxploring it origins,
evolution and development. Parent-led disabilityamizations, such as CACL, are
typically represented as “parent’s organizatiohsiyever “parent” obscures the
gendered nature of the role for it has been motlveshave been at the forefront.
Largely mothers who organized to resist the onlyompopen to them, to “put their
child in an institution”, founded CACL. Yet the @ngization they founded has not
been one that has necessarily recognized or pitofilemen’s contribution. There has
been no research that has looked at the role ofemamparent-led disability

organizations.
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Description of the Study: | am interested in takio you about your experience and
the role you played in the development of thisoral organization. | will be asking
you about the moment when you first discovered yhild would have a disability
and to describe your own pathway into this orgaropa | am interested in whatever
barriers you may have encountered but also whatgund helpful along the way. |
will be asking about “turning points” in your adamy work, and lessons you derive
from your experience. | will ask you, based on yknowledge of other mothers with
disabled children/adults, how much and in what ways experience generalizes to
others. | will be looking to you to for your persgpige on the changing role of women

in CACL.

| estimate that the discussion will last about tweairs. It will be held either in your
home or a convenient and comfortable place wherayeun Toronto for CACL
work.

| would like to audio- tape the discussion, withugygonsent. You will receive a copy

of the transcript and will have an opportunity teange or add to your comments.

Experiments: None of the procedures that are hesed in this study are

experimental in nature.

Risk or Discomforts: You may be uncomfortable algnihg “on record” to relate

your experience with other parents associatiortdgpsionals, government or the
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organization. The tapes will not contain the namiadividuals, but codes. | will be
the only researcher who has access to the raw d&ia.inquiry is to enable the
researcher to discover women'’s changing role iftA€EL, not to expose or to
discredit you as an individual. You will have a obea to review the transcript, make

corrections, additions as well as indicate whatwould like to keep private.

Benefits of the Study: Knowledge gleaned from yparsl other mothers’ experience
could strengthen the organizational capacity ofGA&€L by offering concrete
suggestions related to its policies and practigese broadly, the lessons that emerge
about organizing for change from the perspectivearhen, long “hidden from

history”, can contribute to building progressivevaments in more inclusive ways.

Confidentiality: I, as the sole researcher willthe only one to have access to the
study.

Each transcript will be given a code in order tpagate it from the names of
participants. Audiotapes, transcripts, field notksks and official documents will all
be securely stored in a locked cabinet in a loakéde in the School of Disability
Studies, Ryerson University. After five years alwdata will be destroyed. In
translating research data to text particular calldoe taken that strongly identifying
personal or contextual details are altered/disguisi®thing will be said about you
without your consent. However in the unlikely evérdt | become concerned about

your safety or the safety of others, | am requtcedotify the proper authorities.



329

Voluntary Nature of Participation: Participationtms study is voluntary. Your
choice of whether or not to participate will notest your future relations with CACL
or the researcher. If you decide to participate, e free to withdraw your consent
and to stop your participation at any time withpanhalty. At any point in the study
you may refuse to answer any particular questicstap participation altogether. You
will have an opportunity to review transcripts frahe interview, and will receive a

copy of the study results on request.

Questions: Please ask if you have any questiongt élve research. You may contact

the study’s principal investigator,

Melanie Panitch at

Phone: 416- 979 5000 x 6128
Fax: 416- 979-5209
E-mail: mpanitch@ryerson.ca

If you have any questions about your rights asradrusubject and participant in this
study, you may contact the Graduate Centre CUNYc®fif Research and
Sponsored Programs and/or Ryerson University EResew Board for

information.

Office of Research and Sponsored Programs



Graduate School and University Centre
The City University of New York
365 Fifth Avenue New York NY

Phone: 212 817 7523 or 7525

OR

Research Ethics Board

C/0 Office of Research Services
Ryerson University

350 Victoria Street

Toronto, Ontario M5B 2K3

(416) 979-5000 ext 6332

Agreement Your signature below indicates you have read tfegnmation in this
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agreement and have had a chance to ask any quegtiomave about the study and

that all of your questions have been answeredtn yatisfaction. Your signature

also indicates that you agree to be in the studyhave been told you can change

your mind and withdraw your consent to participatt@any time. You have been given

a copy of this agreement.

