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Reducing Health Disparities

A Priority for Canada

Morton Beiser, MD, FRCP, CM!
Miriam Stewart, PhD?

es universal access to high quality care, disparities in health remain a pressing

national concern. These disparities are not randomly distributed. Specific subpop-
ulations suffer a burden of illness and distress greater than other residents of Canada. For
this reason, they can be characterized as “vulnerable populations”. Aboriginal peoples,
immigrants, refugees, the disabled, the poor, the homeless, people with stigmatizing condi-
tions, the elderly, children and youth in disadvantaged circumstances, people with poor lit-
eracy skills, and women in precarious circumstances are vulnerable populations — more
likely than others to become ill and less likely to receive appropriate care.

Despite our commitment to equity and access — in health and opportunity — 18% of
Canadians live in deep poverty, and income inequality is increasing. The wealthy live
longer than the poor, and experience fewer chronic illnesses, less obesity, and lower levels
of mental distress. According to the 2001 census, at least 14,000 people in Canada are
homeless. Homeless people are at risk for premature death, infectious diseases, mental ill-
ness and substance abuse. The middle-aged homeless — people in their 40s and 50s — often
have health disabilities more commonly seen in individuals who are decades older.

Canada’s Aboriginal population is just under 1 million, and its rate of growth is double
that of the population as a whole. Although there has been progress — neonatal death rates
in Aboriginal communities have dropped in recent years to a point where they now
approximate the national average — equity in health for this population is still a distant
goal. An Aboriginal baby, for example is almost three times more likely than a non-
Aboriginal baby to die during the first year of life, and the rate of chronic illness among
adult Aboriginal people is three times higher than the national average.

Canada’s newest settlers, like indigenous peoples, are subject to inequities in health and
health care. The 250,000 immigrants admitted each year are, on the whole, healthier than
native-born Canadians. However, during their first decade in Canada, immigrants are far
more likely than the native-born to develop tuberculosis. Over their total life span, some
immigrant groups experience a particularly high risk for cardiovascular disorders, obesity,
and cancer of the colon. Moreover, crisis and conflict create mental suffering for refugees,
who constitute about 10% of the immigrant population.

People with physical and mental disabilities constitute another subpopulation vulnerable
to assaults on health. They suffer a double disadvantage, having to cope not only with the
disability itself, but with the added burdens of compromised health and inaccessible, inad-
equate health-related services. Stigma and public censure create additional distress and
erect barriers to care for persons suffering from chronic mental disorders, such as schizo-
phrenia, and from various forms of addiction.

Almost half of all Canadian adults lack the literacy skills necessary to participate fully in
our knowledge-based economy. They face high levels of unemployment and are often
forced to live in unstable environments. Families face direct health risks as a result of lack
of literacy, having difficulty, for example, in reading instructions for baby formulae, med-
ications, or educational materials about health and safety.

D espite Canada’s generally high standard of living and despite a system that promis-

1. Professor of Psychiatry, University of Toronto; Founding Director and Senior Scientist, Joint Centre
of Excellence for Research on Immigration and Settlement (CERIS); National Scientific Coordinator,
Reducing Health Disparities Initiative, Canadian Institutes of Health Research (CIHR).

2. Professor, University of Alberta, Faculties of Nursing and Medicine; AHFMR Health Senior Scholar;
Scientific Director, CIHR - Institute of Gender and Health; CIHR Leader/Champion, Reducing
Health Disparities Initiative

Women experience unique health risks
because health research and the health sys-
tem have not addressed the factors that
influence their health status and health
behaviours. To illustrate, the rate of smok-
ing among certain groups of women is
increasing at an alarming rate, as are its con-
sequences, such as cancer, respiratory and
cardiovascular disorders. Single parents (pri-
marily women), unpaid caregivers, homo-
sexuals, bisexuals, and transgendered people
are also at risk for compromised health aris-
ing from gender influences and sex differ-
ences.

Under the joint leadership of the
Institutes of Gender and Health and
Population and Public Health, the
Canadian Institutes of Health Research
launched a cross-cutting initiative. This
major initiative mobilized research
focussed on understanding and reducing
disparities and promoting the health of
vulnerable populations. In the three years
since the CIHR Reducing Health
Disparities Initiative was created, partner-
ships have developed with Health Canada,
the Social Sciences and Humanities
Research Council, the Heart and Stroke
Foundation, the National Secretariat on
Homelessness, the Canadian Population
Health Initiative, Citizenship and
Immigration Canada and international
agencies (e.g., NIH Fogarty International
Centre and INS in Mexico). This Initiative
has built research capacity through inter-
disciplinary teams; generated alliances
between academic researchers, policy-
makers, practitioners and the public; and
translated research knowledge into infor-
mation that will inform programs, policies
and practices in health and health-related
sectors. As a result of two Requests for
Applications (RFAs) in 2002 and 2003,
24 impressive teams have been funded.
Each interdisciplinary team is focussing on
one or more vulnerable populations. These
teams include researchers from diverse
disciplines and universities, community
groups, service agencies, schools, hospitals,
Native band councils, advocacy and self-
help groups, and/or regional and interna-
tional NGOs. Many teams have built on
initial funding to apply for and receive fur-
ther financial support for other relevant
research. Others have engaged policy-
makers and practitioners in a process of
knowledge transfer, and several teams have
created their own Web sites. A new RFA
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offering support for multi-year interdisci-
plinary teams was launched in December
2004.

An International Think Tank on
Reducing Health Disparities, hosted by
this Initiative on September 21-23, 2003,
attracted 103 researchers from across
Canada, the US, Mexico, Australia and
New Zealand, as well as Canadian policy-
makers and representatives from all partner
agencies. The final report of this
International Think Tank, which created
international research priorities, can be
accessed online at www.igh.ualberta.ca/
rhd/finalreport.htm. In March 2004, many
funded researchers participated in a Policy
Forum on Health Disparities co-hosted by
the Initiative partners and the Federal-
Provincial-Territorial Task Group on
Health Disparities. Over 50 policy influ-
encers at federal, provincial and territorial
levels examined the policy implications of
health disparities research at this successful
symposium.

The six articles that comprise this special
CJPH supplement are based on synthesis
papers originally commissioned for the
2003 International Think Tank. Together,
they constitute thought-provoking
overviews of research in health disparities

and help to chart a future course. Although
each author identifies topics and activities
specific to his or her respective field, there
are multiple points of convergence. First
and foremost, Canada must support and
expand its efforts to create a knowledge
base that informs relevant policies and
practices. Research is required to docu-
ment inequities, to elucidate the mecha-
nisms that produce health inequities, to
design and test interventions that reduce
inequities, and to evaluate programs
already in effect.

Most research to date has been conduct-
ed within a social science framework.
However, inequities are not the result of
unfair social structures or misguided policy
alone; genetics, human physiology and
human development also play important
roles in the creation of inequity. Research
must, therefore, be multidisciplinary, and
must involve international collaboration.
For example, homelessness is universally
associated with high rates of death.
However, death rates among homeless men
in Toronto are about one half that of
homeless men in US cities. Comparative
research can illuminate whether this is
attributable to differential rates of homi-
cide and HIV infection, Canada’s system

of universal health insurance, or some
other combination of factors.

A recent Lancet article reviewed attempts
by various European countries in the peri-
od between 1990 and 2001 to reduce
socio-economic inequalities in health. The
article concluded that countries vary wide-
ly with respect to their awareness of the
problem, and their willingness to take
action to address it. The authors also com-
mented that policy-making in this area “is
still largely intuitive and would benefit
from incorporation of...rigorous evidence-
based approaches.” (p.1409).

Canada’s commitments to social justice,
universal health care and equity are sources
of national pride. These principles chal-
lenge us to take our place among those
countries willing to contribute knowledge
about, confront and redress inequalities in
health that are avoidable, unnecessary and
unfair. Living up to our national ideals
requires that we address this challenge col-
lectively.

REFERENCE

1. Mackenbach JP, Bakker M]J. Tackling socio-
economic inequalities in health: Analysis of European
experiences. Lancet 2003;362(9393):1409-14.
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Réduire les disparités sur le plan

de la santeé

Une priorité pour le Canada

Morton Beiser, M.D., FRCP, CM
Miriam Stewart, Ph.D.

n dépit d’un niveau de vie généralement élevé au Canada et d’un systeme qui se tar-

gue d’offrir un acces universel a des soins de haute qualité, les disparités en matiére

de santé demeurent un sujet pressant de préoccupation sur le plan national. Ces dis-
parités ne se répartissent pas selon leffet du hasard. Certaines sous-populations sont aux
prises avec davantage de problémes de maladie et une plus grande détresse que d’autres
résidents au Canada et Clest la raison pour laquelle on les qualifie de « populations vul-
nérables ». Les Autochtones, les immigrants, les réfugiés, les personnes handicapées, les
pauvres, les sans-abri, ceux qui sont stigmatisés, les personnes 4gées, les enfants et les jeunes
placés dans des situations désavantageuses, les gens faiblement alphabétisés et les femmes
en situation précaire, constituent des populations vulnérables qui risquent plus souvent que
d’autres de tomber malades et sont moins susceptibles de recevoir les soins appropriés.

En dépit de notre volonté d’assurer I'équité et I'accessibilité pour tous en matiére de
santé et de possibilités, 18 % des Canadiens et des Canadiennes vivent dans une grande
pauvreté et les disparités du revenu ne cessent d’augmenter. Les personnes aisées vivent
plus longtemps que les pauvres, sont moins souvent atteintes de maladies chroniques,
moins sujettes & 'obésité, et leur niveau de détresse mentale est moins élevé. Selon les don-
nées du recensement de 2001, au moins 14 000 individus sont sans-abri. Ces gens sont 2
risque de décéder prématurément, de contracter des maladies infectieuses, des maladies
mentales ou de tomber dans la dépendance de la drogue. Les sans-abri d’Age moyen,
autrement dit ceux qui ont entre 40 et 50 ans, présentent souvent des problémes médicaux
que l'on retrouve généralement chez les gens ayant quelques décennies de plus.

La population autochtone du Canada compte un peu moins d’un million d’individus et
son taux de croissance est le double de celui de 'ensemble de la population. Bien que 'on
puisse noter des progrés et que le taux de décés néonatal dans les communautés
autochtones ait diminué ces derniéres années jusqu’a froler maintenant la moyenne
nationale, on est encore loin de l'objectif d’équité en matiére de santé dans cette popula-
tion. Par exemple, un bébé autochtone court presque trois fois plus de chances qu'un bébé
non autochtone de mourir au cours de sa premiere année, tandis que le taux de maladies
chroniques chez les adultes est trois fois plus élevé que la moyenne nationale.

Comme les peuples autochtones, les nouveaux arrivants au Canada sont en butte 2 des
iniquités en matiére de santé et de soins médicaux. Les 250 000 immigrants qui arrivent
chaque année sont, dans ensemble, en meilleure santé que les Canadiens nés au pays.
Cependant, au cours de leur premiere décennie de résidence, ils sont beaucoup plus suscep-
tibles que les Canadiens de naissance de contracter la tuberculose. Au cours de leur vie, cer-
tains groupes d’immigrants présentent un niveau particuli¢rement élevé de risque d’acci-
dents cardiovasculaires, d’obésité et de cancer du colon. De plus, les crises et les conflits
imposent des souffrances mentales aux réfugiés, qui constituent pres de 10 % de la popula-
tion immigrante.

1. Professeur de psychiatrie, Université de Toronto, Directeur fondateur et chercheur principal,
Centre d'excellence conjoint pour la recherche en immigration et en intégration; Coordonnateur
scientifique national, Initiative de réduction des disparités sur le plan de la santé, Instituts de
recherche en santé du Canada

2. Professeure, Université de I’Alberta, Faculté des sciences infirmiéres et de médecine; Chercheure
émérite en santé de la Alberta Heritage Foundation for Medical Research; Directrice scientifique,
IRSC — Institut de la santé des femmes et des hommes; Chef de file/promotrice des IRSC, Initiative
de réduction des disparités sur le plan de la santé

Les gens atteints de déficience physique
ou mentale constituent une autre sous-
population vulnérable aux problémes de
santé. Ils subissent un double désavantage
du fait qu’ils doivent non seulement vivre
avec leur incapacité, mais, d’autre part,
composer avec le fardeau supplémentaire
d’une santé compromise et de services de
santé inaccessibles ou inadéquats. La stig-
matisation et la censure imposée par le
public occasionnent une détresse supplé-
mentaire et créent des obstacles qui
empéchent de soigner les personnes
atteintes de troubles mentaux chroniques
comme la schizophrénie ou certaines
formes de dépendance.

Pratiquement la moitié des Canadiens et
des Canadiennes adultes n’ont pas le
niveau d’alphabétisation nécessaire pour
pouvoir participer pleinement & notre
économie basée sur le savoir. Ils subissent
des taux élevés de chdmage et sont souvent
forcés de vivre dans un environnement
instable. Les familles sont directement
exposées a des risques sur le plan de la
santé 4 cause de leur alphabétisme déficient
et ont de la difficulté, par exemple, a lire
les instructions des aliments pour bébé, les
ordonnances médicales et le matériel
d’éducation sur la santé et la sécurité.

Les femmes sont particuli¢rement vul-
nérables sur le plan de la santé parce que la
recherche et le systéme de santé ne se sont
pas penchés sur les facteurs qui ont une
influence sur leur état et leurs comporte-
ments de santé. En guise d’illustration,
disons que le taux de tabagisme dans certains
groupes de femmes augmente & un rythme
alarmant, avec toutes les conséquences que
cela implique, comme le risque de con-
tracter le cancer ou encore des maladies
respiratoires ou cardiovasculaires. Les pa-
rents seuls (principalement des femmes),
les prestatrices de soins non rémunérés, les
personnes homosexuelles, bisexuelles et
transsexuelles courent également le risque
de compromettre leur état de santé pour
des raisons liées & I'influence du genre et
aux différences de sexe.

Sous la gouverne conjointe de I'Institut
de la santé des femmes et des hommes et
de IlInstitut de la santé publique et des
populations, les Instituts de recherche en
santé du Canada ont lancé une grande ini-
tiative de portée générale consistant 2
mobiliser la recherche sur la compréhen-
sion et la réduction des disparités et la pro-
motion de la santé des populations vul-
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nérables. Au cours des trois ans qui se sont
écoulés depuis le lancement de I'Initiative
qui vise & réduire les disparités sur le plan
de la santé des IRSC, des partenariats ont
été mis sur pied avec Santé Canada, le
Conseil de recherches en sciences
humaines, la Fondation des maladies du
coeur du Canada, le Secrétariat national
pour les sans-abri, I'Initiative sur la santé
de la population canadienne, Citoyenneté
et immigration Canada et des organismes
internationaux (p. ex., le NIH Fogarty
International Centre et 'INS au Mexique).
Cette initiative a permis de mettre sur pied
une capacité de recherche avec des équipes
multidisciplinaires, de constituer des
alliances entre les chercheurs universitaires,
les décideurs, les praticiens et le public, et
de traduire les résultats de cette recherche
en information qui permettra d’élaborer
des programmes, des politiques et des pra-
tiques dans le domaine de la santé et des
secteurs connexes. Suite 3 deux appels de
candidatures en 2002 et 2003, on a financé
24 équipes impressionnantes. Chacune de
ces équipes interdisciplinaires se penche sur
une ou plusieurs populations vulnérables.
Les équipes comprennent des chercheurs
de diverses disciplines et universités, des
représentants de groupes communautaires,
d’organismes de service, d’écoles, d’h6pi-
taux, de conseils de bandes autochtones, de
groupes de revendication et de groupes
d’entraide, et/ou d’ONG régionales et
internationales. Un bon nombre d’entre
elles ont tiré partie du financement initial,
puis demandé et regu un soutien financier
supplémentaire pour faire d’autres
recherches pertinentes. D’autres ont
entrainé les décideurs et les praticiens dans
un processus de transfert du savoir et
plusieurs ont créé leur propre site Web. Un
nouvel appel de candidatures pour des
équipes multidisciplinaires dotées d’un
soutien financier étalé sur plusieurs années
a été lancé en décembre 2004.

Une conférence de réflexion interna-
tionale sur la réduction des disparités en
matitre de santé, organisée sous I'égide de
cette initiative du 21 au 23 septembre
2003, a attiré 103 chercheurs du Canada,

des E.-U., du Mexique, d’Australie et de
Nouvelle-Zélande, ainsi que des décideurs
canadiens et des représentants de tous les
organismes partenaires. On peut consulter
en ligne a adresse www.igh.ualberta.ca/
rhd/finalreport.htm le rapport final de la
Conférence, qui a établi des priorités inter-
nationales en matié¢re de recherche. En
mars 2004, un grand nombre de
chercheurs subventionnés ont participé a
un forum sur la politique relative aux dis-
parités sur le plan de la santé accueilli con-
jointement par les partenaires de
I'Initiative et le Groupe de travail fédéral-
provincial-territorial sur les disparités en
matiere de santé. Plus de cinquante person-
nalités influentes du niveau fédéral, provin-
cial et territorial ont examiné les implica-
tions politiques de la recherche sur ces dis-
parités lors de ce symposium trés produc-
tif.

Les six articles composant ce supplément
spécial de la RCSP sont basés sur des docu-
ments de synthése qui avaient été & lori-
gine demandés pour la Conférence de
réflexion internationale de 2003. Pris
ensemble, ils présentent un tableau qui
donne A réfléchir sur la recherche sur les
disparités en matiére de santé et établissent
des jalons pour une orientation future.
Bien que chaque auteur ou auteure aborde
des sujets et des activités qui sont propres a
son domaine, on note de multiples points
de convergence. D’abord et avant tout, le
Canada doit soutenir et multiplier ses
efforts pour créer une base de connais-
sances pouvant servir de référence dans
I'élaboration de politiques et de pratiques
pertinentes. Il est nécessaire de faire de la
recherche afin de documenter les iniquités,
d’élucider les mécanismes qui sont a lori-
gine des disparités en matiére de santé, de
concevoir et de tester des modes d’inter-
vention permettant de les réduire et d’éva-
luer les programmes existants.

A ce jour, la plupart des recherches se
sont faites dans le cadre des sciences
sociales. Cependant, les disparités ne sont
pas seulement la conséquence d’une struc-
ture sociale injuste ou de politiques malen-
contreuses; la génétique, la physiologie

humaine et le développement humain
jouent, eux aussi, un rdle important dans
I'apparition de ces disparités. Par con-
séquent, la recherche doit revétir un carac-
tére multidisciplinaire et faire appel a la
collaboration internationale. Par exemple,
il est reconnu sur le plan international que
le phénomeéne des sans-abri est associé & un
taux de mortalité élevé; cependant, chez les
sans-abri de sexe masculin de Toronto, ce
taux atteint environ la moitié de celui que
I'on retrouve dans les villes américaines. En
faisant une recherche comparative, on
pourrait déterminer si cela est d0 & une dif-
férence des taux d’homicides et d’infection
par le VIH, au régime universel
d’assurance-santé canadien ou &
quelqu’autre combinaison de facteurs.

Dans un récent article du Lancet, on
examine les efforts entrepris par divers pays
européens entre 1990 et 2001 pour réduire
les inégalités socio-économiques sur le plan
de la santé. Les auteurs de l'article conclu-
ent que ces pays sont trés diversement sen-
sibilisés au probléme et que leur empresse-
ment & prendre les mesures qui s'imposent
varie beaucoup. Les auteurs affirment
également que, dans cette région, I'élabora-
tion des politiques « est encore largement
intuitive et gagnerait a adopter...
des approches rigoureuses axées sur les
données. »' (p. 1409)

L’engagement du Canada envers la jus-
tice sociale, I'universalité des soins de santé
et I’équité est une source de fierté
nationale. Ces principes nous mettent au
défi de prendre notre place au rang des
pays qui souhaitent contribuer 2 la con-
naissance des disparités en matiere de
santé, les combattre et les corriger quand
on peut les éviter ou qu’elles sont inutiles
et injustes. Pour réaliser nos idéaux
nationaux, nous devons nous attaquer 2 ce
défi collectivement.
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ABSTRACT

Intellectual disabilities (ID) are conditions originating before the age of 18 that result in
significant limitations in intellectual functioning and conceptual, social and practical
adaptive skills. IDs affect 1 to 3% of the population. Persons with ID are more likely to
have physical disabilities, mental health problems, hearing impairments, vision
impairments and communication disorders. These co-existing disabilities, combined with
the limitations in intellectual functioning and in adaptive behaviours, make this group of
Canadians particularly vulnerable to health disparities. The purpose of this synthesis article
is to explore potential contributory factors to health vulnerabilities faced by persons with
ID, reveal the extent and nature of health disparities in this population, and examine
initiatives to address such differences. The review indicates that persons with ID fare worse
than the general population on a number of key health indicators. The factors leading to
vulnerability are numerous and complex. They include the way society has viewed 1D, the
etiology of ID, health damaging behaviours, exposure to unhealthy environments, health-
related mobility and inadequate access to essential health and other basic services. For
persons with 1D there are important disparities in access to care that are difficult to
disentangle from discriminatory values and practice. Policy-makers in the United States,
England and Scotland have recently begun to address these issues. It is recommended that
a clear vision for health policy and strategies be created to address health disparities faced
by persons with ID in Canada.
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SUR W

“Compared with other populations,
adults, adolescents, and children with
lintellectual disability] experience
poorer health and more difficulty in
finding, getting to, and paying for
appropriate health care...many health
care providers and institutional
sources of care avoid patients with this
condition. Without direct clinical
experience, health care providers may
feel incapable of providing adequate
care. They may not value people with
lintellectual disability] and their poten-
tial contributions to their own health

and to their communities.”’

hese words, from the U.S. Secretary

of Health and Human Services in

“Closing the Gap, A National
Blueprint to Improve the Health of
Persons with Mental Retardation”, echo
the concerns of families of persons with
intellectual disability (ID) and the clini-
cians, caregivers and researchers trying to
serve this most vulnerable segment of our
population here in Canada. Not only do
individuals with ID have more health con-
cerns than those without intellectual chal-
lenges, but differences in the causes of
health problems, the presence of function-
al limitations, communication difficulties
(by the individuals themselves, as well as
interpretations by care providers), and bar-
riers to access to care contribute to their
vulnerability. This article will review issues
related to the extent of health problems
experienced by persons with ID, the path-
ways leading to vulnerability, as well as
health policies and programs that have
been put into place to address some of the
factors contributing to vulnerability. The
article will conclude with a discussion of
what needs to be done to make opportuni-
ties for good health equitable for persons
with ID. The challenges are great, but so
are the possibilities for improving the
health, well-being and quality of life for
members of this highly vulnerable popula-
tion.

Intellectual disability

An intellectual disability (ID) is defined as
a significant limitation in both intellectual
functioning and conceptual, social and
practical adaptive skills, originating before
the age of 18.%% This disability manifests as
a lowered ability to cope with common life
demands and to meet the standards of per-
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sonal independence expected for the indi-
vidual in at least two of the following
domains: communication, self-care,
domestic skills, social skills, self-direction,
community, academic skills, work, leisure,
and health and safety. The World Health
Organization has estimated that almost 3%
of the world population has some form of
ID.“Individuals with ID make up 1-3% of
the population in Canada (i.e., 300,000-
900,000 individuals).>® Since ID is a life-
long disability, the cost of care for this
group is significant. In the Netherlands,
ID accounts for 9% of the total disease-
specific costs, making it the most costly
diagnostic category.” Therefore, appropri-
ate use of our health care resources to best
meet the needs of individuals with ID and
their families must be considered a priori-

Individuals with ID are more likely to
have physical disabilities (-30%), mental
health problems (-30%), hearing impair-
ments (-10%), vision impairments
(~20%), and communication disorders
(~30%) than individuals in the general
population. These co-existing disabilities,
combined with the limitations in intellec-
tual functioning and in adaptive behav-
iours, make this group of Canadians par-
ticularly vulnerable to health disparities.

Health disparities

Health disparities are simply population-
specific differences in health indicators.
Such differences may or may not be
inequitable. While not all differences in
health can be eliminated, health disparities
can be reduced by promoting equity.
Whitehead defined health inequities as
“differences in health that are unnecessary,
avoidable, unfair and unjust”.’® Health
inequities can therefore be defined as the
presence of disparities in health and in its
key demographic, social, economic, and
political determinants that are systemati-
cally associated with social advantage/dis-
advantage. The inclusion of social determi-
nants of health in the concept of inequity
emphasizes that equity in health means
equal opportunity to be healthy for all
population groups.' It is therefore impor-
tant to examine not only differences in
health but also the causes or determinants
of such differences. Not all determinants of
differences are indicative of health
inequities. Specifically, differences in

health due to natural, biological variations;
health-damaging behaviours that are freely
chosen; or a transient health advantage
may not be avoidable and unjust. In con-
in health due to
(a) health-damaging behaviours in which

trast, differences
the degree of choice of lifestyles is severely
restricted; (b) exposure to unhealthy,
stressful living and working conditions;
(c) inadequate access to essential health ser-
vices and other basic services; or (d) natural
selection or health-related mobility* can be
said to be avoidable and unjust and hence
indicative of inequities.’ These considera-
tions are important in addressing health
disparities by promoting equity for indi-
viduals with ID.*?

The findings described in this article
reflect an extensive review of the literature
including peer-reviewed articles, textbooks
and government documents. Much of the
published research concerned with the
health status of persons with ID and their
utilization of health services has been con-
ducted in the United States (US), the
United Kingdom (UK), the Netherlands,
Australia and New Zealand. Unpublished
thesis manuscripts based on research con-
ducted in Canada are included in the
review to reflect the consistency of findings
across jurisdictions. While the Canadian-
based research is scant, the similarities
noted across the various countries, together
with our experiences working with individ-
uals with ID and their families, lead us to
suggest that much of the findings are rele-
vant to Canada.

Health disparities and intellectual
disabilities

Life Expectancy and Mortality

The life expectancy of people with intellec-
tual disabilities is shorter than that of the
general population, and this is especially
true for persons with severe ID."*! Studies
have demonstrated that the increased mor-
tality occurs in the earlier years (up to age
40 or 50).">'° However, life expectancy of
the ID population is increasing in parallel
with the general population. This is seen

Health-related mobility refers to the advantages
conferred by good health such as higher educa-
tion and income. It contributes to health dispari-
ties in that the healthier one is, the more likely
one is to remain healthy or be able to improve
one’s health through lifestyle choices, environ-
mental protections, and access to health care.

most dramatically in individuals with
Down syndrome, where the mean age at
death increased from 26 years in 1983 to
49 years in 1997." A significant propor-
tion of the excess mortality seen in the ID
population is related to a combination of
associated co-morbidities (severe mobility
impairments, seizure disorders, vision
impairments, hearing impairments and an
inability to feed oneself resulting in
reliance on enteral feeding) which together
are indicative of medical fragility; that is,
susceptibility to infection and other med-
ical complications.!'*1¢1520 Another factor
associated with increased mortality is race;
or more precisely, the social and economic
disadvantage commonly experienced by
certain groups. A recent study of persons
with Down syndrome found increased
mortality among Blacks and other races
compared to Caucasians with Down syn-
drome in the US." In Australia, increased
mortality was found among individuals
with ID of Aboriginal descent."

Morbidity

As a group, individuals with intellectual
disabilities have a greater variety of health
care needs compared to those of the same
age and sex in the general population.
Medical conditions that are found at high-
er rates in this population include psychi-

atric,?!??

seizure and gastrointestinal dis-
orders.?*?> Some infectious diseases such as
tuberculosis, hepatitis B and helicobacter
pylori are also more common in this
group.

In the Netherlands, adults with ID were
found to be 2.5 times more likely to have
diagnosed health problems than patients
without ID.? An Australian study showed
that 95% of adults with ID had health
problems. Specialist care was considered
necessary for 74% of these conditions (819
conditions among 202 adults studied).”

Both malnutrition® and obesity are
common clinical problems for individuals
with ID. Prevalence estimates for obesity
in this population range from 29.5-50.5%
or twice as high as that in non-ID popula-
tions.””! As in other groups, obesity in
persons with ID is related to serious med-
ical conditions such as coronary heart dis-
ease, hypertension and diabetes.??
Cardiovascular disease is one of the most

common causes of death among individu-
als with ID.%
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Persons with ID have poor dental
health.?® There is an increased incidence of
gum disease, with gingivitis being 1.2 to
1.9 times higher than in the general popu-
lation.?” In 2002, the International
Association for the Scientific Study of
Intellectual Disabilities (IASSID) reported
that periodontal disease, oral mucosal
pathology, and moderate to severe maloc-
clusion occurred at rates seven times higher
in the ID population than in the general
population.®® A recently published
Canadian study revealed that dental proce-
dures make up 40% of day surgery visits
by people with ID in Ontario.”

Among individuals with ID, aging is
associated with decreased mobility and
higher levels of osteoporosis and frac-
tures.*®?” The prevalence of both hearing
and visual loss, which are higher among
individuals with ID than in the general
population,?*4°
with age, %

also increase significantly
as does the risk of experienc-
ing abuse. Major mental disorders are fre-
quent in elderly persons with ID;® in par-
ticular, there is a higher prevalence of
dementia.’** Premature aging has also
been reported in individuals with Down
syndrome. Several women’s health issues
have yet to be studied thoroughly in an ID
population, though some studies report
that women with ID
menopause three to five years earlier than
women without ID.%

Health problems secondary to medica-

experience

tion use are significant in persons with ID.
Due to their propensity for co-morbid
disorders and the common use of medica-
tions, the prevalence of polypharmacy
h.447 More than 15% of

individuals with ID take two or more
48,49

is hig

psychotropic medications concurrently.
Polypharmacy increases the risk for drug
interactions, leading to sedation, increased
confusion, constipation, postural instabili-
ty, falls,’® incontinence, weight gain, sex
steroid deregulation, endocrinologic or
metabolic effects, impairments of epilepsy
management, and movement disorders
such as tardive dyskenisia.* For example,
oral contraceptives are a common method
of birth control for women with ID; how-
ever, psychoactive and anticonvulsant
medications reduce the efficacy of such
oral contraceptives and the fluid retention
associated with their use can precipitate

seizures.’!

Psychotropic medications are often
administered to persons with ID to treat
behavioural, emotional or cognitive prob-
lems. Pyles reviewed the use of psycho-
active medications and found that 26-40%
of persons with ID in the community and
35-50% of those living in institutions had
current prescriptions.>? Branford examined
medication use by 1,510 persons with ID
and found that 23% were taking anti-
psychotics and 29% were taking anti-
epileptics.® Given the high use of psy-
chotropic medications with their signifi-
cant side effects — including effects on
memory and learning — incorrect diagnoses
and inappropriate treatments can have a
devastating effect on health, well-being and
quality of life in this population. The use
of such medications among persons with
ID can also result in serious complications

> fractures,

including osteoporosis,*
decreased mobility,* serious injuries,” pri-
mary gonadal dysfunction, and increased
risk of polycystic ovarian syndrome.®
There is also a high risk for drug-
nutrient interactions, since drugs can
deplete nutrient or mineral absorption,
cause gastrointestinal problems or affect
the taste of food, thereby lessening the
desire to eat.?® Medications can increase
the excretion of nutrients or the action of
enzymes that break down vitamins, and
they can even be life-threatening. In some
cases, medications will have a longer half-
life because of decreased lean body mass

which is common in persons with ID.?

Uptake of Health Promotion/Disease
Prevention Activities

Several studies have confirmed that indi-
viduals with intellectual disabilities do not
engage in health promotion and disease
prevention activities to the same extent as
the non-ID population.?>53” This is par-
ticularly notable in the areas of physical
activity, oral health, screening and immu-
nization.

Adults with ID tend to lead sedentary
lives. Only about 24% participate in regu-
lar exercise 3 to 4 days per week, compared
to 51% of the general population.?>>7-¢!
Knowledge about dental hygiene is often
poor, with 22% reporting that they do not
brush their teeth daily.®® A New Zealand
study found that 73% of individuals with
ID needed follow-up interventions, with
the majority being health promotion activ-

ities. The six most common activities that
were neglected were: 1) health protection,
such as vaccination, regular checks for
existing conditions and smoking cessation;
2) referral to an optician for sight testing,
glaucoma and cataracts; 3) hematological
testing, medication levels, cholesterol,
blood sugars and hepatitis testing;
4) weight, obesity or underweight manage-
ment; 5) ENT services, such as hearing
tests, aids, wax, speaking and swallowing
aids/treatment and lumps behind the ear;
and 6) gynecological and other women’s
health concerns, such as menstruation, cer-
vical smears, mammography, breast lumps,
and uterine tumors.>

One study reported that only 39.1% of
women with ID had had a Pap smear with-
in the past three years, a finding signifi-
cantly lower than for the comparison
group of women without ID.¥ Women
with ID are also less likely to perform
breast self-examinations.

It is recognized that uptake of health
promotion and disease prevention activities
is not a simple lifestyle choice. Mitigating
factors include education, income, self-
efficacy and physical limitations. For indi-
viduals with ID who rely on caregivers to
assist in such activities, the caregivers’ atti-
tudes, knowledge and skills further influ-
ence the decision to participate in health
promoting activities. These and other fac-
tors contributing to disparities in health
are outlined below.

Pathways and mechanisms leading to
vulnerability

For persons with intellectual disabilities,
the factors leading to vulnerability are
numerous and complex. They include, first
and foremost, the way society has viewed
ID; the etiology of ID; health damaging
behaviour in which the degree of choice of
lifestyles is severely restricted; exposure to
unhealthy, stressful environments; health-
related mobility; and inadequate access to
essential health services and other basic ser-
vices. The pathways are complex because
the mechanisms are interrelated. For exam-
ple, as will be shown, the value society has
placed on persons with ID has contributed
to disinterest in understanding the various
etiologies of ID and their health conse-
quences, which has led to inadequate
access to needed care. The following sec-
tion highlights some of the specific con-
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tributors to vulnerability in this population
beginning with a review of the historical
policy context.

Historical Policy Context

To be adequately understood, health dif-
ferences and the mechanisms contributing
to health disparities faced by persons with
ID must be considered in light of the
socio-cultural, historical and policy context
in which they have developed and contin-
ue to exist.

“Intellectual disability is primarily a
socioculturally determined phenome-
non that has been apparent since the
dawn of man. The impact of disabili-
ty, however, has varied with the needs
of society, its expectancies and social
consciousness.”®?

The nature of the environment of care
for persons with ID in Canada is influ-
enced by our common societal values, as
translated into legislation and policy.*
Public policy ultimately defines the envi-
ronment in which service providers deliver
their care to individuals with ID. This care
includes services provided by both health
and social services, and the education sec-
tor in the case of children.

In order to understand and appreciate
the current realities for persons with ID
and their families, including the practice of
health care provision, it is necessary to con-
sider how disability policy has developed
over the past 150 years, and particularly in
the last 50 years.

Prior to the 1870s, there were no sys-
tematic procedures for caring for persons
with ID. Some were cared for at home by
family members; others lived on their own,
in insane asylums, or in prisons. The lack
of access to medical care meant that life
expectancy was short, with infant mortality
being very high. Health care provision was
generally minimal.

The need for specialized care for persons
with ID (as opposed to the generic care
given to individuals with ID in psychiatric
hospitals and prisons) was eventually rec-
ognized. As a result, policy-makers in the
US, Western Europe and Canada created
special institutions for persons with ID,
where there was more consistent medical
care. This marked the beginning of the
“asylum era”.®* Although the original
intent was to provide care that led to reha-
bilitation, this rarely occurred. The asy-

lums became permanent places of resi-
dence for these individuals, who usually
received minimal care or education. This
model of care continued into the 20" cen-
tury.

The second half of the 20" century saw
a major shift in the provision of services to
individuals with ID. Institutions, which
were previously seen as providing the best
approach to care, became overcrowded and
had lengthy waiting lists. Moreover,
research began to indicate that community-
based alternatives were associated with
more positive outcomes.®> During the
1950s and 1960s, parents and advocacy
groups complained about the conditions in
institutions for the “mentally retarded”
and their voices began to be heard. As a
result, in 1958 the Canadian Association
for Community Living was founded by
parents of children with ID who wanted
support and services within the communi-
ty instead of in institutions.

South of the border, President J.F.
Kennedy, who had a sister with an 1D,
formed the President’s Committee on
Mental Retardation in October 1961. The
President’s Committee made 112 recom-
mendations that created a wave of commu-
nity-based services, deinstitutionalization
and research in the field of ID. Moreover,
specific federal funds were earmarked for
the care of persons with ID. In Canada, a
federal-provincial conference on mental
retardation was held in 1964, and this led
to the creation of the National Institute on
Mental Retardation (NIMR) at York
University in 1967. NIMR’s role was to
provide information and carry out research
related to ID.

The transition from institutional settings
toward a more community-based setting
for persons with ID has been guided by the
normalization principle, a Scandinavian
concept introduced by Bengt Nirje, which
argues that the lives of individuals with dis-
abilities should be as normal as possible.®
This principle was introduced to North
America by Wolf Wolfensberger, and sub-
sequently widely applied to services for
persons with ID. Normalization, as
defined by Wolfensberger, recommended
the utilization of means which were as cul-
turally normative as possible in order to
establish and/or maintain personal behav-
iours and characteristics which were as
close to the norm as possible.”

The philosophy of normalization was
widely adopted across Canada throughout
the 1980s. Its influence is reflected in the
deinstitutionalization movement that led
to the closure and downsizing of institu-
tions, and the development of community-
based accommodation and services for
both children and adults with ID.
Currently, increasing numbers of persons
with ID are being integrated into the com-
munity, the educational mainstream and
supported employment. It has been esti-
mated that in 2000, 89% of all individuals
with ID in the US were living in the com-
munity (i.e., not in private or public insti-
tutions); of these, 61% resided in settings
for six or fewer individuals.*®

A serious challenge throughout this evo-
lution has been to provide appropriate
health care to persons with ID. Prior to the
normalization movement in the 1970s,
IDs were considered medical conditions
requiring constant professional care, much
of which occurred in institutional settings.
Normalization introduced a dramatic shift
in the philosophy of care.” However, med-
ical — and particularly specialized psychi-
atric — care became less of a priority and
medical care for persons with ID became
known as the “Cinderella of psychiatry” in
Canada.”” As institutions closed, individu-
als with co-existing ID and psychiatric dis-
orders (referred to as having a dual diagno-
sis) were forced to access generic mental
health services, but appropriate structures
were not in place to allow them to do so
easily. These systemic problems led to mis-
diagnoses, inappropriate treatments and
over-reliance on psycho-pharmacological
interventions. Researchers in the UK and
the US have concluded that “attempts to
provide for mental health needs of people
with [intellectual disabilities] within gener-
ic psychiatric services, whether by design
or default, have been obviously unsuccess-
ful”.70

Individuals with mental health problems
and ID experience a “double stigma.” The
presence of mental disorders in people
with ID is “one of the main reasons for the
breakdown of community placements and
retention in residential environments that
are more restrictive than otherwise
required”.”! Behaviours that were accept-
able in institutional environments are not
tolerated in community settings, posing a
threat to community inclusion for these
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individuals. Persons with ID and mental
health issues are often considered inappro-
priate for traditional ID community inte-
grated services because of their psychiatric
difficulties but are also considered inappro-
priate for usual mental health services
because of their low 1Q. Adding to this
stigma is the lack of knowledge of mental
health professionals with regard to this
population because of deficiencies in train-
ing and the existing barriers to practice in
this area.”>74

Prior to deinstitutionalization, in some
institutions professionals with specialized
knowledge of the medical and psychologi-
cal needs of these individuals ensured
proper care and contributed to the training
of the next generation of health care practi-
tioners.”” Ironically, part of the evils of the
institutional system — the rigidity of the
medical model and social marginalization
— can be viewed retrospectively as having
had some positive effects on the provision
of health care to persons with ID. For
example, the dietary needs of individuals
with phenylketonuria were easier to con-
trol in institutional settings where dieti-
tians and nurses could closely monitor a
person’s progress. Furthermore, much of
the research leading to advances in our
understanding of the medical disorders and
complications associated with specific ID-
related syndromes was carried out in insti-
tutions around the world.

Canada has evolved dramatically in its
philosophical values regarding the care of
individuals with ID: “Canada has moved
from seeing segregation and institutional-
ization of persons with disabilities as desir-
able outcomes to believing in the value and
promise of a fully inclusive society.””¢
While such changes in philosophical orien-
tation have benefited persons with ID over
the past 30 years, they have had major
implications for families, on whom the
burden of care is often placed.

Today, for many individuals with ID,
family is the sole source of social support.
As individuals with ID are frequently
unable to access supports themselves, fami-
lies, as their key social network, play a criti-
cal role in securing needed care. In an
attempt to access adequate health care ser-
vices parents often take on an advocacy
role, becoming the spokesperson for their
family member, regardless of the latter’s
age. In addition to their many other

responsibilities, parents often become heav-
ily involved in information seeking, prob-
lem solving and educating themselves and
others, including health care professionals
and politicians, about their child.”” In the
process, they spend significantly more time
interacting with professionals than do par-
ents of children without disabilities.”®
Parents provide the necessary transporta-
tion and are the source of information
about health and behaviour concerns, pro-
viding assistance in the medical setting.

The burden of caring for a child with ID
in the community has been the focus of
many studies.””%? The results highlight the
many challenges facing families across the
life span. Stress varies according to the age
of the child, the type of disability and the
degree of disability.”” It is generally agreed
that families experience particularly stress-
ful times during periods of transition. For
example, when a child with ID enters
school, parents are often faced with the dif-
ference between their child and other stu-
dents without disabilities of the same age.
In addition, parents often are forced to
advocate in order to obtain an educational
assistant or other supports for their child in
the classroom.””%3 Other concerns fre-
quently arise in adolescence when individ-
uals with ID may become interested in sex-
ual activity. Sex education and social skills
training geared to the needs of teens with
ID are not always readily available and par-
ents are often concerned that their child
continues to be vulnerable to abuse despite
such training.* After the ages of 18 or 21,
employment or productive day activities
may not be available for individuals with
ID77# and day-to-day care and supervision
of adults with ID becomes increasingly
stressful for many parents as they them-
selves age. Finding ongoing care, accom-
modation and meaningful activities for
adults with ID, as well as setting up trusts
and guardianships, are major concerns for
many older parents.® In addition, there are
often ongoing concerns regarding behav-
ioural challenges, explaining the child’s
disability to others, meeting personal needs
and those of other family members, and
respite care.””% In the US, it is estimated
that 61% of individuals with ID live with a
family caregiver, and 25% of these care-
givers are aged 60 or older.®®

While important steps have been taken
in order to integrate persons with ID into

the community, they have been regrettably
segregated once again by a failure to
address their specialized medical needs.
Although the aspect of social marginaliza-
tion is being addressed by a shift to com-
munity care, planners have largely over-
looked the development of adequate med-
ical care for this population in community
settings.

The health disparities faced by persons
with ID are indicative of a complex inter-
play of various factors, including policy.
The following sections examine the contri-
butions of: etiology of an IDj; individual
behaviours; environments; health-related
mobility; and barriers to access in the cre-
ation and maintenance of the disparities in
health in the current policy context of
community living for persons with ID.

Etiologies of Intellectual Disabilities
The cause of intellectual disability is
unknown in a large proportion of cases.
Some common causes for ID include
Down syndrome; Fragile X syndrome;
TORCH infections; prenatal insult; struc-
tural brain anomalies; and single gene,
metabolic or neuromuscular disorders. Less
common causes include rare genetic disor-
ders. Several clinical series suggest that a
diagnosis or cause of ID can be identified
in 40-60% of all patients undergoing neuro-
developmental evaluation.?¥

As we learn more about the etiologies of
all common disorders, it is increasingly evi-
dent that genetic factors play a significant
role in the etiology of ID at all IQ lev-

CIS 90,

91 Tt is also clear that the current expo-
nential growth in genetic information will
ultimately lead to improved diagnosis and
understanding of the causes, treatment and
prevention of ID.”? When a genetic cause
is known and understood, it can facilitate
medical care for the person with ID as
related complications can be anticipated
and even prevented. It is therefore critical
to attempt to determine the cause of the
1D.

The main genetic causes of ID are chro-
mosome abnormalities, small chromosome
deletions and duplications, and single gene
mutations. The following review illustrates
the potential contribution of genetic test-
ing to reducing health disparities faced by
persons with ID.

Chromosome abnormalities are the most
common cause of congenital mental dis-
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ability.?” Data from 16 worldwide-
published studies show that chromosomal
abnormalities are found in 4-34.1% of
individuals with ID.” The best-known
example of a genetic imbalance compatible
with life is Down syndrome, caused in the
majority of cases by trisomy of chromo-
some 21, and present in 1 in 700 newborn
children.