You have been told that by signing this consen¢@ment you are not giving up any

of your legal rights.
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Name of Participant

Signature of Participant Date

Signature of I nvestigator Date
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Appendix D: CONSENT FOR AUDIO-TAPING THE INTERVIEW

Accidental Activists:

Mothers, Organization and Disability

You are being asked to participate in a researdtysBefore you give your consent
to be a volunteer, it is important that you reaa fitllowing information and ask as
many questions as necessary to be sure you umgmstaat you will be asked to do.
The purpose of this agreement is for you to in@igatur consent that the interview

you have agreed to give can be audio-taped ansdriaed,

Investigator: The Investigator for this study islklge Panitch, a doctoral student in

the School of Social Work, Hunter College, Grad@atre, CUNY

The Purpose of the Study: This study will examime¢hanging role of women in the
Canadian Association for Community Living (CACL) bxploring it origins,
evolution and development. Parent-led disabilityamizations, such as CACL, are
typically represented as “parent’s organizatiohsiyever “parent” obscures the
gendered nature of the role for it has been motlvbshave been at the forefront. It
was largely mothers who organized to resist thg option open to them, to “put
their child in an institution”, who founded CACL eYthe organization they founded

has not been one that has necessarily recognizamiled women’s contribution.
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There has been no research to date that has labkld role of women in parent-led

disability organizations.

Description of the Study: | am interested in takio you about your experience and
the role you played in the development of thisoral organization. | will be asking
you about the moment when you first discovered yhild would have a disability
and to describe your own pathway into this orgaropa | am interested in whatever
barriers you may have encountered but also whatgund helpful along the way. |
will be asking about “turning points” in your adamy work, and lessons you derive
from your experience. | will ask you, based on yknowledge of other mothers with
disabled children/adults, how much and in what ways experience generalizes to
others. | will be looking to you to for your persgpige on the changing role of women

in CACL.

| estimate that the discussion will last about tweairs. It will be held either in your
home or a convenient and comfortable place wherayeun Toronto for CACL
work.

| would like to audio- tape the discussion, withuggaonsent. You will receive a copy

of the transcript and will have an opportunity teange or add to your comments.

Experiments: None of the procedures that are hesed in this study are

experimental in nature.
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Risk or DiscomfortsYou may be uncomfortable about going “on recordreiate
your experience with other parents associatiortdgpsionals, government or the
organization. The tapes will not contain the namiadividuals, but codes. | will be
the only researcher who has access to the raw d&ia.inquiry is to enable the
researcher to discover women'’s changing role iftAEL, not to expose or to
discredit you as an individual. You will have a obea to review the transcript, make

corrections, additions as well as indicate whatwould like to keep private.

Benefits of the Study: Knowledge gleaned from yparsl other mothers’ experience
could strengthen the organizational capacity ofGA&L by offering concrete
suggestions related to its policies and practigese broadly, the lessons that emerge
about organizing for change from the perspectivearhen, long “hidden from

history”, can contribute to building progressivevaments in more inclusive ways.

Confidentiality: I, as the sole researcher willthe only one to have access to the
study.

Each transcript will be given a code in order tpagate it from the names of
participants. Audiotapes, transcripts, field notksks and official documents will all
be securely stored in a locked cabinet in a loakéde in the School of Disability
Studies, Ryerson University. After five years alwdata will be destroyed. In
translating research data to text particular calldoe taken that strongly identifying
personal or contextual details are altered/disguisi®thing will be said about you

without your consent.



335

Voluntary Nature of Participation: Participationtms study is voluntary. Your
choice of whether or not to participate will notest your future relations with CACL
or the researcher. If you decide to participate, e free to withdraw your consent
and to stop your participation at any time withpanhalty. At any point in the study
you may refuse to answer any particular questiostap participation altogether. You
will have an opportunity to review transcripts frahe interview, and will receive a

copy of the study results on request

Questions: Please ask if you have any questiongt @lve research. You may contact

the study’s principal investigator,

Melanie Panitch at

Phone: 416- 979 5000 x 6128
Fax: 416- 979-5209
E-mail: mpanitch@ryerson.ca

If you have any questions about your rights asradrusubject and participant in this
study, you may contact the Graduate Centre CUNYc®fif Research and

Sponsored Programs/ Ryerson University Ethics Refdeard for information.

Office of Research and Sponsored Programs



Graduate School and University Centre
The City University of New York
365 Fifth Avenue New York NY

Phone: 212 817 7523 or 7525

OR

Research Ethics Board

C/0 Office of Research Services
Ryerson University

350 Victoria Street

Toronto, Ontario M5B 2K3

(416) 979-5000 ext 6332
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Agreement: Your signature below indicates you hr@ael the information in this

agreement and have had a chance to ask any quegtiomave about the study.