Relatively small chromosomal deletions
or duplications can also result in ID. Well-
known microdeletion syndromes include
Williams-Beuren syndrome, Prader-Willi
syndrome, Angelman syndrome, Wolf-
Hirschhorm syndrome, and DiGeorge/
Velocardiofacial syndrome. As shown in
Table I, the manifestations of these and
other syndromes associated with ID
include specific health problems.

Standard cytogenetic analyses are often
not sensitive enough to detect the small
chromosome rearrangements causing these
and other disorders.” In recent years, the
development and application of various
sophisticated methods that combine DNA
technology with cytogenetics have led to
the discovery of many chromosomal
rearrangements involving the otherwise
almost indistinguishable ends of chromo-
somes.”” Recent reports suggest that such
sub-microscopic abnormalities lead to
gene-dosage imbalance and represent a sig-
nificant cause of ID with or without con-
genital anomalies.”>® Since the ends of
human chromosomes are thought to be the
most gene-rich regions of the genome,
such gene-dosage imbalance is expected to
have a disproportionately greater clinical
significance than similar abnormalities in
other regions of the chromosomes.'®

Many disorders associated with ID are
due to single gene mutations. Classical
examples include phenylketonuria and
other inborn errors of metabolism, Smith-
Lemli Opitz syndrome, Noonan syn-
drome, Sotos syndrome, as well as numer-
ous forms of x-linked mental retardation
including Fragile X syndrome (see Table I
for a list of significant health problems
associated with these syndromes).

Despite the frequency and tremendous
impact of ID on society, there exist no
generally accepted guidelines for clinical
and laboratory investigations directed at
understanding its causes. This is unfortu-
nate, because having a diagnosis can lead
to better managed care and cost savings

TABLE |

Well-known Syndromes Associated with Intellectual Disabilities

Genetic Cause Syndrome Clinical Features
Chromosome Down Characteristic facies, cardiac and gastrointestinal
Trisomy (Trisomy 21) anomalies, growth retardation, conductive hearing loss,
risk of leukemia and Alzheimer disease
Contiguous Williams- Su?ravalvular aortic stenosis, multiple peripheral
Gene Beuren pulmonary arterial stenoses, unique facies, mental and
Microdeletion statural deficiency, characteristic dental malformation,
and infantile hypercalcemia
Prader-Willi Obesity, muscular hypotonia, mental retardation, short
stature, hypogonadotropic hypogonadism, and small
hands and feet
Angelman Severe motor and intellectual retardation, ataxia, hypo-
tonia, epilepsy, absence of speech, and unusual facies
Wolf- Severe growth retardation and mental defect,
Hirschhorm microcephaly, unusual facies, and closure defects such as
cleft lip or palate, coloboma of the eye, and cardiac
septal defects
DiGeorge/ Hypocalcemia arising from parathyroid hypoplasia,

Velocardiofacial

thymic hypoplasia, cleft palate, cardiac anomalies,

typical facies

Deficiency of phenylalanine hydroxylase, unusual odour,
light pigmentation, peculiarities of gait, stance and sitting

posture, eczema and epilepsy

Deficiency of 7-dehydrocholesterol reductase with
multiple congenital anomalies including microcephaly,

ambiguous genitalia, genitourinary and cardiac anom-
alies, polydactyly and syndactyly

Hypertelorism, low-set posteriorly rotated ears, short

stature, a short neck with webbing or redundancy of skin,
cardiac anomalies, deafness, motor delay, and a bleeding
diathesis

Excessively rapid growth, advanced bone age, acro-

megalic features, and a non-progressive cerebral disorder

Single-gene Phenylketonuria
mutation
Smith-Lemli
Opitz
Noonan
Sotos
X-linked Fragile X

(trinucleotide repeat)

Macroorchidism, large ears, long facies, prominent jaw,
large stature, autism spectrum disorder and hyperactivity

because of reduced numbers of unnecessary
tests.’” One of the key needs of families liv-
ing with ID is to understand the disorder’s
long-term impact on the affected individ-
ual’s development and future health.
Families are understandably anxious to
know the cause of ID in their relative, as
are referring physicians, social agencies and
therapists. Families feel that a diagnosis
brings relief from uncertainty, allows
refinement of prognosis and recurrence of
risks, assures identification with an appro-
priate support group, and enables funding
of special services. However, an incorrect
diagnosis can lead to inappropriate coun-
selling, stigmatization and labelling that
can continue for years even after a diagno-
sis is invalidated or changed.?

Moreover, genetic forms of ID often
exhibit distinctive natural histories in
which the evolution of symptoms and dis-
abilities offers opportunities to develop
prospective health management tem-
plates.'®! Therefore, it is possible to devel-
op specific templates of anticipatory health

guidance for different forms of ID that
include a combination of active interven-
tion (as in screening for visual impairment
or hearing loss), comprehensive diagnostic
screening tests (e.g., laboratory or neu-
roimaging studies), parent and/or physi-
cian alerts for particular signs or symp-
toms, and a consistent strategy of ongoing
functional assessment that reflects potential
variations in the expected natural history.
There are presently many examples of
health supervision guidelines that have
been developed for specific genetic syn-
dromes of ID, with the best model for pre-
ventative management being devised for
Down syndrome, such as the early check-
list by Dr. Mary Coleman as adopted by
Cohen and the American Academy of
Pediatrics.'>'% Guidelines for the manage-
ment of other syndromes, including
Fragile X syndrome, achondroplasia, neu-
rofibromatosis-1 and Marfan syndrome
have been devised by the American
Academy of Pediatrics; there are now more
than 30 checklists for common congenital
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anomalies or syndromes.?” 101104198 Sy ch
preventative management approaches and
guidelines to genetic disorders of ID may
offset the negative consequences that may
be perceived to arise from diagnostic
labels.10%:110

The early detection of phenylketonuria
through newborn screening, with the pre-
vention of severe cognitive and develop-
mental delay by early dietary restriction of
phenylalanine, is one of the most success-
ful programs aimed at reducing ID in indi-
viduals at risk."! Another example is Down
syndrome, where adoption of the health
checklist for children with Down syn-
drome by the American Academy of
Pediatrics in 1994 has led to far better out-
comes for children with this syn-
drome.'%!"2 With the recognition of a sub-
stantial risk for Alzheimer’s disease and
heart and eye disease in older individuals
with Down syndrome, these concerns can
now be addressed in a timely manner.?!%
Similar approaches are being developed for
a large number of other genetic causes of
ID.

Thus, while the differences in health
related to a genetic cause of ID may at first
seem unavoidable, with an accurate early
diagnosis of such genetic disorders and the
provision of appropriate anticipatory care,
some health problems can be avoided or
their consequences minimized.

Health-damaging Behaviours/Lifestyles
Individual behaviour as a health determi-
nant for persons with intellectual disabili-
ties is complicated by their inherent limita-
tions in adaptive functioning in areas such
as self-care, communication and literacy.
Because of their disabilities, individuals
with ID are frequently dependent on oth-
ers (family members or paid caregivers) to
assist them in making healthy choices. In
many cases, health-damaging behaviours in
this population may be best understood in
the context of health-related mobility dis-
cussed in a later section.

In addition to poor nutrition and low
levels of physical activity, smoking, alcohol
and caffeine consumption are behaviours
of concern. Smoking occurs at higher rates
in the ID population than in the general
population, with those living in the com-
munity generally having a higher use of
cigarettes, alcohol and caffeine than those
27,36,44,59

living in institutions. In many

instances, initiation of smoking and caf-
feine consumption are behaviours modeled
after caregivers. Historically, cigarettes
have been used as rewards for good behav-
iour in institutions.

While many benefits have come from
the closure of institutions for persons with
ID, movement into community life has
generally been associated with an increased
risk for poor diet.* A study examining
lifestyle practices of adults with ID found
that the participants from group and fami-
ly homes had higher body weight, higher
percentage body fat, and higher cholesterol
levels than participants from institutions.*

Research aimed at identifying and
reducing barriers to choosing a healthy
lifestyle among persons with ID is scarce.
Individuals with ID often do not partici-
pate in physical activities because they lack
either motivation or the opportunities to
become involved in fitness programs.''
One study suggested these may require
adaptation and specialized training for per-
sons with ID, in order to achieve goals
such as increased cardiovascular fitness.!*
A survey of caregivers concluded that phys-
ical exercise programs that are not adapted
to the needs and abilities of individuals
with ID, or that are not located in nearby
facilities, bar people with ID from enjoy-
ing the benefits of these services.® Special
Olympics offers a segregated competitive
sports program for individuals with ID,
meeting the physical fitness needs of those
with greater athletic abilities. Much more
research is needed to determine how to
ensure that non-competitive, leisure, recre-
ation and sporting activities, and fitness
programs are equally accessible to individ-
uals with ID.

Exposure to Unhealthy, Stressful
Environments

Previous or current residence in large insti-
tutions places persons with intellectual dis-
abilities at risk for past or present exposure
to a number of infectious diseases includ-
ing tuberculosis, hepatitis B and
Helicobacter pylori.**'1>11¢ This is exempli-
fied by an Ontario-based study examining
the prevalence and screening methods for
Helicobacter pylori among adults with ID.
It revealed that 80% of study participants
who had formerly been institutionalized
suffered from the infection — which,
untreated, has been associated with peptic

ulcers and gastric cancer deaths.’®'” This
rate was three to four times higher than in
adults with ID who had never been institu-
tionalized.!'® While few individuals contin-
ue to live in large institutions, many adults
live and/or work in smaller congregate set-
tings where exposure to infectious agents
and stressful environments remains a con-
cern.

Health-related Mobility
Health-related mobility refers to the
advantages conferred by good health such
as higher education and income. It con-
tributes to health disparities in that the
healthier one is, the more likely one is to
remain healthy or be able to improve one’s
health through lifestyle choices, environ-
mental protections and access to health
care.

Several studies have demonstrated that
persons with ID are more likely to experi-
ence poverty than the general population'”
and that they have among the highest
poverty rates, lowest average incomes, and
highest out-of-pocket expenses of all popu-
lation groups.’?® In the US, households
with an individual with ID are larger, more
likely to subsist below the poverty line, and
are more likely to be dependent on means-
tested income support.'?! The financial
instability of this group threatens their
access to nutrition, medical care and other
resources. 2122123 Multiple conditions
requiring additional and more comprehen-
sive services add to personal health care
expenses and can strain economic
resources. '

Adults with ID tend to have limited
education and levels of literacy, thereby
limiting their access to health promotion
literature and a myriad of health promo-
tion activities. The education and literacy
levels achieved by individuals with 1D
reflect both limitations inherent in their
disability and the inadequacies of the edu-
cation they receive.

Large-scale health promotion campaigns
(e.g., anti-smoking, healthy eating, regular
physical activity, sun protection and health
care screening messages) frequently require
a level of literacy or abstract thinking that
renders them inaccessible to many individ-
uals with ID. Few resources are available
for persons with ID that describe the dan-
gers of excessive alcohol, tobacco and caf-
feine consumption in terms that enable
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them to make informed decisions about
such use. Thus, research on how low litera-
cy impacts indirectly on health by con-
tributing to poverty, stress, unhealthy
lifestyles, low self-esteem, dangerous work
environments and inappropriate use of
health services is needed for this popula-
tion.

More direct impacts of low literacy on
health have been noted by the National
Literacy and Health Program.'® That pro-
gram cited the incorrect use and mixing of
medications and increased safety risks,
such as home and workplace accidents, as
major contributors to poor health in indi-
viduals with low literacy. In addition, lan-
guage used in pamphlets to explain various
medical conditions is often incomprehensi-
ble to persons with ID.

The ability to know when and how to
access health care is critical to ensuring
one’s health. Currently, systems of health
care rely on an individual’s ability to recog-
nize the need for care, to seek care, and to
coordinate the provision of care. However,
self-referral for consultation is rare in this
population12¢
with ID are less likely to voice psychologi-
cal complaints.® Since people with ID
often lack the ability to recognize health
problems,'? it is important for caregivers

and, in general, persons

and health care professionals to recognize
signs of distress.

Inadequate Access to Essential Health
Services and Other Basic Services

In general, health screening for persons
with ID requires significant improve-
ment.”’ Since this population experiences
health-related problems at similar or higher
rates than the general population, individ-
uals with ID should receive the same array
of preventative health practices throughout
their lifespan.’** When comprehensive
assessments are undertaken, they often
reveal high rates of concurrent treatable
conditions.??

An Australian study of adults with ID
revealed that an average of 2.3 conditions
per person were unrecognized prior to a
comprehensive assessment and an addi-
tional 2.7 conditions per person were con-
sidered unmanaged.? Other studies identi-
fied high rates of previously unrecognized
or poorly managed co-morbidity in this
population. Such conditions include
hypertension, obesity, congenital heart dis-

ease, abdominal pain, respiratory disease,
cancer, gastrointestinal disorders, diabetes,
chronic urinary tract infections, oral dis-
eases, musculoskeletal conditions and
osteoporosis, thyroid disease, hypothermia,
pneumonia, vision impairment and hear-
ing impairment.®#46127132 A recent study
examining the hospitalization of persons
with ID living in Ontario noted high rates
of admission for ambulatory sensitive con-
ditions.'” These admissions, also known as
“preventable admissions”, are due to con-
ditions such as diabetes, asthma and hyper-
tension, which are expected to be managed
by patients outside an in-patient setting.
They are used as a marker of access to
appropriate primary care.

Other barriers to receipt and use of
appropriate health care include characteris-
tics of the individual (e.g., communication
disorders, motor impairments), and fea-
tures of the health care system (e.g., poor
physical accessibility, health-care provider
ignorance and discontinuity in care).

Communication difficulties
Communication difficulties are a major
problem for both persons with intellectual
disabilities and their health-care providers,
and are more common in individuals with
ID than in the non-disabled population.'**
%7 A study conducted in Ottawa, Ontario
found that 27% of adults with ID were
identified by caregivers as needing speech,
language and audiology services.'® There is
a wide range of communication deficits in
persons with ID: some have difficulty
understanding spoken language; others are
non-verbal with no intentional communi-
cation; others use a small number of single
words or single manual signs in specified
situations or augmentative communication
systems (e.g., pictures, assistive devices); a
smaller proportion have extensive vocabu-
lary and are able to communicate using
long sentences. Language is often socially
inappropriate and/or contains speech or
grammatical errors.

The inability or unwillingness of others
to adapt appropriately to the poor commu-
nication skills of many individuals with ID
results in maladaptive behaviours that pose
additional challenges for health profession-
als and parents. Such behaviours con-
tribute to diagnostic overshadowing, with
symptoms related to physical problems
being misinterpreted as being attributable

to ID. The inability to effectively commu-
nicate one’s distress or discomfort makes
the recognition, diagnosis and treatment of
health problems challenging for individuals
with ID, caregivers and health-care

36,43,44,46,126,139,140 Language and

139

providers.
cultural differences compound this issue.
Recently, the English National Board for
Nursing identified insufficient communi-
cation skills training for health care profes-
sionals dealing with person with ID as con-
tributing to their poor health.”® The need
for communication skills training has been
emphasized in both nursing and medicine,
with effective communication between
health care professionals and patients being
an important variable in patient satisfac-
tion and compliance. 1%

Communication difficulties also have an
impact on the availability of research spe-
cific to the treatment of health problems
among persons with ID. Research is often
limited to individuals who are able to con-
sent to participating in research. The pur-
pose of this requirement is to avoid taking
advantage of persons who are unable to
consent but who might reject such partici-
pation if they understood the full conse-
quences of participation. Unfortunately,
however, this also means that individuals
who are not able to consent (or are deemed
unable to do so) do not benefit from par-
ticipating in research that might lead to
better treatments or cures. Since drug
interactions are common, the assumption
that what works in a non-ID population
will work similarly in an ID population is
not necessarily so.

Despite the increased prevalence of com-
munication difficulties in individuals with
ID and the implications of such difficul-
ties, many do not have access to services
needed to diagnosis and respond to these
problems. An Ontario-based study report-
ed that only 35% of adults with ID who
were identified by caregivers as needing
speech, language and audiology services
were actually receiving these services.'?®

Motor impairments and poor accessibility

These are barriers to appropriate care,
especially since physical access to clinics
and treatment centres is a first step towards
consultation.® With respect to women’s
health care needs, medical procedures,
such as mammograms and cervical cancer
screening, are not always possible because
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persons with ID often have musculoskele-
tal problems that prohibit them from using

standard equipment and examination
tables, 146147

Service delivery restrictions

In a review of the health care literature,
Beange and Lennox identified poor com-
pliance to treatment management plans,
poor continuity of care, inadequate knowl-
edge of services and resources, and little
time for examination/consultation as pos-
ing limitations to adequate care provi-
sion.*® Almost three quarters of general
practitioners surveyed indicated that time
restrictions during consultations limit the
quality of care they are able to provide to
people with I1D.% In Canada, fee-for-
service remuneration of physicians does
not include allowances for the additional
time required to adequately assess the
needs and manage the care of individuals
with ID. Some jurisdictions have devel-
oped remuneration schemes that take into
account the increased time demands on
physicians for meeting the health care
needs of special populations such as the

elderly.

Knowledge and attitudes of health-care
providers
Many physicians do not recognize the
health needs of this population and there-
fore overlook potential health complica-
tions. The Surgeon General’s Report noted
reluctance on the part of general practi-
tioners to “get to the bottom” of the prob-
lem, investigate, review and refer.' In a sur-
vey of general practitioners in Australia,
80% said they found it harder to provide
good quality health care to patients with
ID than to non-disabled patients.**
Voelker explains that the lack of stan-
dards of care and best practices for the ID
population, and information on differences
in the manifestation of symptoms, can
cause coexisting syndromes to be misdiag-
nosed or missed completely.'?**° Although
emotional, behavioural, and psychiatric
disorders are three to four times more
common in people with ID, these symp-
toms in persons with mild disabilities and
rare conditions are often overlooked and
assumptions regarding treatment are often
made prematurely.?'?” Alcohol, drug
dependency and depression are likely to be
regarded as behaviour problems and there

is often a lack of differentiation between
mental illness and ID.*% Horwitz and col-
leagues identified two major challenges to
diagnosing mental health conditions in
persons with ID: 1) that providers are
often reluctant to diagnose mental health
conditions in persons with ID and 2) that
there are often difficulties in identifying
symptoms.?’ Symptoms are frequently
attributed to the disability rather than eval-
uated as potentially separate conditions
(ie., “diagnostic overshadowing”). This is
not limited to issues of mental illness. It is
often wrongly assumed that women with
disabilities are not at the same risk for
developing breast and cervical cancers as
the general population, and therefore few
women in this population have access to
screening for these conditions.*'¥

Parents of individuals with ID often
become frustrated with health-care profes-
sionals who they see as being uninformed
about ID.77"!48 Parents often describe
physicians as being aloof and insensitive
when providing diagnostic information, or
not wanting to take the time to listen to
their concerns, or being unreceptive to
their suggestions.””'* Many parents feel
that they have had to educate first them-
selves and then their physicians and other
health care professionals about ID. As a
result, interactions between parents and
professionals can become strained. Parent
advocates and professionals who are also
parents of individuals with ID have
emphasized the need for more collabora-
tive parent-professional relationships.'#’
Although parents participating in an
Ontario study indicated that attitudes and
the general level of awareness among
health professionals about ID had
improved in recent years, they felt that
more exposure to persons with ID, educa-
tion around specific health concerns for
persons with ID, acknowledgement of the
special needs of such individuals, and more
compassion in general would improve
physicians’ relationships with families.””

Two recent Canadian studies considered
the adequacy of psychiatry training in 1D
in our country.”>"® A survey of training
programs revealed, “inadequate training
opportunities exist in many of the residen-
cy programs, particularly those involving
adults and adolescents”? (p.138). The
authors concluded that: “[a]cross Canada,
there have been insufficient advances in

clinical training and service developments
to meet the needs of individuals with
[intellectual] disabilities and comorbid
mental health disturbances.””?

In a survey of 60 senior psychiatry resi-
dents from across Canada, only half indi-
cated they had received training in ID in
their undergraduate medical education and
85% of them felt that more training was
needed. Almost 90% of residents who had
not received undergraduate education on
ID responded that they would have bene-
fited from such information. Eighty-five
percent of respondents reported that they
had some education regarding dual diagno-
sis in their residency program but most
(59%) felt that more information and
training was needed. These concerns,
reported by senior medical residents, sup-
port the need for curriculum enhance-
ments that experts in ID have long recom-
mended.

A recent study showed that general prac-
titioners typically do not see themselves as
the most appropriate professionals to pro-
vide health care to people with disabilities,
and that their general lack of knowledge of
health needs and specialized diagnostic
procedures places them at a disadvantage
when dealing with such patients.'* This
uneasiness stems from the fact that in most
programs, disability issues represent only a
small portion of medical education curric-
ula, and that continuing medical education
is usually not geared towards disability-
related issues. Similarly, a survey of dental
schools indicated that 47% of schools had
8 or fewer didactic hours on the treatment
of individuals with ID, and 65% had 10 or
fewer hours on clinical activities associated
with this population.”" This lack of train-
ing and experience likely influences
providers” willingness to provide treatment
to individuals with ID.?

Initiatives to reduce inequities

In Canada, public policy development is
influenced by the constitutional division of
powers and budgets between the federal
and provincial levels of government.®* The
provinces have traditionally had jurisdic-
tion over matters pertaining to education,
health and social services. The federal gov-
ernment often assists in running various
programs through cost-sharing arrange-
ments and transfer payments to the
provinces in order to promote its national
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policies. The federal government makes
many of its commitments to Canadians
through federal budget speeches and
Speeches from the Throne. The most
recent speeches have mentioned persons
with disabilities specifically, and this group
has been singled out as a key priority for
the current government.

“These federal commitments, how-

ever, do not fit easily within the struc-

tures of the federal government. They
cut across departmental lines, they
affect the operations of many agencies
and they are intimately interwoven
with the jurisdiction of the provinces
and territories as well as the voluntary
and private sectors. This means that
no one jurisdiction — let alone one
federal department — can control deci-
sions, resources and activities. Success
depends on developing and sustaining

a common vision of outcomes, objec-

tives and lines of accountability.”'>?

Protection for persons with intellectual
disabilities is also specifically included
under the equality rights section of the
Charter of Rights and Freedoms of the
Canadian Constitution. It guarantees per-
sons with ID the right to equality before
the law and to equal protection and benefit
of the law without discrimination.