Your signature also indicates that you agree tmltee study and have been told you

can change your mind and withdraw your consenattigpate at any time. Your

signature indicates that you agree that the ind@rsican be audio-taped . You have

been given a copy of this agreement.

You have been told that by signing this consen¢@ment you are not giving up any

of your legal rights.
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Name of Participant

Signature of Participant Date

Signature of Investigator
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Appendix E: INTERVIEW GUIDE (expert witnesses)

Accidental Activists:

Mothers, Organization and Disability

1. Can you start at the beginning and tell metwlagpened, how you learned your
child would have a disability?

Probes

What year was it? How were you told? Where did thke place?

What was happening in the world around you?

How significant was this news to you?

What previous experience did you have with indigidconsidered to be
“different”?

Were there any incidents that stood out for you?

2. Then what happened?

Probes

How did your immediate family react to the news@sfpand, other children, your
own and his own parents?

What did the next few years look like
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What was happening in the world around you?
What held was available for up? Professionals?ramsg, services, parent groups

What were some of the policies, rules, laws that gcountered?

4. How important were other parents in helping {garn what you needed to know
along this pathway?

Probes

Were there any people who were an inspiration td@?yllmportant lessons?
How were they helpful?

Where were they located? (family, partners, comuyuwrganizations, disability
activist and other activist groups, other)

Where were the places that you would get together?

5. What did you do in the early days to starbaganization?

Probes

What were some of the obstacles you faced?

Where were the spaces you planned and carriedooutagtivities/ your work?
Where did your support come from? Opposition coramf

What were some of the rules, laws and policiesybhatbumped up against?

What were some of the rules, laws and policieswmaked for you?
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6. What roles did women play in the organization?

Probes

What attitudes to women'’s involvement did you eigrere?

What were the decision-making processes?

Did women'’s involvement affect the agenda of thgaoization?

What were the major issues?

Did women work in different ways than men? How? Whese support from
CACL?

What risks did women take in playing an active Pole

7. Leadership — who provided it?

Probes

How did leadership get decided?
Did the involvement of women make any differenaathe femaleness of the
organization?

Did women shape CACL’s agenda historically?

8. What advice would you have for other actiwisithers parents following in your

footsteps?

Probe
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How do you see the situation now? Are these gouddior bad?

This has been extremely interesting and helpfut Bafore we conclude | would like
to ask you if there is any other information youuleblike to add that we haven't
covered, to help me understand the role you play&d’there any questions that you

have before we conclude?

Thank you.
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Appendix |Il: Resolutions

1. A Resolution Urging Governments to Establish Bratome-like Community

Based Residences for the Mentally Retarded of k#\(Minutes, 1973, Binder 16)

WHEREAS the subject of residential services fer itientally retarded is
now receiving wide national attention; and

WHEREAS it is now recognized as a normal and dekraght of
handicapped persons, including the mentally rethtddive their lives as
normally as possible surrounded by the everydayntonity and integrated
with that community life; and

WHEREAS leading professional and public opiniotha field of mental
retardation holds that existing residential institas are frequently
inadequate, inhuman, isolated, substandard, metddeand invariably
segregated; and

WHEREAS we as the CAMR have adopted the normatinadis a principle
for the 70’s; and

WHEREAS it is the function of the respective prarail governments to
decide on replacing present residential institigiand to implement these

decisions; and
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WHEREAS such decisions should not be made withminig full
consideration to the recommendations of those psrato can best speak for
the mentally retarded.

NOW THEREFORE BE IT RESOLVED THAT THE CANADIAN
ASSOCIATION FOR THE MENTALLY RETARDED

1. Recognizes that, in the public interest, add#laesidential facilities are
needed for the mentally retarded of all ages.

2. Recommends that such residential facilitiesdsaraunity based and be
integrated into the main stream of community life.

3. Recommends that such residential facilitiesntd@é form of small home-
like living units and that they be scattered thiomgt the community rather
than forming a single complex.

4. Recommends that buying or leasing such fadlite considered before
constructing new homes.

5. Recommends that unrealistic building and figutations, which might
otherwise preclude such residential arrangemeantsg\newed ad revised by
the appropriate governmental authorities.