The Canadian government has become
increasingly concerned with the needs of
Canadian citizens with disabilities, in part
because of our aging population. Although
the federal government does not yet have a
national policy concerning the care of indi-
viduals with disabilities or, more specifical-
ly for persons with ID, it has been moving
in this direction.

In the last 10 years, the Government of
Canada has organized task forces, govern-
mental subcommittees and reports looking
at the needs of individuals with disabilities.
In doing so, “Canada has gradually devel-
oped a framework of legislation to protect
those rights of persons with disabilities that
are within the Government of Canada’s
jurisdiction. As well, a number of impor-
tant initiatives have helped bring a sharper
focus to the Government’s efforts to make
progress on disability issues.””®

For example, in 1999 the Government
of Canada released its disability agenda,
entitled Future Directions to Address
Disability Issues for the Government of
Canada: Working Together for Full

Citizenship." The Future Directions docu-

ment built on the framework introduced

in 1998 by In Unison, the federal, provin-

cial and territorial vision of full inclusion

for persons with disabilities.'”™ Although

not specifically speaking to the needs of

individuals with ID (but disabilities in gen-

eral), Future Directions identifies seven key

actions needed to help people with disabil-

ities achieve full inclusion:

1. increase accountability and improve pol-
icy and program coherence;

2.build a comprehensive base of knowl-
edge;

3.build the capacity of the disability com-
munity;

4.address the acute needs of Aboriginal
people with disabilities;

5.improve access and remove barriers to
disability supports and income;

6.enhance employability of persons with
disabilities; and

7. reduce injury and disability rates by pre-
vention and health promotion.

In 2000, the Canadian government
made another important step towards
defining public policy for individuals with
disabilities in general, with the publication
of the report on the In Unison vision.'>
This report on In Unison aimed “to pro-
vide Canadians with a broad view of how
adults with disabilities have been faring in
comparison with those without disabilities,
using both statistical indicators and exam-
ples of personal experiences”.’® The report
built upon common identified objectives
and proposed a “Canadian approach”
based on the /n Unison framework for the
development of disability supports. It
focussed primarily on issues of individual
accessibility and portability.

In December 2002, the Canadian gov-
ernment released its first comprehensive
report on disability in Canada, Advancing
the Inclusion of Persons with Disabilities.”®
The report, issued by the Minister of
Human Resources, describes where
Canada had made progress, how the
Government of Canada had contributed,
and where work remained to be done. As
part of this important effort, the Canadian
government was concerned about the dif-
ferent definitions that various government
departments were using to determine eligi-
bility for provincial and federal programs.
Consequently, the Standing Committee on
Human Resources Development and the

Status of Persons with Disabilities, specifi-
cally asked the Canadian government to
study the harmonization of disability defi-
nitions in federally administered programs.
The Office of Disability Issues was com-
missioned to study and unify existing defi-
nitions of disability, in order facilitate
understanding of the notion of disability
across programs.

The resulting report was published by
the Office for Disability Issues, Human
Resources Development Canada, in late
2003. The report thoroughly examined
disability definitions in the various
provinces and territories, and defined dis-
ability on a federal-program basis.
Unfortunately, this was not done from an
ID perspective. The report also studied
definitions of disability that exist world-
wide. Although it did not position itself on
the adoption of any one definition, it con-
cluded that “[d]isability is a multi-
dimensional concept with both objective
and subjective characteristics. A single har-
monized ‘operational’ definition of disabil-
ity across federal programs may not be
desirable or achievable. And, the scope of
solutions to address the broader issues
identified go beyond definitions.” The
authors went on to suggest:'*®

“This report is not an end in itself. It

does not resolve the tensions men-

tioned earlier but provides, for the
first time, a shared information base
to allow Government of Canada
departments to provide a more coher-
ent picture of its disability policies and
programs and to continue a dialogue
with all stakeholders.... In addition to
the actions identified above, the report
confirms the need for further exami-
nation of the complexities associated
with disability definitions and eligibil-

ity criteria.” (p.48)

While great strides have been made in
Canada in the area of disability policy, the
health needs of persons with intellectual
disabilities have been largely overshadowed
by issues of accessibility, employment equi-
ty and income security for persons with
disabilities, without recognition of the spe-
cific vulnerabilities to poor health faced by
persons with ID. As a result, Canada does
not have a national policy concerning the
health needs of persons with ID; nor do we
have national statistics that provide us with
a portrait of their vulnerability to experi-
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ence health disparities. The Canadian situ-
ation is in contrast to developments in
other countries such as the US, England
and Scotland where a commitment has
been made by governments to adopt an
agenda for change which promotes equity
by addressing health disparities faced by
persons with ID.

In the United States and the United
Kingdom, separate budgets, governmental
committees and research institutes have
been established nationally in order to
improve the health of individuals with ID.
During the last few years, important docu-
ments were written which reflect the cur-
rent state of health and health care for per-
sons with ID in the US, England and
Scotland. These reports describe the need
for “closing the gap”, “valuing people” and
“promoting health, supporting inclu-
sion”."157158 The themes and conclusions in
these reports are the same: persons with ID
are a marginalized group in society, partly
because of their dependence on others for
their care, partly because we do not know
how to appropriately assess their health
care needs, and partly because most health
care professionals are ill-equipped to com-
municate and treat persons with ID. The
policy documents outline similar objectives
in caring for persons with ID.

Closing the Gap summarizes the six goals
and action steps that form the US’
National Blueprint to improve the health
of persons with ID, i.e., to ensure that:

1. health promotion is extended to individ-

uals with ID;

2. information is gathered about the health

needs of persons with ID;

3. the quality of health care is improved;

4. health-care providers are appropriately
trained;

5.sufficient funding is available to meet
the health-care needs of persons with

ID; and
6. there are increased numbers of providers

of care to persons with ID.

In England, where government spending
on individuals with ID surpassed £3 bil-
lion in 1999-2000 (or roughly $6.7 billion
Canadian), the government’s priorities
concerning individuals with ID include:
“[tlo enable people with [intellectual] dis-
abilities to access a health service designed
around their individual needs, with fast
and convenient care delivered to a consis-
tently high standard, and with additional

support where necessary”, and “[t]o ensure
that social and health care staff working
with people with [intellectual] disabilities
are appropriately skilled, trained and quali-
fied, and to promote a better understand-
ing of the needs of people with [intellectu-
al] disabilities among the wider work-
force.””

Priorities for Scotland are aimed at
reducing inequities by targeting five areas
for action. New developments and inter-
ventions are being undertaken relating to:
1. leadership and accountability;
2.infrastructure, including a program of

research focused on health improve-

ments for persons with ID and database
development;

3.specific interventions, such as health
screening program specifically for per-

sons with ID;

4. information; and

5.education, including initiatives pre and
post registration/graduation for health
professionals.'>®

In the US and many parts of western
Europe, there has been a long tradition of
education in the field of ID. In the US, the
aforementioned President’s Committee on
Mental Retardation made many recom-
mendations that included (a) the impor-
tance of interdisciplinary training, (b) best-
practice in services for individuals and their
families, (c) advancement of scientific
understanding, and (d) coordination
between universities and state agencies to
survey the personnel needs in the field.
These recommendations led to the passing
of an American public law specifying that

“...grants were authorized to assist in

the construction of public or non-

profit clinical facilities associated with

a university that would both provide

services and aid in clinical training.

This idea was ‘an active, reciprocal

exchange of information and resources

between communities and universities

that would benefit persons with ID

through improved systems of service

and personnel preparation.”!1¢

The initiatives, which have been or are
being implemented in the United
Kingdom, the US and Scotland are urgent-
ly needed in Canada in order to improve
the health and well-being of Canadians
with ID.

In November 2000 and April 2002,
researchers in the field of ID in Canada

met in Kingston and Vancouver (respec-

tively) because of the “urgent need to

develop training programs for health pro-
fessionals who care for people with [intel-
lectual] disabilities.”® For the first time in

Canada, this effort constituted an opportu-

nity for educators, practitioners and com-

munity leaders to convene at national sym-
posia in order to strategically address gaps
in current education on ID in Canada.

From these meetings came clear priorities

for Canadians that included:

1. the need to lobby for a federal point of
responsibility within Health Canada;

2. the desirability of epidemiological data
regarding ID collected consistently
across all provinces and territories;

3.endorsement and publication of a con-
sistent definition of intellectual disability
across Canada, including standardization
of the assessment description and mea-
sures;

4. establishment of focal points in universi-
ties and colleges for the coordination
and collaboration in ID studies; and

5.the creation of a national association for
intellectual disability.'®!

Since these meetings, two organizations
have been formed to respond to these pri-
orities. The first is the HEIDI program
(Healthcare Equity for Intellectually
Disabled Individuals); a group of
researchers looking at addressing health
disparities faced by individuals with ID
(www.heidiresearch.ca). The second orga-
CARE-ID (Canadian

Association for Research and Education in

nization is

Intellectual Disabilities); an association
striving to increase the number of
researchers and educators in the field of
intellectual disabilities.

CONCLUSIONS

“Good health is essential to quality of
life, and the health and well-being of its
people are essential to the strength of
the Nation.... Yet there is a segment of
our population that too often is left
behind as we work to achieve better
health for our citizens. Americans with
[intellectual disability], and their fami-
lies, face enormous obstacles in seeking
the kind of basic health care that many
of us take for granted.”
Our review suggests that for Canadians
with ID, the situation may not be very dif-
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ferent. Persons with ID do not receive the
services that their health conditions
require. Limitations in domains such as
self-care, literacy and communication are
important barriers to accessing preventa-

and health
Furthermore, the inadequate efforts by

tive restorative care.
governments and communities to accom-
modate these limitations place individuals
with ID at an increased risk for poverty,
physical inactivity, poor nutrition and
greater stress. Barriers to health for this
population are evident at various levels,
including inaccessible health promotion
messages, undiagnosed and untreated med-
ical problems, and the lack of access to
knowledgeable and sensitive health-care
providers. These issues deserve serious
attention as persons with ID are at greater
risk for health problems than the general
population and receive less preventative
care. Furthermore, for persons with ID
there are important disparities in access to
care that are difficult to disentangle from
discriminatory values and practices (such
as reliance on caregivers, lack of training of
health-care professionals, undiagnosed
conditions, and other institutional discrim-
inations which make even the recognition
of the need to access care problematic in
this population).

Achieving health for all means that public
health practice and research must not
ignore this segment of the population. It is
recommended that a clear vision for health
policy and strategies to address health dis-
parities faced by persons with ID in
Canada be created. Such a vision should
include attention to the following areas:

1. enhanced research in genetics, medicine
and health services aimed at ensuring
accurate diagnosis, dissemination of
guidelines for clinical and laboratory
investigations directed at understanding
etiology, and the development of specific
health care watches for management;

2. monitoring uptake of health services by
persons with ID and reasons for discrep-
ancies;

3.developing a greater understanding of
differences in manifestation and treat-
ment of health problems in persons with
1D;

4. training professionals in the different
and special needs of persons with ID,
including how to communicate with
persons with ID and their caregivers;

5. public awareness campaigns and health
promotion activities that include persons
with ID.

Canada does not currently have a policy
document such as England’s Valuing
People White Paper,’ the US Surgeon
General’s Closing the Gap,' and Scotland’s
Promoting Health, Supporting Inclusion,"®
which concern individuals with ID specifi-
cally. There is no major public policy doc-
ument from a federal branch of govern-
ment that promotes society’s values and
goals for Canadian citizens with intellectu-
al disabilities. We need to follow the lead
of these countries and develop a national
agenda that addresses health equity for per-
sons with ID. To facilitate this, we need a
national voice, a forum where researchers,
families, individuals with ID and support
agencies can work together to ensure the
best quality of care for persons with ID. It
is through this forum that national policies
can be developed to secure the rights of
this vulnerable population to the excellence
in health care expected for all citizens of
Canada.

“To be disabled does not mean to be

sick. An individual may have a disabil-

ity and be healthy; however, to be
healthy, like other individuals, indi-
viduals with disabilities need informa-

tion and options that are accessible

and useable.”1¢?
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RESUME

Les déficiences intellectuelles (DI) sont des affections qui apparaissent avant I’age de 18 ans et dont
la conséquence est une limitation significative du fonctionnement intellectuel ainsi que des
capacités conceptuelles, sociales et d’adaptation. Les DI touchent entre 1 et 3 % de la population.
Les personnes atteintes présentent généralement des déficiences physiques, des problemes de santé
mentale, des troubles de I'audition ou de la vue, et des problemes de communication. Ces
incapacités concomitantes, combinées aux limitations du fonctionnement intellectuel et du
comportement adaptatif, rendent ce groupe d’individus particulierement vulnérable a des disparités
sur le plan de la santé. Le but de cet article de synthese était d’examiner les facteurs qui
contribuent éventuellement a rendre vulnérables sur le plan de la santé les individus atteints de DI,
de préciser I’'ampleur et la nature des disparités auxquelles est en butte cette population et
d’analyser les initiatives qui permettraient de s’attaquer a ces différences. Selon cette revue, les
personnes atteintes de DI s’en tirent moins bien que la population en général sous I’angle de
certains indicateurs clés de la santé. Parmi les facteurs de vulnérabilité, nombreux et complexes,
mentionnons I'attitude de la société devant les DI, Iétiologie de ces déficiences, les
comportements dommageables sur le plan de la santé, I’exposition a des environnements malsains,
les problemes médicaux de mobilité, et I’acces inadéquat aux services essentiels de santé et autres
services de base. Dans le cas des personnes atteintes de DI, on note d'importantes disparités quant
a 'acces aux soins de santé, disparités qu'il est difficile de distinguer des valeurs et des pratiques
discriminatoires. Aux Etats-Unis, en Angleterre et en Ecosse, les décideurs ont récemment
commencé a se pencher sur ces questions. On recommande de se doter d’une vision claire en
matiere de politique et de stratégies sur le plan de la santé afin de s’attaquer aux disparités que
subissent les personnes atteintes de DI au Canada.
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ABSTRACT

This article was for prepared for an international think-tank on reducing health disparities
and promoting equity for vulnerable populations. Its purposes are to provide an overview
of homelessness research and to stimulate discussion on strategic directions for research.
We identified studies on homelessness, with an emphasis on Canadian research. Studies
were grouped by focus and design under the following topics: the scope of homelessness,
the health status of homeless persons, interventions to reduce homelessness and improve
health, and strategic directions for future research. Key issues include the definition of
homelessness, the scope of homelessness, its heterogeneity, and competing explanations
of homelessness. Homeless people suffer from higher levels of disease and the causal
pathways linking homelessness and poor health are complex. Efforts to reduce
homelessness and improve health have included biomedical, educational, environmental,
and policy strategies. Significant research gaps and opportunities exist in these areas.
Strategic research will require stakeholder and community engagement, and more rigorous
methods. Priorities include achievement of consensus on measuring homelessness, health
status of the homeless, development of research infrastructure, and ensuring that future
initiatives can be evaluated for effectiveness.
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behaviour; health services
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anada has long had an internation-

al reputation for high quality of

life. For a growing number of
Canadians, homelessness has become a
grim reality and obtaining shelter part of a
daily struggle.! Research on homelessness
is essential for policy-makers, program
planners, service providers, and communi-
ty groups. This knowledge can play an
important role in public education and
awareness campaigns, policy decisions,
resource allocation, program development,
and program or policy evaluation.? The
identification of needs and priorities for
research on homelessness is, therefore, a
valuable undertaking.

The two primary goals of this article are
to provide an overview of previous research
on homelessness and the relationship
between homelessness and health (with a
main focus on Canada), and to spur dis-
cussion regarding strategic directions for
The National
Homelessness Initiative has called for a

future research.
comprehensive Canadian research agenda
to “lay the foundation for understanding
the root causes of homelessness, support
policy development and serve as a resource
for accountability and reporting.”
Development of this agenda will require
active engagement by a wide range of
stakeholders, including homeless people,
those at risk of becoming homeless, service
providers and advocates for homeless peo-
ple,

researchers and research funding agencies.

METHODS

A variety of strategies were used to identify

government representatives,

literature on homelessness that reflected
diversity in both geographical and topical
focus. This was deemed essential consider-
ing that many important sources of infor-
mation are found in reports from govern-
ment and community agencies, in addition
to the peer-reviewed academic literature.
This article is not a comprehensive review
of the literature on homelessness in
Canada, but rather an effort to frame the
different types and areas of research for the
purpose of developing future work.

An initial search strategy involved the
use of electronic databases, including
major social sciences, health and humani-
ties databases. A second strategy sought
out examples of literature from govern-
ment, community, advocacy and service
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websites. Examples of homelessness
research, program descriptions and policy
documents were collected. Canadian litera-
ture was the primary target of these search-
es, but review papers from international
sources were also included for comparison
purposes and to provide additional exam-
ples of interventions. Only documents that
identified homelessness as a major focus
were collected. Papers and reports on hous-
ing policy and programs were only includ-
ed if they focussed on homelessness.

General reports on housing policy and pro-

grams were excluded. Only literature and

reports published since 1990 in English
were reviewed.

Collected documents were reviewed and
categorized. Research was defined broadly
to include the systematic generation of new
knowledge through a variety of means,
including descriptive reports. A more
restrictive definition (for example, one
based on specific methods such as con-
trolled trials) would have excluded a large
proportion of the literature on homeless-
ness in Canada. Research within the fol-
lowing categories were included:

1. conceptual research (examining the defi-
nition/meaning of homelessness),

2. environmental scans (documenting the
extent of homelessness and health and
social issues related to homelessness),

3.methods research (focussing on the
development of new tools for studying
homelessness),

4.needs assessments (focussing on the
needs of the homeless as expressed by
the homeless and service providers),

5.evaluation research (describing the
process and outcomes of programs and
policies), and

6.intervention research (examining the
effectiveness of programs and services).

The scope of homelessness in Canada

Many efforts have focussed on obtaining a
clearer understanding of the nature and
extent of homelessness in Canada.
Canada’s first efforts to provide an esti-
mate of the homeless population began in
1987 through the work of the Canadian
Council on Social Development.! Further
efforts at measuring homelessness have
been undertaken by Statistics Canada.
Data from the 2001 Census indicated that
over 14,000 individuals were homeless in
this country.> Most advocates and

researchers, however, believe that these
numbers vastly under-represent the prob-
lem, and new strategies are necessary to
accurately capture usable information.
Other strategies include the development
of the Homeless Individuals and Families
Information System (HIFIS) that focusses
on capturing more complete information
on shelter users in cities across Canada.*
Specific cities in Canada have also initiated
local homelessness counts in an attempt to
measure the numbers of homeless and at-
risk persons in their jurisdictions.

Examples from large urban areas include
a report on homeless and at-risk persons in
the Greater Vancouver region,’ the
Toronto Report Card on Homelessness,®
and the City of Calgary Homeless Count.”
A number of smaller cities and regions
have produced similar reports.

The challenges associated with obtaining
a clear picture of the scope of homelessness
in Canada included the lack of a consistent
definition of homelessness, difficulty in
identifying homeless persons, the transient
nature of homelessness, difficulty in com-
municating with homeless persons, and
lack of participation by local agencies."®
The definition of homelessness is particu-
larly important. Homelessness can be
viewed along a continuum, with those liv-
ing outdoors and in other places not
intended for human habitation at the
extreme, followed by those living in shel-
ters. These individuals are referred to as
being absolutely homeless. Homelessness
also includes people who are staying with
friends or family on a temporary basis,
often referred to as “couch surfing” or
being “doubled up”. Those at risk of being
homeless, include persons who are living in
substandard or unsafe housing and persons
who are spending a very large proportion
of their monthly income on housing. The
definition of homelessness is not trivial. It
can have profound consequences for poli-
cy, resource allocation, and parameters
used to evaluate the success of homeless-
ness initiatives. This article focusses on
research and interventions related to
absolute homelessness. Much of this infor-
mation has implications for those who are
at risk.

Other important aspects of homelessness
in Canada are the impact of urbanization,
the heterogeneity of the homeless popula-
tion, and the complexity of the causes of

homelessness. Canada is experiencing a
rapid and continuing trend towards urban-
ization, as indicated by the fact that almost
80% of Canadians now live in cities with
populations of 10,000 or more (www.sust-
report.org/signals/canpop_urb.html).
Although homelessness is a problem in
rural areas of Canada, it has become an
obvious crisis in large urban areas, where
availability of affordable housing is limited
due to a loss of rental units and a shortage
of social housing.’

Heterogeneity within the homeless pop-
ulation is important to recognize.
Homelessness affects single men and
women, street youth, families with chil-
dren, people of all races and ethnicities,
life-long Canadians, immigrants and
refugees, and these groups often face differ-
ent health issues.” For most individuals,
homelessness represents a transient one-
time crisis or an episodic problem; for a
distinctly different subgroup of individu-
als, homelessness is a chronic condition.’

There is no single pathway to homeless-
ness. Homelessness is the result of a com-
plex interaction of factors at the individual
level (such as adverse childhood experi-
ences, low educational attainment, lack of
job skills, family breakdown, mental illness

)11-13 and at the societal

and substance abuse
level (such as poverty, high housing costs,
labour market conditions, decreased public
benefits, and racism and discrimination)
(see Figure 1).1%1¢ Research on homeless-
ness has often reflected disciplinary tradi-
tions, with health researchers focussing on
individual risk factors and social scientists
looking at marginalization, exclusion and
economic forces. This is important because
the formulation of the causes of homeless-
ness can become highly politicized and can
influence public perceptions and policies

related to homelessness.'

The health status of homeless persons

Causal Pathways

Homelessness is clearly associated with
poor health. In reviewing the research in
this area, a schema of causal pathways
underlying this association may be useful
(Figure 1). Homelessness has a direct
adverse impact on health (Figure 1, arrow
C). Crowded shelter conditions can result
in exposure to tuberculosis or infestations
with scabies and lice, and long periods of
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Individual
Risk Factors and
Vulnerabilities

Societal Factors
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A
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Factors Other Than
Health and Housing
Status

Quality of Life

Figure 1.

Causal pathways relating homelessness, health, and quality of life.

walking and standing and prolonged expo-
sure of the feet to moisture and cold can
lead to cellulitis, venous stasis and fungal
infections."” However, the relationship
between homelessness and ill health is far
more complex.’® Many risk factors for
homelessness, such as poverty and sub-
stance use (Figure 1, arrow A), are also
strong independent risk factors for ill
health (Figure 1, arrow D). Many people
who are homeless remain at risk for poor
health even if they obtain stable housing."”
In addition, certain health conditions (par-
ticularly mental illness) may contribute to
the onset of homelessness and then in turn
be exacerbated by the homeless state
(Figure 1, arrows C and E). Finally,
improved health and adequate housing are
means of achieving the ultimate goal of
improved quality of life. Researchers are
now recognizing the need to understand
and measure the impact of interventions
on quality of life, in addition to housing
and health outcomes.?