6. Recommends that such residential facilitieséetbped in place of any

further capital expenditure on new or existing éangstitutions.
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2. Resolution on Association Renewal (Minutes,8L®inder 21)

WHEREAS the needs of parents and people who ar¢athehandicapped
are not presently being adequately met by this meve:; and

WHEREAS there is a need for persons and peopleanaonentally
handicapped to be more involved in this movemeand; a

WHEREAS there is a recognition of the need for ieahforce in one

movement to meet these needs;

THEREFORE BE IT RESOLVED THAT the Annual General éfiag
approve a nation —wide effort to encourage the ldgweent of programs such
as Citizen Advocacy, Parent Support, “People Fidgvelopments and
monitoring committees for people in all facilities)d commits the support of
CAMR'’s resources to this effort; and urges a singlammitment from Local
and Provincial Associations for the Mentally Retatdo set specific

objectives to achieve these goals.
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3. Resolution Calling for a Moratorium on New Adsians (Minutes, 1979, Binder
22)
WHEREAS:
1. The CAMR holds as a basic principle that alkems are entitled to full
human rights and specifically that all Canadian® w&re mentally retarded are
entitled to human rights.
2. These rights should include but not be limitzd
a) the right to due legal process in the curtailhoérany rights
b) the right to live in the least restrictive emmnment
c) the right to self-determination coupled with edacy (where appropriate)
d) the right to appropriate individualized develagrtal programming
e) the right to regular review of their status &whg circumstances
3. The CAMR holds that institutions, through orgaational imperatives are
dehumanizing, restrictive, and damaging to theviddials who reside in

them;

THEREFORE BE IT RESOLVED THAT:

The CAMR work with each Provincial AMR to ensurath

1. Plans be developed to achieve a moratorium onsatbns to institutions

for people with mental retardation throughout Canad

2. Parents, institutional staff, governments, indusandicapped persons, and
trade unionists be cooperatively involved in a psscof monitoring and

change within institutions to ensure that full hummegyhts are granted to all
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residents of institutions; that individual progratans be developed and
implemented for all residents; and that physicataittes be improved, and
3. An appropriate process be developed for usesacanada to achieve the
implementation of a comprehensive plan for comnyinitng for all

Canadians who are mentally retarded.
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4. Resolution on Transition Funds to StimulatenSgiutionalization

(Minutes, 1981, Binder 24).

WHEREAS it is inappropriate for mentally handicaggeople to live in
institutions (i.e. any residence larger than a katmome) and

WHEREAS community supports and services must lptaice before
currently institutionalized people can be movedkbato the community, and
WHEREAS the high costs of maintaining institutiosatvices are seriously
limiting the dedication of sufficient funds to déee adequate community
services; and

WHEREAS Provincial Governments need support tocsiffely establish
community based services; and

WHEREAS existing institutions require continuingpport until they can be
phased out; and

WHEREAS tremendous savings can accrue to FededaPesvincial
governments if the necessity of maintaining bogtiiational and community
services can be rapidly altered; and

WHEREAS THE LEADERSHIP OF THE Federal governmerd ds supply
of such transition funds to provincial governmettasld considerably

accelerate the return of people to the community.
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THEREFORE BE IT RESOLVED THAT:

The Federal government make necessary funds alaitaProvincial
governments to support accelerated efforts to nfrore segregated
institutional services to integrated community-lzaservices. To encourage
the rapid return of people who live with a mentahdicap to the community
and thereby establish a more efficient and effectervice system, such funds
should be available for five to seven years onlgit@ time for the funds to
flow from the institutions to the community. Thevéd of support available

from the Federal Government should be graduallyced over that period.
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5. Resolution on Riviere-des-Prairies (Minutes33,Binder 28).

WHEREAS 600 people are now living at Riviere-deatifes Hospital, some
for more than 20 years; and

WHEREAS their most fundamental rights are violateak]

WHEREAS the living conditions in that establishmarg unacceptable;
THEREFORE, BE IT RESOLVED THAT the AGM of the Calian
Association demand that the Government of Quebéethe hospital under
trusteeship immediately, and

BE IT FURTHER RESOLVED THAT the AGM ask the proviac
associations and the 430 local associations thiautghis country to send a
telegram or communiqué to the Minister of Socidlafé demanding that the

hospital be put under trusteeship.



350

6. Resolution on Problems with Deinstitutionaliaat(Minutes,1989, Binder 32).

WHEREAS People First of Ontario believes that demhstitutionalization
has not happened yet. So far, deinstitutionalinatias meant that people

move to mini-institutions in the community callecbgp homes.