Specific Health Conditions
Homeless people are at greatly increased
risk of death. Mortality rates among street
youths in Montreal are 9 times higher for
males and 31 times higher for females,
compared to the general population.! Men
using homeless shelters in Toronto are two
to eight times more likely to die than their
counterparts in the general population.'®*
The prevalence of mental illness and
substance abuse is much higher among

homeless adults than in the general popu-
lation. Contrary to popular misconcep-
tions, only a small proportion of the home-
less population suffers from schizophrenia.
The lifetime prevalence of schizophrenia is
only 6% among Toronto’s homeless.?
Affective disorders are more common, with
lifetime prevalence rates of 20-40%.'3%
Alcohol use disorders are widespread, with
lifetime prevalence rates of about 60% in
homeless men.?* Cocaine and marijuana
are the illicit drugs most often used by
homeless Canadians.?” Patterns of sub-
stance abuse and mental illness vary across
subgroups of homeless people: single
women are more likely to have mental ill-
ness and less likely to have substance use
disorders than single men.?* Female heads
of homeless families have far lower rates of
both substance abuse and mental illness
than other homeless people.?

Homeless people are at increased risk of
tuberculosis (TB) due to alcoholism, poor
nutritional status and AIDS.?” In addition,
the likelihood of exposure to TB is high in
shelters due to crowding, large transient
populations and inadequate ventilation.?
Canadian data on the incidence and mole-
cular epidemiology of TB among homeless
people are lacking. In the US, more than
half of TB cases among homeless people
represent clusters of primary tuberculosis,
rather than reactivation of old disease.?
Treatment of active TB in the homeless is
complicated by loss to follow-up, non-
adherence to therapy, prolonged infectivity

and drug resistance.?® Directly observed
therapy results in higher cure rates and
fewer relapses.”’ Homeless persons with
positive skin tests without active TB may
be considered for directly observed pro-
phylaxis.!

Among homeless youth in Canada, risk
factors for HIV infection include survival
sex, multiple sexual partners, inconsistent
use of condoms and injection drug use.”
Infection rates were 2.2% and 11.3%
among homeless youths seeking HIV test-
ing at two clinics in Vancouver in 1988.%
In contrast, the prevalence of HIV infec-
tion was only 0.6% in a group of homeless
youths surveyed in Toronto in 1990.% In a
1997 study of homeless adults in Toronto,
the HIV infection rate was 1.8%, with
increased risk observed among individuals
with a history of using IV drugs or crack
cocaine.”” A study of homeless adults and
runaway youth in 14 US cities in 1989-
1992 found HIV infection rates ranging
from 0 to 21% with a median of 3.3%.%

Sexual and reproductive health are major
issues for street youth. Studies of street-
involved youth in Montreal have docu-
mented high rates of involvement in sur-
vival sex, sexually transmitted diseases and
unplanned pregnancy.?»3% Anecdotal
reports suggest that pregnancy is common
among street youths in Canada; in the US,
10% of homeless female youths aged
14-17 years are currently pregnant.’

Injuries and assaults are a serious threat
to the health of homeless people. In
Toronto, 40% of homeless persons have
been assaulted and 21% of homeless
women have been raped in the past year.?’
Unintentional injuries due to falls or being
struck by a vehicle, as well as drug over-
doses, are leading causes of mortality
among homeless men in Toronto.”

Homeless adults suffer from a wide
range of chronic medical conditions,
including seizures, chronic obstructive pul-
monary disease and musculoskeletal dis-
orders.“ Hypertension and diabetes are
often inadequately controlled.4
Homeless people in their 40s and 50s often
develop health disabilities that are com-
monly seen in persons who are decades
older.”® Oral and dental health is poor.#-4

Homeless people face many barriers that
impair their access to health care, even
under the Canadian system of universal
health insurance.! Many homeless persons
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do not have a health card, are unable to
make or keep appointments, or lack conti-
nuity of care due to their transience (i.e., no
permanent address or telephone).!
Homelessness entails a daily struggle for the
essentials of life. Competing priorities may
impede homeless people from obtaining
needed health services.”” Access to mental
health care and substance abuse treatment
remains a crucial issue.”® Obtaining pre-
scription medications can be problematic
and adhering to medical recommendations
regarding rest or dietary modification is
often impossible.”"* Studies from the US
have shown that homeless adults have high
levels of health-care utilization and often
obtain care in emergency departments.’®’!
Homeless people are hospitalized up to five
times more often than the general public*
and stay in the hospital longer than other
low-income patients.>

Interventions to reduce homelessness
and improve the health of homeless
persons

This section provides an overview of the
wide array of interventions reported within
the literature that have attempted to
decrease the prevalence of homelessness
and improve the health of homeless peo-
ple. We have classified these interventions
into four clusters using a taxonomy derived
from the literature, theory and past experi-
ence: (a) biomedical and health care strate-
gies, (b) educational and behavioural
strategies, (c) environmental strategies, and
(d) policy and legislative strategies. For
each cluster, we provide a brief description,
examples of interventions of that type, and
a summary of research gaps and opportuni-
ties within that cluster. These clusters are
not mutually exclusive; some interventions
may fit under more than one cluster.

Biomedical and Health Care Strategies
This cluster of strategies focusses on med-
ical interventions to improve health status
and includes primary health-care pro-
grams, clinical services through outreach
programs, psychiatric treatment teams and
substance abuse treatment. Interventions
that are purely biomedical, however, may
improve the health of homeless people but
fail to address their homelessness. Thus,
interventions that combine health care
with housing and other social services need
to be considered.

Only a small number of studies have
examined the effectiveness of biomedical
or health care interventions for homeless
people using a rigorous controlled design.
Most of these studies have focussed on
homeless persons with mental illness or
substance abuse. For example, studies have
confirmed the effectiveness of the Assertive
Community Treatment (ACT) model for
homeless people with severe mental illness.
ACT involves a team of psychiatrists, nurs-
es and social workers that follows a small
caseload of clients in the community and
provides high-intensity treatment and case
management.®>* Compared to usual care,
patients receiving ACT have fewer psychi-
atric in-patient days, more days in commu-
nity housing, and greater symptom
improvement. A recent example of a com-
bined housing and health service program
is the New York City Housing Initative.>
This program made resources available to
create 3,300 housing units and social ser-
vices support for mentally ill homeless per-
sons. Over two years, people in the pro-
gram stayed in shelters an average of 128
days fewer than similar people in a control
group. The treatment of substance abuse
in homeless persons has been the subject of
a number of studies; a recent review of the
literature is available.>

Gaps in this area include a lack of
research on interventions for homeless
youth or families with children, limited
research on interventions to address health
problems other than mental illness or sub-
stance abuse, and little or no data on the
effectiveness of various models of primary
delivery for the
Opportunities for future research include a

care homeless.
focus on “harm reduction” programs that
seek to minimize adverse health impacts
among homeless substance users rather
than focussing exclusively on abstinence.
Examples include “safe injection sites” for
drug users and shelter-based controlled
drinking programs in which residents are
provided with alcohol on a metered sched-
ule.

Educational and Behavioural Strategies
This cluster of strategies seeks to prevent
homelessness or improve the health status of
homeless persons through educational pro-
grams and behavioural change. Educational
programs may focus on homeless people,
individuals at risk of homelessness, or the

general public. Efforts to promote behav-
ioural change in the homeless include harm
reduction programs, counselling, and refer-
ral services. Education of health-care work-
ers, shelter workers and service providers is
included in these strategies. For example,
the Streethealth Coalition in Ottawa pro-
vides prevention and education on infec-
tious diseases and health conditions often
found in the homeless.”” The Federation of
Non-Profit Housing Organizations of
Montreal promotes education on a range of
basic life skills. Ontario’s Urban Aboriginal
homelessness strategy includes culturally
appropriate programs, such as cultural
counselling and programs, and employment
services.

Examples of programs targeting home-
less or at-risk individuals include tenants’
rights organizations, eviction prevention
services, and groups such as the Safe
Homes for Youth in Ottawa, which pro-
vides education and support for high-risk
youth.” Alternatively, educational initia-
tives may focus on increasing public and
government awareness of homelessness
issues. Examples include a public aware-
ness campaign in Ontario to aid the public
in assisting homeless persons® and efforts
by advocacy groups such as the Canadian
Housing and Renewal Association, the
Centre for
Accommodation and the Housing and

Equality Rights in

Homelessness Network in Ontario to pro-
mote changes in government policy related
to homelessness.

Very little evaluation research has been
undertaken on health education programs
for the homeless.*® This constitutes a major
research gap. Reports of educational and
behavioural interventions have often been
limited to basic program information.
More in-depth descriptions of develop-
ment and implementation processes are
needed; such information could provide a
valuable resource for service providers seek-
ing to begin similar initiatives.
Opportunities for future research include a
need for conceptual research on education-
al and behavioural interventions for home-
less people, studies on how to make these
interventions more accessible and appeal-
ing for the homeless population, and rigor-
ous studies to evaluate the outcomes of
such programs. Such efforts could benefit
from attention to three key factors: moti-

vation of individuals toward change
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through altered knowledge, attitudes,
beliefs and values; enabling individuals to
take action through skill building and
availability and accessibility of supportive
resources; and reward or reinforcement of
positive action.®

Environmental Strategies
Environmental strategies are attempts to
alter the social, economic or physical envi-
ronment in a specific setting to create a
supportive environment that enables and
facilitates behaviour change. This approach
recognizes that the environment or context
in which homelessness occurs may be
altered to enhance desired behaviours or
limit undesirable actions. The environ-
ment or context may vary in scale from a
single program (e.g., a supportive housing
site or outreach program) to a specific
neighbourhood to an entire city, province
or country.

Examples of environmental strategies at
the program level are Street City in
Toronto, which provided services to home-
less persons in an environment designed to
engage individuals unaccustomed to living
indoors,” and the Lookout Emergency Aid
Society in Vancouver, which provided
both short-term shelter as well as long-
term supportive housing for adult men and
women who were unable independently to
meet basic daily needs.® A macro-level
example is the federal government’s
Supporting Community Partnerships
Initiative, which seeks to promote coopera-
tion/coordination at a local level and to
provide “communities with the tools and
resources needed to set their own course of
action” to respond to homelessness in their
community.

Research undertaken in environmental
strategies has largely taken the form of
environmental scans and needs assess-
ments. Two reviews have documented and
categorized a number of Canadian pro-
grams/projects that included environmen-
tal strategies.*”” A number of projects have
provided examples of community develop-
ment processes in the homeless population.
Researchers have outlined lessons learned
while conducting community-based
research on homelessness in Toronto.°!
Others have looked at factors that restrict
or facilitate community participation by
disadvantaged persons.® Opportunities for
research include conceptual work to orga-

nize and frame these efforts, in-depth eval-
uations to ensure that programs have mea-
surable outcomes, and translation of infor-
mation into a form useful for planning.?

Policy and Legislative Strategies

This cluster includes efforts to reduce
homelessness through policies and legisla-
tion related to poverty and its ameliora-
tion, social housing, public health, immi-
gration and law enforcement. Recognizing
that a variety of policy, regulatory, legisla-
tive and political factors create a climate
that has an enormous impact on homeless-
ness and its management, these strategies
focus on the creation of “healthy public
policies.”

Examples of current initiatives include
the government of Alberta’s framework
outlining policy responses to homelessness
with respect to housing and support ser-
vices, local capacity development and gov-
ernmental coordination.®® The 1999
Vancouver Agreement is an example of
collaboration at the federal, provincial and
municipal levels to focus on economic,
social and community development in the
Downtown Eastside neighbourhood,
where homelessness is a major issue.
Examples of public health policies that
have been implemented or considered
include safe-injection sites, needle
exchange programs and other harm-
reduction policies.

These strategies are foundational to all
others, because the absence of a strong
policy-legislative approach to homelessness
will seriously limit and undermine efforts
in other areas. There is a need for work to
examine the impact of various health and
social policies on the lives of homeless peo-
ple. Particularly vital® areas include wel-
fare policy as it affects adults and families
with children, policies that impact young
women,” and practices in the child welfare
system that may contribute to youth
homelessness.®*®” Comparing policies in
different jurisdictions and their impact on
homelessness can provide important
insights.**% Government frameworks on
homelessness call for efforts to ensure
accountability in reaching specific targets
and goals. But, there has been relatively lit-
tle work on policy evaluation in this area.
Future research has the potential to pro-
vide essential information to guide future
policy-making.

STRATEGIC DIRECTIONS FOR

FUTURE RESEARCH ON
HOMELESSNESS

Based our review, we conclude that
Canadian research in the area of homeless-
ness and health faces important challenges.
The complexity of the issue of homeless-
ness requires the involvement of a wide
range of stakeholders, including all levels
of government, service providers, health
professionals, biomedical/social science
researchers, community groups and home-
less people themselves. Both horizontal
integration (across various sectors such as
health, law, housing, social services) and
vertical integration (across federal, provin-
cial, territorial, and local governments, and
within communities) are needed. Second,
the diversity of values, beliefs and perspec-
tives on homelessness must be acknowl-
edged, and public discourse is needed on
the causes of homelessness in Canada and
the appropriate response to this problem.
Third, consensus needs to reached on the
definition of homelessness and the mea-
sures by which efforts to reduce homeless-
ness or improve the quality of life of home-
less people will be judged. Fourth,
researchers need to design and conduct
studies on homelessness that are policy-
relevant and develop strategies to translate
their research into policy and practice.
There has been little research evaluating
the effects of policy on homelessness or
quality of life among the homeless and the
vast majority of programs for homeless
people have not been evaluated. Many of
the evaluations that have been conducted
are of modest quality, but at the present
time, the resources and expertise that
would allow for a robust evaluation are
often not available at the local level.

These challenges should not deter or
diminish current interests and efforts
around research on homelessness and
health in Canada. Rather, they call for
renewed commitment, strategic planning
and wise investment of human and fiscal
resources. Within all six categories of
research there is significant need for further
development. Conceptual research on the
definition and meaning of homelessness
can provide greater clarity in ongoing dis-
cussions of homelessness among advocacy
groups and policy-makers. Environmental
scans that document the extent of home-
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lessness and the health problems of home-
less people are useful, but they remain pri-
marily descriptive in nature. There is a
need to move from this understanding to
outcome measures and interventions.
Methods research could make significant
contributions through the development of
valid/precise measures of quality of life in
homeless people and individuals at risk.
Needs assessment research needs to be sys-
tematically linked to objectives and inter-
ventions. Finally, more high-quality evalu-
ation and intervention research is urgently
needed.

Community involvement is vital in any
work on homelessness and its conceptual-
ization, measurement or change. While
this may seem self-evident, the reality is
that many groups often have limited
capacity for engagement in these efforts.
Concrete efforts are needed to ensure that
communities are able to contribute to, and
participate effectively in, the study of
homelessness and use of research findings.
The primary need is capacity-building to
allow communities to initiate projects in
equitable partnerships with government
and academia. Resources must be made
available to both promote research by vari-
ous community groups and to teach
research skills such as proposal writing and
research design. Potential strategies include
workshops, access to research courses at
academic institutions, the development of
easy-to-use research information, and
financial support to allow community
members to participate in these activities.

The issue of dissemination remains a key
challenge in homelessness research. The
question is how we can best communicate
the lessons, experiences and best practices
of dealing with homelessness. How can
this information be communicated in a
variety of forms and media that are appro-
priate to their target audiences? Significant
barriers exist, including time, personnel,
research capacity and resources.

We suggest three strategic priorities
towards a better understanding of home-
lessness and the implementation and evalu-
ation of efforts to reduce homelessness and
improve the lives and quality of life among
the homeless. The first priority is a nation-
wide effort to achieve a core, consensus
definition and set of indicators related to
the definition and extent of homelessness.
Second, we need clear definitions and mea-

sures for a) the health status of homeless
(and at-risk) groups; b) the use of the
health and social services by homeless peo-
ple; and ¢) relations between homelessness
and broader, non-medical determinants of
health (e.g., income, education, employ-
ment, social support, gender, culture, etc.).
This effort to create a common dataset
would not preclude communities from col-
lecting additional data of local interest and
value.

A third priority must be the develop-
ment of research infrastructure. This effort
would include the development of demon-
stration projects or surveillance systems
that could reliably collect data on the indi-
cators of homelessness. Government-
funded projects that purport to address either
the processes or outcomes of homelessness
should be subjected to an “evaluability”
assessment. Groups such as the Canadian
Consortium for Health Promotion
Research could assist all levels of govern-
ment in determining whether current pro-
jects/programs are in fact, evaluable. We
suspect that many projects and programs
presently lack the necessary and sufficient
conditions to be fairly evaluated. This
effort could move research toward a model
of program evaluation that sets realistic
expectations in terms of measurement of
focussed aspects of homelessness, and one
that provides sufficient time and resources
to allow for appropriate assessment of
homelessness interventions and their
effects.

We encourage investment of the needed
resources toward the science and application
of research on homelessness. Building on its
traditions in health promotion and its
strengths in population health research,
Canada is well placed to be a world leader
in intervention research on homelessness.
This can be a vehicle for building commu-
nity health. These efforts may generate
additional benefits, including commitment
to reducing health disparities, new partner-
ships across academic disciplines, and inter-
sectoral work on the determinants of health.
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RESUME

Cet article a été rédigé en vue d’une conférence de réflexion internationale sur la réduction des
disparités en matiere de santé et la promotion de I'équité dans les populations vulnérables. Son but
était de donner un apergu de la recherche sur le phénomene des sans abri et de stimuler la
discussion sur les orientations stratégiques dans ce domaine. Nous avons retracé les recherches sur
I'itinérance, avec un accent particulier sur celles qui ont été menées au Canada. Les études ont été
regroupées selon leur sujet et leur cadre dans les catégories suivantes : ampleur du phénomene des
sans abri, état de santé de ces personnes, interventions pour réduire le phénomene et améliorer la
santé des individus, et orientations stratégiques pour la recherche future. Parmi les principaux
problemes étudiés, mentionnons la définition du phénomene des sans abri et son ampleur, son
hétérogénéité et les explications contradictoires de la problématique. Les sans abris présentent un
niveau élevé de maladie et le cheminement qui les améne a se retrouver sans-logis et en mauvaise
santé est complexe. Parmi les efforts pour réduire le phénomene et améliorer la santé des individus,
notons les stratégies de nature biomédicale, éducative, environnementale et politique, tous des
domaines caractérisés par de nombreuses carences et possibilités en ce qui concerne la recherche.
La recherche stratégique doit s’appuyer sur I'engagement des partenaires et de la collectivité et sur
des méthodes plus rigoureuses. Les priorités doivent, entre autres choses, porter sur la création d’un
consensus quant a la fagon de mesurer le phénomene, I'état de santé des sans abri, le
développement de I'infrastructure de recherche, et la volonté de s’assurer que I'on puisse mesurer

Iefficacité des futures initiatives.
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The Health of Immigrants and
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Morton Beiser, MD, FRCP, CM

ABSTRACT

Canada admits between more than 200,000 immigrants every year. National policy
emphasizes rigorous selection to ensure that Canada admits healthy immigrants. However,
remarkably little policy is directed to ensuring that they stay healthy. This neglect is
wrong-headed: keeping new settlers healthy is just, humane, and consistent with national
self-interest.

By identifying personal vulnerabilities, salient resettlement stressors that act alone or
interact with predisposition in order to create health risk, and the personal and social
resources that reduce risk and promote well-being, health research can enlighten policy
and practice. However, the paradigms that have dominated immigrant health research
over the past 100 years — the “sick” and “healthy immigrant,” respectively — have been
inadequate. Part of the problem is that socio-political controversy has influenced the
questions asked about immigrant health, and the manner of their investigation.

Beginning with a review of studies that point out the shortcomings of the sick immigrant
and healthy immigrant paradigms, this article argues that an interaction model that takes
into account both predisposition and socio-environmental factors, provides the best
explanatory framework for extant findings, and the best guide for future research. Finally,
the article argues that forging stronger links between research, policy and the delivery of
services will not only help make resettlement a more humane process, it will help ensure
that Canada benefits from the human capital that its newest settlers bring with them.
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dentifying a category of people as vul-
Inerable implies that they suffer a dis-

proportionate burden of illness, lower
than average life expectancy or compro-
mised quality of life. As a group, immi-
grants fulfil none of these criteria.
Immigrants are, on average, in better
health than native-born Canadians, and
have lower mortality rates. However,
shortcomings in immigration and resettle-
ment policy jeopardize immigrants” health
advantage.

Canada selects immigrants on the basis
of attributes such as education, job skills
and youth, all of which are grouped under
the rubric of human capital. Screening
helps ensure that they are healthy as well.!
After immigrants enter the country,
responsibility for assuring they stay healthy
devolves to the provinces. However, aside
from defining a mandatory waiting period
before becoming eligible for health-care
coverage, and arranging surveillance for
immigrants with a history of tuberculosis,
provincial health policies have little to say
about immigrants. Refugees, a sub-category
of immigrants, have, by definition, suf-
fered unusual stresses and assaults on their
health prior to coming to Canada. In some
ways, refugees are like other immigrants.
For example, like immigrants in general,
refugees have lower death rates than
native-born Canadians. However, refugees
are in less robust health than their immi-
grant counterparts, and they have a partic-
ular vulnerability to infectious and para-
sitic diseases.?

Expending a great deal of effort to select
people to become part of Canada, and
then more or less ignoring them is short-
sighted. Resettlement experiences exert
enormous influence on the eventual health
of immigrants and refugees, and on the
likelihood that their human capital will
fulfil its promise.> A century or more of
research concerning the health of immi-
grants and refugees has produced poten-
tially useful findings that are, however,
diverse, scattered and sometimes contra-
dictory. This article advances an integra-
tive framework to help make sense of an
unwieldy literature. It proposes that the
two paradigms that dominated 20* centu-
ry research and practice — the sick and the
healthy immigrant, respectively — were, at
least in part, products of the socio-political
context of the times, and that they fail to
do justice to a complex issue. It further
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proposes that the current gap between
research, policy and practice must be
bridged to help ensure that the people who
come to this country in apparent good
health stay that way.

Background: Canada and immigration
Eighteen percent of the people living in
Canada were born somewhere else.? In the
expectation that immigration will help
rejuvenate an aging society, provide both
skilled labour where it is needed and
unskilled labour for jobs Canadians do not
want, and help to ensure present and
future competitiveness in the global econo-
my, Canada admits between 220,000 and
240,000 new settlers each year.? For rea-
sons having nothing to do with economic
benefit, or with compensating for the grey-
ing of a nation, about 10% of Canada’s
annual immigration quota consists of
refugees, people deemed to be in need of
refuge and protection. Canada is one of
roughly 150 countries to have signed a UN
Convention, signalling a commitment to
protect the persecuted and stateless.
Canada is also part of a much smaller
group of these Convention signatories —
about 20 — who offer not just temporary
protection, but the option of permanent
resettlement.

National discourse tends to focus on
whether immigration fulfils the promise of
net economic benefit and on the effects of
immigration on social cohesion. The
neglect of immigrant health is not only
irresponsible, it is wrong-headed. Health is
integral to immigrant human capital. If
their health is compromised, immigrants
cannot achieve their full economic and
social potential. Moreover, immigration
demands changes in social institutions,
none more so than in health and health
care; an effective response to this challenge
requires information and the development
of appropriate expertise.

As they have ever since Confederation,
immigrants and refugees resettle in
Canada, adjusting and changing their lan-
guages, habits, dress, foods and values in
the process. They also reshape the lan-
guage, habits, dress codes, foods and values
of Canada.

Change brings challenges to new settlers
and the resettlement country alike.
However, nothing in the 100-year history
of Canada prepared either the country or

the immigrants and refugees it received for
the diversification in migration flows that
began in the 1970s. Before 1970, most
immigrants (70% or more) came from
Europe, with the United States a distant
second (about 15%); Asia was the source
region for 10% or fewer of all immigrants,
and Africa, the Middle East and the
Caribbean accounted for the remaining
5%.' Post-1970 figures document a star-
tling reversal. By 2002, Europe and the
UK accounted for only 17% of immigrant
flows, the US for only 2%. South and
Central America (9%), Africa and the
Middle East (20%), and Asia and the
Pacific (52%) have replaced so-called tradi-
tional sources of immigration.*

Although Canadian societal institutions
— the economy, education, and health —
have been slow to respond, the country’s
changing makeup can no longer be
ignored. To adapt to change, the care-
giving sector requires information about
the health of immigrants and refugees, and
about how this evolves over time; an
understanding of health determinants,
some of which may be similar to those in
the majority culture population, others of
which may be unique; an analysis of the
match between health needs on the one
hand, the use of health and related services
on the other, and an appreciation of how
socio-political context can affect research
about and care for new settlers.

Models of immigrant and refugee
health

Three somewhat conflicting paradigms
have influenced the conduct of immigrant
health research: nation states have always
been cautious about admitting strangers
who might be a menace to the health of
the indigenous population, or a threat to
its economic well-being. Consistent with
these time-worn concerns, the sick immi-
grant paradigm proposes that it is the least
healthy and well-adjusted people who
choose to emigrate from their home coun-
tries of origin. Taking Canada’s rigorous
selection policies as its point of departure,
the healthy immigrant paradigm portrays
immigrants as the cream of the world’s
crop. According to this framework, if
immigrants become ill as they resettle, it is
likely due to convergence and/or resettle-
ment stress. Convergence is a process
through which, because immigrants are

exposed to the health risks encountered by
resident Canadians, their good health
declines to the more mediocre Canadian
average. The resettlement stress model pro-
poses that declining health may be due to
stresses inherent in the resettlement
process. The interaction framework pro-
poses that health is the outcome of inter-
acting processes including predisposition —
which may be genetic, or based on pre-
migration exposures and experience — as
well as post-migration stressors and indi-
vidual and social resources.

The Sick Immigrant Paradigm

Until at least the middle of the 20% centu-
ry, the idea that immigrants were sick and
that the public needed to be protected from
them dominated North American thinking.
There was good reason for this, since it was
immigrants from Europe who brought
measles, smallpox, cholera and syphilis to
the continent in the 16™ and 17®
centuries.! Protecting the public’s health
and economic well-being continues to
guide federal policy. For example, Canada’s
Immigration and Refugee Protection Act
refers to migrant health in only one place,
s. 38.1, which mandates rejecting an appli-
cant if he/she is (a) likely to be a danger to
public health, or (b) to pose a danger to
public safety, or () if he/she might reason-
ably be expected to cause excessive demand
on health or social services. The last restric-
tion does not apply to refugees or persons
admitted to rejoin family. Regulations
stemming from the Act call for continuing
provincial surveillance of immigrants or
refugees who have been granted permanent
residence status, but who have evidence of
inactive tuberculosis or who have been suc-
cessfully treated for syphilis.

Refusing entry to people who might
jeopardize public safety and/or empty the
public purse seems reasonable. Politics can,
however, all too easily use concern for the
health of the public as a convenient smoke-
screen. Late 19" century Canada was
ambivalent about immigrants who did not
come from the “right” places, meaning
Britain, northern Europe and the United
States. The country needed cheap Asian
and southern European labour to help
build the railroads, cut down forests and
work in mines, and it needed eastern
European know-how to make central
Canada’s fields produce grain. But it was
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not at all sure that Canada wanted these
people to stay.” Selection and settlement
policies militating against non-white immi-
grants remained in effect until 1967, when
they were replaced by a colour-blind sys-
tem based on points assigned according to
an applicant’s human capital.

Rather than always supplying ballast for
reasoned argument, science has been a
sometimes naive, sometimes complicit
bedfellow of politics.

Unitil well after World War II, the sick
immigrant paradigm fuelled anti-immigrant
discourse. Psychiatry provides the most
obvious example. G.F. Bodington, a pow-
erful British Columbia mental hospital
superintendent, inveighed against foreign
governments for shipping off to Canada
“weak-minded young persons...[to]...
swell the ranks of the already too numer-
ous lunatics....”> Toronto-based C.K.
Clarke, a leader of pre-World War II
Canadian psychiatry, wrote articles with
titles such as “Keeping this young country
sane,” in which he cautioned that the
influx of the genetically weak threatened to
impair the quality of Canadian stock.”® A
popular explanation for migrants’ putative
mental fragility was that they were individ-
uals who chose to leave home because they
were the least well-integrated, and perhaps
the least competent people in their respec-
tive societies.'"!?

Statistics showing that mental hospital-
ization rates among immigrants were high-
er than among the native-born lent cre-
dence to the mentally sick immigrant para-
digm."*" However, hospital statistics con-
fuse the amount of mental disorder a
group suffers with the resources they can
call upon to deal with problems. When
mental illness strikes a member of a small,
isolated or fragmented community, he or
she may experience different treatment
than someone suffering the same type of
disorder who belongs to a community that
can call on traditional healers, supportive
family, or health-care professionals who
understand the language and share the
ethnocultural background of the patient.
Hospitalization — usually the last resort in
an episode of illness — may take place
quickly in the first scenario, but take much
longer, or even be avoided, in the second.
A groundbreaking study by H.B.M.
Murphy'¢ illustrates this point. Murphy
showed that mental hospitalization rates

for immigrant groups in Canada increased
as the size of the like-ethnic community
decreased. Consistent with these findings,
Bland and his colleagues'” demonstrated
that migrants as a whole were no more
likely than members of the general public
to be hospitalized for schizophrenia.
Immigrants who were also members of
ethnic minorities were, however, over-
represented on hospital rolls.

Undeterred by methodologically flawed
studies, leading psychiatrists such as
Bodington and Clarke argued in favour of
psychiatric surveillance to make it tougher
to get into Canada. Interestingly, although
health officers during the early years of the
20* century could turn down a prospective
immigrant if they found any evidence of
insanity, neurosis or feeble-mindedness,
psychiatric disorder accounted for less than
1% of all rejected applications.’

Psychiatry played a more significant role
in a second method of crowd control —
expulsion. Between 1900 and 1940,
approximately 10,000 people were expelled
from Canada every year, 10% of them —
nearly 1,000 annually — for psychiatric rea-
sons. Statistics from the one province,
British Columbia, that recorded deporta-
tions by country of origin, suggest ethnic
bias. Between 1921 and 1936, 6-7% of
Canadian immigrants who had been born
in the UK and admitted to a mental hospi-
tal were deported: comparative figures for
Finns were 35%, for Hungarians 40%, and
for Slovaks 65%.°

Nowadays, all immigrants, with the
exception of refugee claimants, undergo
comprehensive medical screening before
entry. Perhaps partly as a result of these
practices, newly resettling immigrants are,
on average, healthier than resident
Canadians.>'®% Nevertheless, the idea that
immigrants bring with them diseases such
as syphilis, malaria and tuberculosis (TB)
continues to be evoked as an argument
against immigration.*

Screening and mandatory pre-entry
treatment obviate the spread of syphilis by
immigrants, and the mosquito vector nec-
essary to infect humans with malaria is not
found in Canada. However, TB is a more
serious issue.

The major source countries for contem-
porary immigration are burdened with
high rates of TB. For example, in the
Philippines and China — currently the two

major sources of Canadian immigration —
the rates are 316 per 100,000 and 88 per
100,000 respectively. In Afghanistan, a
major refugee-sending country, TB cases
number 321 per 100,000.%

Tuberculosis rates fell in Canada
throughout most of the 20" century,
reaching an all-time low of 6.9 cases per
100,000 per year in 1987. However, rather
than continuing to fall, the prevalence of
the disease has since stabilized, and contin-
ues to hover within a range of 6.9 to 7.4
cases per 100,000 per year. Immigration
helps account for TB’s tenacity. Although
the foreign born make up approximately
18% of Canada’s population, they account
for almost 60% of all cases of TB.* Most
cases of active infection occur within five
to seven years after initial resettlement.?’%
Immigrant-receiving countries in Europe,
Australia and the US have reported consis-
tent findings: immigrants and refugees
have a 4- to 10-fold greater risk of develop-
ing TB than non-Aboriginal native-born
people‘27,31,34—38

Do immigrants and refugees bring TB
with them, as the sick immigrant paradigm
suggests?

The rigorous health screening immi-
grants undergo as part of their entry
requirements argues against this interpreta-
tion. Both Canada and the US require that
immigrant applicants have a negative spu-
tum culture and a normal chest X-ray. The
system is not foolproof, however. People
admitted under non-resident visa cate-
gories — a category that includes inland
refugee claimants — do not receive pre-
entry screening. Fraud is another possible
explanation. Although plausible, and the
subject of many anecdotes, the use of
fraudulent X-rays is difficult to establish,
its possible impact on the high rates of TB
among new settlers probably impossible to
determine.

For hundreds of years, countries have
used quarantine to protect themselves
against importing infectious illnesses.
Although it does not quarantine prospec-
tive immigrants suspected of having TB,
Canada disqualifies applicants who have
X-ray abnormalities compatible with active
TB until they have been successfully treat-
ed and found to be free from active
disease.!

Modern-day quarantine has sometimes
jeopardized health. During the winter of
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1993-94, Dutch researchers studied the
health of refugees who, while waiting to be
officially processed, were housed in an off-
shore cruise ship. By the time health
inspections took place, TB had spread not
only among the refugees themselves, but
also among the staff. The mini-epidemic
was not the result of high initial rates of
disease. Although there were a few carriers
among the group placed under quarantine,
disease spread resulted from inadequate liv-
ing conditions and poor ventilation.”

In his book, Silent Travellers: Germs,
Genes, and the Immigrant Menace, Kraut™
describes late 19 century and early 20
century screening of immigrants on Ellis
Island in New York. Charged with identi-
fying carriers of dangerous or loathsome
diseases, insanity and idiocy, medical offi-
cers examined thousands of would-be
immigrants with a long list of conditions
that could exclude entry. Despite rigorous
screening, most immigrants proved to be
healthy, and were admitted. Within a few
years, however, the new settlers were suf-
fering high rates of illness, including TB.
In Kraut’s view, immigrants had not
brought TB with them, but, instead, con-
tracted it after being admitted to the US
where they faced overcrowded living con-
ditions and poor diets, and were subjected
to exploitative and physically hazardous
work situations, all of which increased the
likelihood of exposure and decreased their
resistance to disease.

Explanations like Kraut’s, which shifted
the onus of disease from the individual and
placed it in the lap of society, were consis-
tent with the socio-political climate of the
1950s, 60s and 70s. The new optimism
about human nature characteristic of these
times prompted a new social construction
of immigrants: perhaps they were not all
sick or misfits, but strong, adventurous
and healthy people. The “healthy immi-
grant,”"% a popular construct consistent
with post-1960s values, offers both good
news and bad news. It proposes that immi-
grants are healthy when they arrive, but
that they are fated to lose this advantage.

The Healthy Immigrant Paradigm

According to analyses of Canada’s
National Population Health Survey
(NPHS) data,”*** short-stay immigrants
(people present in Canada 10 years or less)
have fewer chronic illnesses and less dis-

ability than either native-born Canadians
or long-term immigrants. After 10 years,
immigrant and native-born health patterns
are similar. Using a different data set, the
Canada Community Health Survey,
Perez®? describes a similar pattern.
Immigrants present in Canada for less than
29 years have a lower risk of suffering a
chronic health condition than their
Canadian-born counterparts. However, the
age- and sex-adjusted odds ratios for
chronic illness among immigrants living in
Canada 30 years and more equal those for
non-immigrants.

There are conceptual and methodologi-
cal issues that provide a basis for caution in
inferring that resettlement makes people
sick. First, studies that appear to support
the concept have not been based on longi-
tudinal follow-up of newly settled immi-
grants, but, instead on comparing the
health of new settlers with those who came
earlier. As already noted, in the years fol-
lowing 1970, immigrants began to come
from very different parts of the world than
the majority of their predecessors. Cross-
sectional analyses run the very real risk of
confounding time with cohort effects.
Secondly, although the trends seem to
apply to chronic conditions in the aggre-
gate, specific conditions do not display a
clear-cut pattern. For example, heart dis-
ease among men and cancer in women fol-
lows the trajectory predicted by the healthy
immigrant effect. However, there is no
demonstrable association between length
of residence and increased risk of heart dis-
ease among women or cancer among men,
or of diabetes or high blood pressure
among either sex.”?

Research reports supporting the healthy
immigrant paradigm effect often fail to
acknowledge that “immigrant” is far from a
homogeneous category. For example, Chen
et al.”” and Newbold et al.,?? both of whom
affirm the healthy immigrant effect, also
present data showing that immigrants from
the Americas and Europe tend to be in
worse health than immigrants from Asia
and Africa. Asians and Africans tend to be
more recent arrivals,' and have perhaps been
subjected to more rigorous screening than
people who came to this country earlier.

Aside from cohort effects, selective in-
and out-migration could help explain the
healthy immigrant effect. The subsample
of immigrants coming to Canada whose

ambitions go unrealised and who choose to
leave, tends to be the most highly skilled*
and may be the healthiest.”> Selective out-
migration of the healthiest people could
account for the apparent decline in immi-
grant health.

Determining the extent to which the
putative healthy immigrant effect applies
to all or even any immigrants, and to all or
any illnesses, and the extent to which it is a
research artefact, constitutes an important
research priority.

Two subcategories of the healthy immi-
grant model — convergence and resettle-
ment stress — are based on proposed mech-
anisms explaining deterioration in immi-
grant health over time.

Convergence

According to the convergence premise,? 44
exposure to the physical, social, cultural
and environmental influences in a destina-
tion country sets in motion a process in
which migrant patterns of morbidity and
mortality shift so that they come to resem-
ble the (usually worse) health norms of the
resettlement country.

Part of the shift is passive, a product of
immigrants’ and their native-born counter-
parts’ exposure to the same environmental
toxins, stressors and pollutants. Part of the
change may be due to more active process-
es such as adopting receiving society bad
habits including smoking, drinking to
#50 and/or

abandoning protective health behaviours

excess, and eating junk foods,

that characterize many immigrant cultures.

Some research on cardiovascular dis-
orders — conditions that account for one
third of deaths worldwide’! — is consistent
with the convergence model. Marmot and
Syme,** for example, found a higher preva-
lence of heart disease among Japanese male
migrants to California and Hawaii than
among their non-migrant counterparts in
Japan. The authors also observed a dose-
response relationship: coronary heart dis-
ease was three to five times more common
among the most acculturated, as compared
to the least-acculturated immigrants. First-
generation Japanese immigrants in Hawaii
had less cardiovascular disease than the sec-
ond generation, whose health profiles
approximated those found among native-
born Hawaiians.

Obesity is becoming one of the industri-
alized world’s major health concerns.”® In
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Canada, the prevalence of obesity rose
from 5.6% in 1985 to 14.8% in 1998
and in the US obesity is a contributing
cause of 280,000 deaths per year.>

China and Africa, two of Canada’s lead-
ing source regions for immigration, boast
the lowest rates of obesity (<5% of the
population) in the world,*® an observation
suggesting that immigrants should be less
prone to obesity than Canadians in gener-
al. Reports based on data from Canada’s
National Population Health Survey
(NPHS) appear to bear this out.”® The
observation that the prevalence of over-
weight (Body Mass Index >25) seems to
increase with increasing length of stay in
Canada®” implicates Canada’s bad health
habits as a possible risk factor.
Unfortunately, immigrants are under-
represented in the NPHS, a limitation that
obviates potentially informative analyses
that could take into account factors such as
age, gender, ethnicity, exercise and diet.

Obesity is linked with type 2, or non-
insulin dependent diabetes, a condition
affecting 177 million people around the
world, and implicated in approximately
4 million global deaths per year.>8-60
Studies suggest that the prevalence of type
2 diabetes rises in concert with emigration
from less affluent, to more affluent coun-
tries. After relatively diabetes-free immi-
grants resettle, their health apparently dete-
riorates. Immigrant rates of diabetes do
not, however, converge with majority pop-
ulation norms, they overshoot them.>®
South Asian immigrants in Canada, for
example, have higher rates of type 2 dia-
betes than native-born Canadians® and in
the UK, South Asian immigrants have five
times more type 2 diabetes than members
of the indigenous British population.®

Some Canadian data about cancer
among Iralian migrants and their
offspring®® are more consistent with the
convergence model. First-generation
Italian immigrants have low rates of colon,
lung and breast cancers — diseases with an
etiology strongly embedded in environ-
mental factors — while rates of illness
among their offspring are midway between
those of their immigrant parents and mem-
bers of the receiving society. Balzi et al.®
also report a dose-response effect: the risk
that immigrants will develop colon cancer
increases with increasing length of time in

Canada.

Asians who migrate to the US have a
higher risk of developing colorectal cancer
than their counterparts who remain in
Asia. Compared to US-born Caucasians,
Chinese and Filipino immigrants have
lower rates of colorectal cancer. However,
Chinese and Filipinos born in the US have
higher rates than US-resident members of
the same ethnocultural communities who
were born abroad. It is tempting to invoke
the idea that, as Asians adopt western diets
which are typically high in meat, sugar and
alcohol — foods associated with increased
risk for cancer® — the risk of developing
the disease rises accordingly. Research
demonstrating that descendants of
Japanese immigrants are more likely than
the first generation to eat western rather
than Japanese-style meals,” and that, com-
pared to their counterparts born abroad,
US-born Japanese eat more sugar, drink
more alcohol, and consume more calories
per day® lends credence to this interpreta-
tion.

Immigrant men experience a greater risk
of rectal cancer during resettlement than
immigrant women, possibly because
women change their dietary habits more
slowly than men.®** Women are, however,
not immune to rectal cancer, nor apparent-
ly to the effects of resettlement. Compared
to Asian women born in their home coun-
tries, US-born Asian women have a 60%
increase in rates of cancer. In comparison
with women born in Asia and whose four
grandparents were also born there, women
born in the US and who had one grand-
parent who had also been born in the west
had a risk of cancer 1.4 times greater; for
women with two western-born grand-
parents, the risk rose to 2.2, and for three
grandparents, it rose to 2.9.7

The increase in risk for colorectal cancer
coincident with immigration status is par-
ticularly dramatic among Japanese.
Compared to Japanese born in Japan, US-
born Japanese are twice as likely to develop
cancer. Japanese born in the US not only
have higher rates of cancer than their non-
immigrant and foreign-born counterparts,
but a 60% greater risk of developing the
disease than US-born Caucasians.®

Countries routinely use infant and peri-
natal mortality rates to index economic
and social development. According to
Carballo, Divino and Zeric,”” immigrant-
sending countries tend to have high infant

and perinatal mortality rates. In line with
this observation, research has demonstrated
that, compared to native-born women,
immigrant women in France and Britain
experienced higher risks of perinatal mor-
bidity and mortality.”*73

Other research, however, qualifies inter-
pretation of such results by demonstrating
that perinatal mortality rates vary, not
according to immigration levels in general,
but according to the ethnicity and country
of birth of immigrant mothers. For exam-
ple, UK studies have demonstrated partic-
ularly high perinatal mortality among
immigrants from Pakistan and the
Caribbean.®737> Moroccan and Turkish
women living in Belgium have higher than
average perinatal and infant mortality
rates. In Germany, rates of perinatal and
neonatal mortality were higher in foreign-
born groups, especially babies born to
Turkish mothers.®” Findings bearing on
perinatal mortality might be explained by
socio-economic disadvantage, a factor
often overlooked in the analysis of research
data pertaining to immigrants.

Ali"® suggests that the healthy migrant
effect applies to mental, as well as physical
health. Using data from the Canadian
Community Health Survey (CCHS), a
study of 131,000 Canadians aged 12 or
older, Ali demonstrated that all immigrants,
with the exception of those who had been in
the country 30 years or more, had lower
rates of depression and alcohol dependence
than the Canadian-born population. The
risk of mental disorder among long-stay
immigrants was, however, higher than that
for the age-matched segment of the general
Canadian population. Ali’s claim that these
data demonstrate the healthy immigrant
effect is, however, far from compelling. First,
the CCHS data are cross-sectional, not lon-
gitudinal. Inferring longitudinal trends from
cross-sectional findings risks the confound-
ing of time with cohort effects. Canadian
immigration patterns have changed dramati-
cally over a 30-year period. Immigrants tak-
ing part in the CCHS who had been living
in Canada 30 or more years are highly likely
to have come from Europe or North
America. Immigrants who arrived in more
recent years are more likely to have their ori-
gins in Asia and Africa, regions with low
rates of depression and alcohol depen-
dence." Unfortunately, Ali’s investigations
of the effect of length of resettlement do not
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include country of origin or ethnicity. The
evidence for convergence is, furthermore,
compromised by the fact that rates of dis-
order among different length-of-stay cohorts
is not linear, but, instead, highly irregular.