WHEREAS many people First members find that moviog the institution
to the community means that they are still not githee right to lead a life of
equality because many of the practices that aré ins@stitutions are also
used in the community. Deinstitutionalization soHas meant:

» few friends

» few choices

* lack of privacy

* poverty

* being moved from place to place

» separation from relationships that were made inrtbigtution

» other negative practices that stop us from leadihfg of equality and

being a part of our community

THEREFORE be it resolved that the Canadian Assoc&oard look into
the problem of deinstitutionalization and take @gtiso that
deinstitutionalization is no longer done this waggd that people living in
institutions and group homes can be involved ingiteeess in a meaningful

way.
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7. Resolution to Amend Bill-C-72, the Canadian HarRaghts Act to include

disability as a prohibited ground of discriminativiinutes, 1976, Binder 19).

WHEREAS Bill-C-72, An Act to extend the present aim Canada that
proscribe discrimination and which protect the aay of individuals, includes

in its purpose the following:

a) THAT every individual should have an equal opyoity with other
individuals to make for himself or herself the lifeat he or she is able and
wishes to have, consistent with his or her dutres@bligations as a member
of society, without being hindered in or preventigsin doing so by
discriminatory practices based upon race, nationathnic origin, colour,
religion, age, sex or marital status, or convictionan offense for which
pardon has been granted; and

b) THAT the privacy of individuals should be praist to the greatest extent

consistent with public order and well-being; and

WHEREAS Bill-C-72 does not include reference tacdisinatory practice
against mentally or physically disabled persons an

WHEREAS Mentally or physically disabled persons barof any race,
national or ethnic origin, colour, religion, sexroarital status, and yet be

subject to all the discriminatory practices nanre8iil-C-72 and this
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discriminated against solely on the grounds ofldigg, their ability
notwithstanding and despite the statement of tie Declaration on the
Rights Mentally Retarded Persons that such a “pelngg, to the maximum

degree of feasibility, the same rights as otherduireings”;

THEREFORE BE IT RESOLVED THAT:

The Canadian Association for the Mentally Retansedke immediate
representation to the Minister of Justice for Cantdensure that Bill-C-72 be
appropriately amended to include MENTAL OR PHYSICBISABILITY

as a “prohibited ground of discrimination”, andtteactions of the Act and/or

of other Acts affected by the inclusion be amenaezbrdingly.
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8. Resolution (1978) to Amend the Canadian Humight® Act Minutes 1978,
Binder 21)
WHEREAS the UN Declaration on the Rights of Ment&tletarded Persons
states that “the Mentally Retarded Person hafigaraximum degree of
feasibility, the same rights as other human beingst
WHEREAS it is the norm in our society to proscrilyelegislation those
grounds upon which it is illegal to discriminateda
WHEREAS the Canadian Human Rights Act does notgoitms mental
disability as a prohibited ground of discriminati@amd
WHEREAS the Canadian Human Rights Commission iseguently
powerless to hear or intervene in cases of peopteare or may have been
discriminated against on the grounds of mentafldatson (disability,
handicap); and
WHEREAS the Canadian Association for the Mentatiyarded has been
assured by the Government of Canada that extensitre existing prohibited

grounds of discrimination is possible under thevmions of the Act, itself;

THEREFORE BE IT RESOLVED THAT CAMR make represeitas to the
Minister of Justice for Canada to amend the Camadiaman Rights Act to
include mental retardation (disability, handicap)agprohibited ground of

discrimination.
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9. Resolution on Canadian Constitutional ReformniMés 1980, Binder 24).

WHEREAS THE Canadian Association has historica#tgito concerned with
the human rights of all Canadian citizens who aeatally retarded; and

WHEREAS Canadians now look forward to a new couistin;

BE IT RESOLVED:

1. That the Canadian Association advise the Govemtiof Canada and each
provincial Government that it favours the entrenehtrof basic human rights
in the new Canadian constitution; and

2. That the Canadian Association and its membarglstady to assist, as

may be required in the definition of such rights.
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10. Resolution on Depo Provera (Minutes 1981, Birzdg.

WHEREAS the report on the “Utilization of Depo Peoa in the Ontario
Government Facilities for the Mentally Retardeds theeen released; and

WHEREAS, the report raises many concerns abouisbeof Depo Provera;

THEREFORE BE IT RESOLVED THAT

Since no citizens who is mentally retarded shoeldibjected to the potential
hazards of this drug, the Canadian Associatioroivention supports the
Ontario Association demand that a moratorium orueof Depo Provera

for the control of menses and/or contraceptionnbgtuted immediately.

AND FURTHER THAT
The Canadian Association petition the Health PtaiedBranch, National

Health and Welfare to extend this moratorium tdCalhadian jurisdictions.
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