Ali’s data provide a plausible basis for
inferring that immigrants present in
Canada 30 or more years are a group at
high risk for mental disorder. It may be
that more rigorous selection processes in
recent years account for healthier immi-
grant cohorts. Alternatively, as Lai’s’® data
suggest, aging may be a more risk-prone
process for immigrants than for the
Canadian-born.

By definition, the convergence model
proposes that, as newly arriving immi-
grants become increasingly exposed to the
environments their native-born counter-
parts have always known, the superior
health of the former inevitably declines
until it equals that of the latter. As research

B 27,33-37
3

about cancer,” T cardiovascular

disorder,”” overweight,”” neonatal and peri-

7073 and mental illness'®”®

natal mortality,
demonstrate, however, the average health
of new immigrants does not always deteri-
orate to equal that of the receiving society:
it can get worse.?>%¢78 This phenomenon,
called immigrant overshoot, directs atten-
tion to risk factors unique to resettlement,
as well as those which immigrants may
share with members of the receiving soci-
ety, but whose effect may be amplified by
the resettlement experience.

Resettlement Stress

The resettlement stress paradigm provides
an explanatory framework for immigrant
overshoot. According to this model, stress-
es such as unemployment, poverty and lack
of access to services have an adverse effect
on everyone, but immigration and resettle-
ment increase the probability of experienc-
ing these stresses. For example, during
their first 10 years in Canada, an immi-
grant is much more likely to live in poverty
than a 81-83
Immigrant families with children are three

native-born Canadian.

times more likely to be poor than their
native-born counterparts.®> Poverty not
only increases the likelihood of exposure to
risk factors for diseases but also compro-
mises access to treatment. %

In addition to increasing the risk of
exposure to adversity, the immigrant situa-

tion can amplify the damaging health

effects of adverse circumstance. Although
unemployment jeopardizes the health of
both immigrants and the native-born,* it
seems to affect immigrants more powerful-
ly,?? perhaps because, during difficult
times, immigrants have fewer resources to
call upon than their native-born counter-
parts.

Age increases the probability of illness
for everyone, but it may affect immigrants
more profoundly than the native-born.
The health status discrepancy between
immigrants aged 50 and older and their
younger counterparts is even more striking
than it is between older and younger peo-
ple in the general population.'®

Marginal socio-economic status — an all
too common experience for immigrants
and refugees, particularly during the early
years of resettlement — not only increases
the likelihood of exposure to risk factors,
but compromises survival rates in diseases
such as cancer.®” Inadequate access to
screening and prevention programs may be
part of the explanation.®# A California
study demonstrated that Asian women,
with the possible exception of Japanese and
Filipino, were far less likely than women in
the general population to have received a
Pap test for cervical cancer during the three
years prior to the survey. The author of the
study®® raises the concern that differential
rates of immigrant versus non-immigrant
participation in screening programs may be
in part the product of a “false sense of
security,” shared by health providers and
immigrants themselves, that Asians are
resistant to cancer. To counter this false
sense of security, information such as the
fact that Vietnamese women are five times
more likely than white women to develop
cervical cancer® should be widely dissemi-
nated. Limited English proficiency also
creates barriers to preventive health care:
although 63.8% of Korean women partici-
pating in a US study who were proficient
in English reported having a mammogram
within the previous two years, the figure
dropped to 45% among women with lim-
ited linguistic proficiency.®” Data from the
province of Ontario demonstrate that most
women do not follow breast screening
guidelines suggested by their physicians.
Economic disadvantage and health literacy
are among the factors predicting non-
adherence.®® Since early detection has enor-
mous impact on survival, Canadian

research on immigrant’s access to, and use
of, cancer screening programs is urgently
needed.?

Socio-economic and ethnocultural status
affect not only access to service, but to
quality of care. Blacks with diabetes have
more amputations than whites and diabetes-
related mortality is increasing more quickly
among minorities than among majority
culture populations.®” Black, Puerto Rican,
Japanese, Hawaiian and Filipino women in
the US are more likely than women in the
general population to deliver low birth-
weight infants. Low birthweight, defined
as less than 2500g, has multiple causes,
most of which, including caloric intake,
smoking, alcohol consumption, lack of
social support and stress, affect the mother
and/or the developing fetus.”**? Inadequate
prenatal care, a difficulty disproportionate-
ly experienced by socio-economically and
culturally marginalized communities, also
increases the risk of low-birthweight babies
and infant deaths.”**® Since the putative
causes of low birthweight — risk-inducing
health habits and deficiencies in care —
tend to heap at the bottom of the socio-
economic ladder, they are considered part
of the explanatory chain linking socio-
economic disadvantage to infant deaths.

An “epidemiological paradox” challenges
the explanatory power of socio-economic
disadvantage as a sufficient explanation of
low birthweight or of neonatal death. A
team of US researchers” carried out a
study of perinatal health among four
groups: immigrant Asian, immigrant
Mexican, US-born Black, and US-born
Caucasian women. In comparison with
their white counterparts, US-born Blacks
and foreign-born Mexican mothers experi-
enced more putative risk factors including
inadequate prenatal care, teen births, a
greater tendency to rely on public rather
than private care, and lower levels of
maternal and paternal education. Foreign-
born Asian Indian mothers, on the other
hand, were highly likely to enjoy good pre-
natal care, were rarely teenagers, and the
average level of maternal and paternal edu-
cation was higher than in the four compar-
ison groups. As expected, the US-born
Black women were highly likely to deliver
low-birthweight babies, and to experience
elevated neonatal mortality rates. Despite a
comparably high-risk profile, however,
Mexican rates for low birthweight and
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neonatal mortality were no higher than
those found among US-born Caucasian
women. Although socio-economically
advantaged in comparison to the other
three groups, Asian Indian women had
higher levels of low-birthweight babies,
higher levels of fetal mortality and infants
who were more likely to demonstrate
growth retardation.

Retention of traditional health behav-
iours offers a possible explanation for epi-
demiological paradox. Rumbaut and
Weeks'® analyzed birth records for a large
US sample of foreign- and native-born
women giving birth between 1989 and
1991. Despite the socio-economic advan-
tage of the US-born mothers, immigrant
women were, on the whole “superior
health achievers” because they were more
likely to enjoy social support during preg-
nancy, less likely to smoke, drink alcohol,
or take drugs, and their diets, even if defi-
cient in calories, tended to emphasize car-
bohydrates and vegetables rather than fats,
oils and sweets. Canadian research offers
some confirmation of the superior health
achiever effect. Doucet et al.'®! found no
difference in rates of low birthweight or
prematurity among native-born and immi-
grant mothers in Quebec. A follow-up
Study‘)o,‘)l
ed immigrant women delivered more low-

birthweight babies than their less accultur-
h102—104

suggested that highly acculturat-

ated counterparts. Other researc sug-
gests that the higher the level of cultural
retention, the greater the tendency to
breastfeed.

Although it supports some of the tenets
of the resettlement stress paradigm,
research in mental health also reveals its
inadequacies. During the post-World War
II era, when notions about the sick immi-
grant were being reconsidered, a particular
variant of the resettlement stress paradigm,
known as the disillusionment model,
became very popular. Despite having been
based on a very limited number of observa-
tions — primarily of World War II dis-
placed persons under psychiatric care — the
disillusionment model gained surprisingly
widespread acceptance. According to the
model, the psychological process of adapt-
ing to a new country followed predictable
phases.!®!"% During an initial phase —
sometimes called the euphoria of arrival —
the mental health of immigrants was equal
to, or even better than that of the host

country population. The second phase,
inevitably overtaking the first, was a phase
of disillusionment and nostalgia for a lost
past. During this phase people were at high
risk for developing psychiatric disorders.
Eventually, adaptation to the new environ-
ment took place; new settlers began to
think and act more and more like people
in the majority population and their men-
tal health improved.

Community-based studies tend to
confirm that the period between 10 and 24
months after arrival is a time of high risk

109-112

for the development of depressive disorder.
However, other research''? demonstrating
that a time-specific period of elevated men-
tal health risk is not universal, but appears
only among immigrants lacking personal
and social supports, points to the need for
more complex explanations than either a
convergence or resettlement stress model
can supply. In addition, research among
Southeast Asian “boat people” in Canada
contradicts the purported healthy immi-
grant effect: the longer the refugees stayed
in Canada, the better their mental health
tended to be.!'"®''" The Canadian
Southeast Asian refugee study also demon-
strated that the occurrence of mental dis-
order and exposure to putative mental
health risk could be out of step with each
other. The longer refugees stayed in
Canada, the more likely they were to rec-
ognize and experience racially based dis-
crimination. Despite the fact that discrimi-
nation jeopardizes mental health, the
refugees’ general level of well-being
improved with length of stay.!%!1>

Another epidemiological paradox chal-
lenges conventional thinking. Poverty is
one of the most powerful factors placing
the mental health of children and youth in
jeopardy. However, even though immi-
grant children are three times more likely
than their non-immigrant counterparts to
live in severe poverty, their rates of emo-
tional and behavioural problems are signif-
icantly lower.%

The Interaction Paradigm

The unexpected and sometimes apparently
contradictory results of research in immi-
grant health point up the inadequacies of
both the sick and healthy immigrant para-
digms. A need exists for a model that takes
into account immigrant characteristics,
pre- and post-migration stressors, and

strategies adopted by individuals, their
families and the larger society to cope with
the immigration and resettlement experi-
ence. Such a model must take into consid-
eration that immigrants differ by country
of origin, entry class (e.g., immigrant ver-
sus refugee), previous exposure to illness,
prior experience with the western health
care system, levels of acculturation and of
cultural retention, and previous health
habits, each of which can affect health.
Poverty and unemployment are universal
health risks and immigration increases the
likelihood of exposure to them, as well as
the amplitude of their impact. The health
effects of social exclusion and discrimina-
tion, all too commonly faced by immi-
grants, are just beginning to receive serious
research attention. However, the story of
resettlement is not all about predisposition
and pain. Individuals, their families, the
like-ethnic community, and the larger soci-
ety develop coping strategies to maintain
immigrant health and well-being. A com-
prehensive model of immigration and
health must incorporate the supportive and
stress-buffering effects of personal and
social resources.

Neither the sick, nor the healthy immi-
grant paradigm offers an adequate frame-
work to explain disease phenomena such as
reactivation in the case of immigrant
tuberculosis; predisposition, which may
underlie excessive rates of cardiovascular
disorder among South Asian immigrants;
the “thrifty gene” as a possible mechanism
explaining the high risk for obesity among
Asian and African immigrants; and the
mental health resilience of many immi-
grant and refugee groups. These models of
disease occurrence are consistent with an
interaction frame of reference.

Reactivation and Tuberculosis

Because many of the major source coun-
tries for contemporary immigration are
burdened with high rates of TB,” it seems
highly likely that immigrants have been
exposed to this illness before they emigrate.
Poor living conditions increase the risk of
TB for everyone. Is it possible that immi-
grants and refugees — who are more likely
than members of the receiving society to
live in impoverished circumstance® % —
suffer increased risk of TB as a conse-
quence? Canadian data showing that it
takes an average of 10 years for immigrants
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to establish themselves economically,®' and
that during that time, one third of immi-
grant families live below the poverty line®
lend credence to the hypothesis that reset-
tlement stress and exposure to bad envi-
ronments explain high rates of TB among
new settlers.

However, reactivation, which posits an
interaction between predisposition based
on previous exposure and the post-arrival
dynamics of resettlement, is the most wide-
ly accepted and most likely explanation for
TB among immigrants. According to this
construct, immigrants suffer high rates of
TB in resettlement countries not because
they were already ill before they arrived,
and not solely because they are exposed to
pathogen-containing and stressful environ-
ments during resettlement, but because
socio-environmental circumstances trigger
a reactivation of previous infections.!'®

Research demonstrating that the period
of greatest risk during which immigrants
develop TB is not immediately after
arrival, but five to seven years later,”** and
that the risk of developing the disease per-
sists for an extended period thereafter'”!'®
supports the reactivation hypothesis.
Recent research using DNA fingerprinting,
which allows investigators to discriminate
between primary and reactivated disease
also supports the reactivation hypothesis.
DNA studies typically enrol patients with
active TB, fingerprint their isolates and
then classify them as having either shared
(clustered) isolates or unique (non-
clustered) isolates. People with clustered
isolates are assumed to belong to a trans-
mission chain, and those with unique iso-
lates are assumed to have reactivated dis-
ease.'”? According to several molecular epi-
demiological studies, foreign-born people
are more likely to have unique, rather than
clustered isolates, and there is minimal evi-
dence to suggest foreign-born to native-
born transmission.!?*!2!

Even if it were the case that most cases
of TB among immigrants were due to reac-
tivation rather than to new infection, the
possibility that exposure to unhealthy envi-
ronments makes an independent contribu-
tion to the burden of TB among immi-
grants could not be ruled out.'” In a study
carried out in New York, Geng et al.'*
fingerprinted 546 isolates of M. Tuberculosis,
about half of which belonged to a cluster
(likely transmitted) while the rest were

unique (indicative of reactivation).
Foreign-born persons were much less likely
to be in the clustered group (odds ratio
0.47, 95% CI 0.33-0.67). Nevertheless,
this study showed that almost half of all
TB patients who had been in the US
10 years or less and who were not HIV
positive had clustered isolates, suggesting
recent transmission. In a similar study of
TB transmission among Somalis in
Denmark,'?® 55% of the TB cases were
clustered. Although it is possible that some
of these clustered cases were acquired in
Somalia, it is also possible that many were
primary infections acquired in Denmark.

Genetic Predisposition plus Environment
The explanation for TB among immi-
grants posits an interaction between envi-
ronment and predisposition, the latter
based on previous exposure. Interaction
models for other conditions posit geneti-
cally based predisposition.

Canadian research® suggests that immi-
grants have better cardiovascular health
than the native-born, and that this advan-
tage tends to be lost over time. Immigrants
are not, however, all alike. Ethnicity, for
example, affects cardiovascular health. A
UK study”” showed that men and women
from India had the highest standardized
mortality rates due to cardiovascular dis-
ease, and that young Indian men were at
particularly high risk. Irish, Scottish and
Polish immigrants also had high rates,
while people from the Caribbean, western
Europe, the US and old Commonwealth
countries (Canada, Australia, New
Zealand) had lower death rates. This study
examined mortality rates over two separate
periods, 1970-72 and 1979-83. Between
the two time periods, mortality due to car-
diovascular disease declined by 5% for
men and 1% for women. The greatest per-
centage declines occurred among groups
with the lowest rates — immigrants from
the US, and the old Commonwealth.
Comparatively little improvement was seen
among groups with high mortality rates,
namely the Irish and Polish. South Asians,
the group with the highest rates in 1970-
72, actually experienced an increase in risk
during the subsequent decade.

Regardless of where they live in the dias-
pora, South Asians suffer high rates of car-
diovascular disease. Based on this observa-
tion as well as other studies, researchers

have posited that a genetically based
insulin resistance, combined with changing
dietary habits sets the stage for the devel-
opment of a high-risk atherogenic pro-
file,61:80.124,125

Cancer research also highlights the inter-
play between predisposition, changes in
health behaviours, and the duration and
intensity of exposure to etiological
agents.®!'2%177 For example, Japanese born
in the US are twice as likely as Japanese
born in Japan to develop cancer. US-born
Japanese not only have higher rates of can-
cer than their non-immigrant and foreign-
born counterparts, but a 60% greater risk
of developing the disease than US-born
Caucasians.” Since rates of colorectal can-
cer in Japan have historically been very
low, the dramatic increase in the disease
among Japanese in North America has
stirred considerable interest. Kampman et
al.”? have proposed that Japanese harbour a
genetic predisposition for colorectal cancer,
but that the traditional dietary habits mili-
tate against the development of the disease.
According to these authors, the adoption
of a North American diet, when combined
with predisposition, explains elevated risk.

Compared to
Caucasians, most, if not all, minority

majority culture
groups experience a two- to six-fold greater
risk of developing non-insulin-dependent
diabetes.?*!?8 In addition, all minorities liv-
ing in the US (for whom the data exist)
suffer a higher prevalence of diabetes than
residents of their respective countries of
origin.*’ Although newly arriving immi-
grants are less likely to be obese than
native-born Canadians, the longer they
stay, the more likely they are to become
fat.>’

To explain such phenomena, researchers
have hypothesized that minority and
immigrant groups may share a predisposi-
tion for non-insulin dependent diabetes, or
that “western” environments place them at
elevated risk of exposure to risk-inducing
conditions, or a combination of the two.
Westernization induces people to adopt a
diet higher in total calories and fat but
lower in fiber than they are used to, while
simultaneously encouraging reduced
expenditure of energy.”'? Like interna-
tional migration, rural to urban movement
within developing countries is also associ-
ated with increased risk for diabetes, an
observation that stimulated the develop-

MARCH - APRIL 2005

CANADIAN JOURNAL OF PUBLIC HEALTH S37



IMMIGRANT AND REFUGEE HEALTH

ment of the thrifty genotype model.
According to this model, a thrifty genotype
evolved among humans living in situations
of scarcity; however, under conditions of
plenty, this evolutionary adaptation
becomes a predisposing factor for obesity
and diabetes.®

Predisposition, Stress and Coping: The Case
of Immigrant Mental Health
An abundance of inconsistent findings in
studies of mental health provides further
illustration of the need for more complex
explanations than either the sick or healthy
immigrant models can provide. For exam-
ple, although Mexican immigrants in the
US suffer a high burden of distress,”® other
research reports no difference in rates of
psychological disturbance between immi-
grants and natives of the receiving soci-
ety.'3%132 Some community-based inquiries
have even suggested that immigrants, and
indeed refugees, have fewer emotional
problems than the native-born. 4133134

Although they face a fairly common set
of stressors, only a small proportion of
immigrants and refugees become psychi-
atric casualties. This observation strongly
suggests that it is not immigration per se,
nor even its challenges that creates mental
health risk, but rather the interaction
among vulnerabilities, stressors, social
resources and personal strengths.>!!

Lists of potential mental health stressors
usually include pre-migration experi-

113135144 5 cculturation, 145148

ence, unem-
ployment® and structural characteristics of
the new society that block opportunity or
oppress newcomers,>! 1411519

Pre-migration traumata, such as intern-
ment in refugee camps, jeopardize mental
health after arrival in a country of perma-
nent resettlement. In the short run, the
effect tends to be evanescent; six months or
so after arriving in a country of permanent
resettlement, it is no longer demonstra-
ble.!!113:135150 Eyrthermore, many trauma-
tized individuals are able to use repression
as a coping strategy to buffer the impact of
potentially damaging memory.'??

Although many people can apparently
keep the past under wraps for a time, oth-
ers experience sporadic eruptions of trau-
matic memory, which take the form of
episodes of post-traumatic stress disorder
(PTSD), depression and somatisa-

tion. 11151156 Srudies showing a dose-

response relationship — that is, the greater
the exposure to the stressor, the greater the
likelihood of subsequent post-traumatic
BLISZIS8 _ support the posit-
ed etiological link between adversity and

stress disorder

psychopathology. Using a broad definition
of mental ill health, Steel™® and his col-
leagues showed that, despite having experi-
enced severe trauma about 14 years before
they were interviewed in Australia, most
refugees from Vietnam were in good men-
tal health. However, people who had been
exposed to more than three traumatic
events had an almost five-fold greater risk
of disorder than the rest of the refugee
population. Goldberg and colleagues'
provide some of the most telling evidence
of the effects of trauma: 15 years after the
end of the Vietham War, veterans who had
been in combat had a far higher risk of
developing PTSD than their non combat-
exposed monozygotic twins.

Repression may be an effective short-
and medium-term strategy for dealing with
past traumas. However, research!!®142-144
suggests that over time, recovery of the
past becomes increasingly pressing, and
that it is accompanied by increased risk of
mental disorder. Carefully planned inter-
ventions may help refugees deal with the
psychological residue of trauma and with
the pain of recapturing the past. However,
to ensure that intervention is effective and
not harmful, mental-health specialists
require more information than is currently
available about the psychological means
refugees use to deal with trauma, the
process and timing of the recovery of
repressed memory, and the factors that can
mitigate the psychological impact of the
past. According to recent research, occupa-
tional success and enduring relationships
provide effective buffers against the trauma
of memory and its recovery.'415

Aside from residual pain, disability, and
possible brain damage suffered by its vic-
tims, torture betrays core beliefs about, and
trust in, human nature. The immensity of
the trauma probably helps explain the high
rates of depression and PTSD which occur
in the aftermath of torture.!>>!%

Although resettlement countries like
Canada can do nothing to alter the past
that immigrants and refugees bring with
them, they can do a great deal to make
resettlement as effective and painless as
possible. Unfortunately, post-migration

experiences — notably acculturation, unem-
ployment, and discrimination — are only
too common threats to the well-being of
both immigrants and refugees.

In their well-known model of accultura-
161,162 propose
four types of reaction to acculturative

tion, Berry and colleagues

forces: a) assimilation, defined as abandon-
ing the culture of origin in favour of the
new; b) integration, a creative blending of
the two; ¢) rejection, in which the new cul-
ture is rejected in favour of the heritage
culture, and d) marginalization in which
neither the old nor the new are accepted.
According to Berry and his colleagues,
marginalization is accompanied by the
highest degree of mental health risk, inte-
gration by the least.

Other research!#-63

suggests that when
acculturation changes aspirations, and the
means for achieving ambitions are slight,
mental disorder is a highly likely result.
New settlers are interested in employment
and in economic success for themselves
and their families. However, it can take as
long as 10 years to achieve their economic
potential . Unemployment not only
frustrates ambition but jeopardizes mental
health.®® The relationship between mental
health and unemployment is reciprocal:
people who are unemployed or who lose
their jobs experience a high risk of depres-
sion, and people who are depressed are
more likely than the non-depressed to be
laid off work.® One implication of the lat-
ter finding is that mental health is part of
human capital, affecting the chances of
economic productivity as well as being
affected by it.

Despite the expectation that immigrants
will contribute to the GNP of countries of
resettlement, many immigrants find them-
selves living in poverty. In Canada, for
example, more than 30% of immigrant
families live below the officially defined
poverty line during their first 10 years in
Canada.® Studies of immigrant poverty
reveal an interesting epidemiological para-
dox. Although poverty is one of the major
risk factors for the mental health of chil-
dren, and although immigrant children are
almost three times more likely than their
non-immigrant counterparts to live in
poverty, immigrant children enjoy better
mental health and evidence fewer behav-
ioural disturbances. The strength of immi-
grant family life provides one of the expla-
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nations for the paradox. Poverty among
immigrant families appears to be a phe-
nomenon quite different from poverty
among non-immigrants. Being poor is, for
example, far less likely to be associated with
broken homes and family violence in immi-
grant, as compared with non-immigrant
households.® Results such as these high-
light the need for research to address not
only the challenges of resettlement, but the
strengths that individuals and families
bring to the task.

High levels of immigrant unemploy-
ment and of immigrant family poverty
suggest shortcomings in immigration poli—
cy. Selective admission policies help ensure
that immigrants are, on the whole, highly
educated, and well-trained: the fact that it
takes so long for them to establish them-
selves suggests that the shortcomings are in
the policies regarding resettlement rather
than in selection. Lack of recognition of
foreign credentials by potential employers?
is a long-recognized problem that contin-
ues to elude solution. Discrimination in
the labour market as well as in other social
settings is probably another part of the
explanation for unemployment and pover-
ty. Research reveals that as many as one in
four visible minority immigrants report
experiencing some form of discrimination
during the early years of resettlement. The
research also suggests that perceived dis-
crimination induces symptoms of depres-
sion.!™15 A study of Southeast Asian

refugees'’

revealed that passive avoidance
was the most effective strategy for dealing
with discrimination, perhaps because this
was a culturally compatible form of behav-
iour, perhaps because the comparative
powerlessness of refugees in many situa-
tions makes confrontation a non-effective
or even dangerous response to aggression.

Immigrants are not passive tools of fate,
but people who respond to the challenge of
resettlement with varying degrees of skill
and success. The psychological resources
immigrants muster in order to deal with
the demands of resettlement is a relatively
neglected topic to date and should be an
important research priority.

The study of social resources has
received comparatively more attention. For
example, research has demonstrated the
protective effects of a long-term relation-
ship.!12144164 Community influence has
received even more attention. Early studies

in this area derived from critical mass theo-
ry, whose premise is that immigrants who
settle in areas in which there is an estab-
lished like-ethnic community have a men-
tal health advantage over immigrants
deprived of such community.'®¢1% Both
11617 and community-based
of the risk of mental disorder

in immigrant and minority communities

hospita

studies''>!14

support the concept that a like-ethnic
community of significant size confers men-
tal health advantage.

Theoreticians have suggested that receiv-
ing countries offer different “levels of hos-
pitality” to newcomers.'?” Although the
proposition that the more hospitable the
reception, the better the chances of main-
taining good mental health!® makes intu-
itive sense, testing the proposition is diffi-
cult because it is hard to know how to
measure hospitality. One study compared
the mental health and adaptation of gov-
ernment and privately sponsored refugees.
Reasoning that refugees sponsored by pri-
vate groups would receive more individual-
ized attention than others left to the care of
government bureaucracies, the study pre-
dicted a mental health advantage for the
privately sponsored group. Results failed to
confirm the prediction. Further investiga-
tion revealed that undue pressure by spon-
soring groups could have the reverse effect,
that is, the dependence of refugees on their
sponsors made them vulnerable to
exploitation and insensitivity. 3114167
However, according to the results of a
follow-up study, at the end of 10 years pri-
vately sponsored refugees were better inte-
grated than their government-sponsored
counterparts.'”

FUTURE DIRECTIONS

If it could be shown that whatever applies
to majority culture Canadians also applies
to new settlers, there might be no need to
develop an immigrant and refugee database
about health. This is not the case, as exem-
plified by research that demonstrates that,
although immigrant families are far more
likely than families of native-born
Canadians to be poor, immigrant children
tend to have better health.?” Unexpected
and paradoxical findings underline the
need to take account of heterogeneity in
future studies of immigration and resettle-
ment. Immigrants differ by country of ori-

gin, entry class (e.g, immigrant versus
refugee), prior experience with the western
health-care system, levels of acculturation
and of cultural retention, and previous
health habits, each of which can affect
health. Data that are difficult to explain or
to reconcile using simple paradigms under-
line the need for more sophisticated
research models that incorporate not only
immigrant characteristics and the undeni-
able stresses of resettlement, but also the
effect of protective factors.

The field requires research about immi-
grants and refugees in comparison to
members of the receiving society, investiga-
tions comparing migrants with non-
migrating members of the society of origin,
and studies that address the heterogeneity
that is obscured by the term “immigrant.”
Studies focused on immigration and reset-
tlement shed light on the process of
human adaptation, and also reveal health
inequities and service gaps. Research that
addresses within-group characteristics such
as immigration status (immigrant versus
refugee), age, gender, educational level,
language fluency, length of residence in
Canada, and availability of like-ethnic or
of other community support are needed in
order to reveal specific combinations of
factors that give rise to health risk.
Variables such as age and gender should
not be regarded as just control variables,
but as factors affecting resettlement by, for
example, helping to determine the likeli-
hood of exposure to certain stresses as well
as the availability of psychological and
social resources.

Future studies should address method-
ological difficulties uncovered by past
experience. For example, sample sizes must
be large enough to permit multivariate
analyses that can address confounders.
Research in immigrant and refugee com-
munities must be based on methodologi-
cally sound and appropriate measurement,
an often thorny and difficult topic. For
example, cultural relativists caution that
concepts like depression, schizophrenia
and substance dependence are western and
ethnocentric, and that applying such cate-
gories to non-westerners violates indige-
nous assumptions about the nature,
antecedents and consequences of behav-
iour. They also argue that, because of cul-
tural differences, people describe illness
differently and possibly even experience
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different symptoms. For example, since the
Cantonese, Mandarin, Vietnamese,
Cambodian and Laotian languages have no
word for depression connoting an illness,
some authorities have concluded that
Asians do not experience depression in the
same way North Americans or Europeans
do."7773 It has been proposed that Asian
experiences of distress are dominated by
bodily symptoms. In its most simplistic
terms the proposition states: North
Americans psychologize distress; Asians
somatize it.74177

Findings that purportedly demonstrate
that mental illness wears a unique face in
different cultures are usually based on
research in clinical settings. Emphasizing
somatic symptoms rather than psychic dis-
tress may result from the assumption by
many cultural groups that psychological
problems do not constitute legitimate ten-
der for exchange with a health-care
provider. When they feel it is appropriate
or likely to be helpful, Asians confide psy-
chic symptoms of depression to a psychia-
trist with equal or even greater intensity
than their North American counter-
parts.'7818 Cultural relativists may have
misinterpreted reluctance to divulge as lack
of vocabulary. Community-based research
reveals similarities across cultures that are
more striking than differences. 8!8

Research also challenges the idea that
Asian languages are dominated by expres-
sions for bodily distress to the relative
exclusion of terms connoting psychological
states. Southeast Asian languages are rich
in idioms like “Do you find your life is sad
and boring?” or “Do you feel remorseful?”
that clearly fall within the spectrum of
depressive experience even if they do not
connote illness.’® Furthermore, the way in
which symptoms of depression co-
aggregate in community samples of
Southeast Asians is identical to their pat-
terning among North Americans. 8!8
Somatization symptoms also co-aggregate
identically in both groups and, further-
more, they form a dimension completely
independent of depression.'®>'%3 These
data suggest that somatization is not a sub-
stitute for depression but that depression
and somatization are separate and indepen-
dent ways of expressing and experiencing
distress.

To help ensure the appropriateness of
measures, attention to community sensitiv-

ities and constructive dissemination of
information, researchers must engage the
immigrant and refugee communities under
study as partners in the research enterprise.

Research that challenges what comes to
be accepted as common knowledge should
be encouraged. For example, the debate
about whether people from different cul-
tural groups experience or express distress
differently is more than an intellectual
curio. It demands serious research atten-
tion because it can affect the chances of
receiving appropriate care. Aside from
needlessly shackling a clinician’s ability to
diagnose a patient’s distress, emphasizing
differences rather than universals in human
suffering can perpetuate stereotypes. No
matter how authoritative its sources, the
claim that Asians experience or express dis-
tress in one set of terms, North Americans
in another, runs the risk of reducing
human suffering to an affectation.

Longitudinal studies, such as Australia’s
longitudinal study of immigrants®81%
and the more recent Longitudinal Study of
Immigrants in Canada, although expensive
and time-consuming, should be encour-
aged because they provide an important
window on the process of resettlement,
and on the shifting salience of risk and
protective factors over time.

Preventive and treatment services are
currently failing many immigrant commu-
nities. Research documents that immi-
grants are less likely than their native-born
counterparts to benefit from either preven-
tion or treatment, partly as a result of lin-
guistic and cultural differences, partly
because of lack of information or misinfor-
mation — for example, the concept that
certain Asian groups are resistant to cancer
may lessen any sense of urgency about the
importance of screening programs — and
partly because the provision and organiza-
tion of services does not meet immigrants’
needs. A growing body of knowledge could
and should inform more effective planning
for the future.?

Socio-political context invariably affects
health paradigms and the choice of
research topics. It behooves scientists, prac-
titioners and policy-makers to be aware of
the way in which the temper of the times
influences their thinking. Although the
way in which questions and hypotheses are
framed, for example, is probably never
value-free, the conduct of research must

adhere to principles of non-biased observa-
tion and honest reporting. Health profes-
sionals should also be aware of the poten-
tial (mis)use of health metaphors in
debates about immigration, whether pro or
con.

The socio-politically influenced models
of the sick and healthy immigrant are
insufficient to account for the complexity
of the process of immigrating and reset-
tling, and for the diversity of research find-
ings. To do justice to the phenomenon,
researchers and providers must elaborate
more complex models, taking into account
predisposition, whether genetic and/or
developmental, pre-migration and post-
migration stressors, psychological and
social sources of strength, selection —
whether self-selection or selection resulting
from administrative process — and local
conditions that can affect resettlement.

Most discussion about immigration
focusses on human capital, usually translat-
ed as education and job skills. Health, like
education, is an important component of
human capital. Although health receives
little attention in Canada’s current view of
immigrants and refugees, policy decisions
have important and potentially far-reaching
repercussions on the health of new settlers.
For example, most provinces impose a
mandatory waiting period before persons
can qualify for health care. Researchers®
have demonstrated that this is not a period
of quiescence, but of pent-up demand.
When the waiting period is over, there is a
surge in immigrant and refugee health-care
visits. The consequences of mandatory
waiting periods and their effects on deci-
sions regarding preventive health care
require careful study.

Just as policy has implications for
health, health should be taken into
account when formulating policy. For
example, in the years 2002 and 2003,
Canada seriously considered adopting a
program of regionalization, under the
terms of which entry could be facilitated
for people who promised to settle in areas of
low-population density and where there
were few other immigrants. None of the
debate that swirled around the issue —
most of it rightfully centred on human
rights issues regarding freedom of move-
ment — took into account studies demon-
strating the health advantage of like-ethnic
communities, particularly during the early
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years of resettlement,

16,17,113,114,166 nor

research demonstrating an association

between dispersion and compromised
mental health.®

Countries in Europe and Asia have been

reassessing their traditional, closed-border

policies against immigrants, and have
begun looking to the US, Canada and
Australia for useful models. Current differ-
ences in immigration and settlement pat-

terns in traditional immigration-receiving

countries as well as in countries under-

going a change in immigration practice cre-

ate “experiments in nature,” allowing for
comparisons that could elucidate the health
effects of differing selection and resettle-
ment policies, and of different methods for
providing health and preventive services.

For the foreseeable future, migration will

continue to challenge nation states as well

as immigrants and refugees themselves.
Research about health and well-being can
help make the process of adaptation as

painless as possible for immigrants and as

beneficial as possible for the countries in

which immigrants resettle.
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The Embodiment of Inequity

Health Disparities in Aboriginal Canada

Naomi Adelson, PhD

ABSTRACT

Health disparities are, first and foremost, those indicators of a relative disproportionate
burden of disease on a particular population. Health inequities point to the underlying
causes of the disparities, many if not most of which sit largely outside of the typically
constituted domain of “health”. The literature reviewed for this synthesis document
indicates that time and again health disparities are directly and indirectly associated with
social, economic, cultural and political inequities; the end result of which is a
disproportionate burden of ill health and social suffering upon the Aboriginal populations
of Canada. In analyses of health disparities, it is as important to navigate the interstices
between the person and the wider social and historical contexts as it is to pay attention to
the individual effects of inequity. Research and policy must address the contemporary
realities of Aboriginal health and well-being, including the individual and community-
based effects of health disparities and the direct and indirect sources of those disparities.
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Chief of the Assembly of First Nations,

Matthew Coon Come said that the
most recently published statistical profile
of Aboriginal Canadians’ health status
confirmed “the already well-known dispar-
ities in our health compared to non-
Aboriginal Canadians. Most importantly,
it highlights the health determinants that
are directly related to our Third World
health status; those socio-economic deter-

In a 2003 press release then-National

minants include infrastructure, housing,
employment, income, environment, and
education. So far, this government is more
preoccupied on spending millions of dol-
lars to impose unwanted colonial legisla-
tion on First Nations rather than investing
in measures that will improve our quality
of life.”* The health disparities outlined in
this synthesis article reflect the present-day
health effects of decades of inequity as
Aboriginal peoples — First Nations, Inuit
and Métis — continue to work toward eco-
nomic, political, social, community and
individual health. While there are tremen-
dous successes and powerful indicators of
triumph in many sectors, there remain far
too many signs of the effects of a protract-
ed history of inequity such that “irrespec-
tive of the indicator used, Canadian
Aboriginal [peoples] tend to bear a dispro-
portionate burden of illness.”

Health disparities are, first and foremost,
those indicators of a relative disproportion-
ate burden of disease on a particular popu-
lation. Health inequities point to the
underlying causes of the disparities, many
if not most of which sit largely outside the
typically constituted domain of “health”.
Specifically, the literature reviewed for this
synthesis article indicates that time and
again health disparities are directly and
indirectly associated with or related to
social, economic, cultural and political
inequities; the end result of which is a dis-
proportionate burden of ill health and
social suffering on the Aboriginal popula-
tions of Canada. Scholars across all sectors
of Aboriginal health studies concur that,
despite inadequacies in the health care
delivery system and regardless of peoples’
relative access to or use of the biomedical
system, the problems are entrenched in the
history of relations between Aboriginal
peoples and the nation-state. These health
disparities are related to economic, politi-
cal and social disparities — not to any
inherent Aboriginal trait — and because of
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the limited autonomy Aboriginal peoples
have in determining and addressing their
health needs.>* A history of colonialist and
paternalistic wardship, including the cre-
ation of the reserve system; forced reloca-
tion of communities to new and unfamiliar
lands; the forced removal and subsequent
placement of children into institutions or
far away from their families and communi-
ties; inadequate services to those living on
reserves; inherently racist attitudes towards
Aboriginal peoples; and a continued lack
of vision in terms of the effects of these
tortured relations — all of these factors
underlie so many of the ills faced by
Aboriginal peoples today.>*

Societal inequities exact a high personal
toll in the form of disease, disability, vio-
lence and premature death. Thus, while we
may talk about Aboriginal populations in
general terms, we must appreciate the indi-
vidual effects of the collective burden of a
history of discriminatory practices, unjust
laws and economic or political disadvan-
tage. There are, in other words, far too
many Aboriginal people in this country
who suffer as a result of a shared history of
inequality with non-Aboriginal Canadians.
Thus, while some may continue to argue
that there is a genetic basis for the dispro-
portionate increase, for example, in chron-
ic diseases such as non-insulin-dependent
diabetes mellitus (NIDDM) among
Aboriginal Canadians, we must equally
examine the role of changing diets, chang-
ing or limited work options, poverty,
access to resources, societal stressors, and
the cultural valuations of foodstuffs as part
of the more complex picture of disease in
the contemporary context.

Political and economic disadvantage and
marginalization are part and parcel of the
felt effects of a history of internal coloniza-
tion, which wear away not only at the indi-
vidual but at the family, community and
nation.” Internal colonization, succinctly
defined by Emma LaRocque, is “that
process of encroachment and subsequent
subjugation of Aboriginal peoples since the
arrival of the Europeans. From the
Aboriginal perspective, it refers to loss of
lands, resources, and self-direction and to
the severe disturbance of cultural ways and
values.”®® Suicide, injuries, drug and alco-
hol abuse, sexual violence and even some
chronic diseases — all occurring in dispro-
portionate numbers across Aboriginal

Canada — are not just problems of the indi-
vidual. In any analysis of health disparities,
in other words, it is as crucial to navigate
the interstices between the person and the
wider social and historical contexts as it is
to pay attention to the individual effects of
inequity. The Assembly of First Nations’
(AFN) mission statement on health simi-
larly reflects this relationship between
health and equity:

We, as First Nations peoples accept
our responsibility as keepers of
Mother Earth to achieve the best qual-
ity of life and health for future genera-
tions based on our traditions, values,
cultures and languages. We are
responsible to protect, maintain, pro-
mote, support, and advocate for our
inherent, treaty and constitutional
rights, holistic health and the well
being of our nations. This will be
achieved through the development of
health system models, research, policy
analysis, and communication, and
development of national strategies for
health promotion, prevention, inter-
vention and aftercare.

What, though, does health mean in the
Aboriginal context? Too often programs
and resources respond almost exclusively to
an individual’s departure from health (i.e.,
disease) and thus neglect the underlying
constituents of either health or ill-health.
Cultural differences in how we come to
understand what health means, economic
conditions, living and social conditions, and
one’s level of formal education are all ele-
ments that must be addressed in concert
with public health priorities and initiatives if
we are to understand and effectively take on
the formidable task in reducing health dis-
parities and promoting equity in Aboriginal
Canadian populations.>#?8-3 The First
Nations and Inuit Regional Health Survey’
summarizes and highlights the disparate
focus between Aboriginal and biomedical
perspectives on health and healing. The bio-
medical model presumes, for example, a
passive and compliant “patient” for whom
treatments are prescribed (akin to other
societal power imbalances, yet not always
immediately perceived in this way). The
Aboriginal wellness model, on the other
hand, draws from a more comprehensive
understanding of the individual and not just
the healer/patient relationship and is often
neglected in the formalized biomedical envi-

ronment. Wellness involves the physical,
emotional, mental and spiritual aspects of a
person and always in connection to his or
her family and  community.*
Unfortunately, this model of healing or
concept of health priorities does not trans-
late across the boundary of care in a typical
biomedically based health-care centre,
regardless of its location. If health-care
workers are non-Aboriginal, they are at a
particular disadvantage in that they are
often only able to communicate through the
language and culture of biomedicine. Thus,
for example, there are many concepts, issues
and practices that do not readily translate
across linguistic, cultural, social or economic
divides between the biomedical caregiver
and his or her patient. Issues of time man-
agement or diet control, for example, may
make little sense to an Aboriginal elder or,
for that matter, a young mother with litde
income or social support. As Samson®
found in his study in the Labrador Innu
communities, non-Aboriginal health care
workers talk of “naughty patients” or
attribute blame for physical illness directly
upon the behaviour of the patient. Doctors
and nurses spoke of peoples’

...inability or unwillingness to teach

their children basic safety require-

ments, their lack of coping skills, aver-
sion to washing, their drinking, poor
nutrition, and sexual promiscuity....

[Yet] few health workers stopped to

question the many complexities that

inevitably surround compliance to
medications in places like Davis Inlet.

Most Tshenut, even with coaching

and translation are unable to follow

complicated instructions dictated by
the movements of the clock. Others,
for example, young mothers in over-
crowded households, will find it diffi-
cult to comply while there are numer-
ous other crises in the household.

Many people are not convinced of the

efficacy of biomedicine, preferring to

bear their pain alone or to seek an

Innu remedy. Furthermore, there is no

cultural basis among the Innu for

them to adopt the customary deference
towards physicians.*

Mainstream biomedical health care, as it
has evolved in relation to Aboriginal com-
munities, has been shaped by a century of
internal colonial politics that have effective-
ly marginalized Aboriginal people from the
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dominant system of care.*** Thus, despite
the current (yet still problematic) thrust
towards health transfer and improvements
in health services,* there are numerous
issues that may confound even the best
efforts to negotiate the control and delivery
of health care to Aboriginal people and
communities. We must come to under-
stand that conventional clinical approaches
may not fit well with traditional indigenous
values or with the realities of contemporary
settlement or urban life. Kirmayer and col-
leagues suggest that there is a “need to
rethink the applicability of different models
of intervention from the perspective of local
community values and aspirations.”®
Indeed, if we are to understand “healing as
the rebuilding of nations” and as a process
of de-colonization, then we must find ways
by which health can be effectively articulat-
ed at the levels of the individual, family,
community and nation.>*

Included in this synthesis is an overview
of the demographic profile and key indica-
tors of the processes and effects of health
inequities among the Aboriginal nations of
Canada, offering a glimpse into a complex
network of factors that impinge upon the
health and well-being of Aboriginal
Canadians. Demographic and statistical
numbers — and synthesis papers that must
rely on them — fail to provide a true or
comprehensive picture of the Aboriginal
peoples of Canada, however, and do little
to reflect either the depth or diversity of
experiences of First Nations Canada today.
The diversity among and between
Aboriginal populations can not be readily
summarized and are thus diminished in
the detached pall of statistical data. The
profound cultural, linguistic and social dif-
ferences between, for example, remote
northern-dwelling Inuit, west-coast Haida,
the Anishnabe and the Cree; between
urban, rural and remote locations; between
gender and age; employed or unemployed;
poor or not; artist or rap singer; university-
educated or full-time hunter; as well as dif-
ferences in treaty-related rights and
resources and nation-based differences in
levels of political autonomy, all play a role
in the relative (health) equity between
Aboriginal populations and individuals.
There is no way to adequately summarize
these many differences among and between
the men, women and children of
Aboriginal Canada. The key element that

does bring them together as a group, how-
ever, is their autochthonous status on this
land and the subsequent historical relation-
ship since contact that each and every
Aboriginal person continues to have to the
nation-state.

While I have not focussed on the grow-
ing number of success stories of individu-
als, communities or nations, these achieve-
ments must be acknowledged. From the
growth in the number of Aboriginal pro-
fessionals, artists, musicians and scholars to
the latest round of successful negotiations
of title and compensation, there are opti-
mistic signs of triumph throughout
Aboriginal Canada. Unfortunately, these
successes do not yet surpass the struggles
faced by those who must continue to con-
tend with the overwhelming disparities in
health and social well-being.

Demographic profile

Overview

Aboriginal Canada constitutes all persons
of Aboriginal origins, including First
Nations, Métis and Inuit. While there are
some basic demographic data on all three
Aboriginal populations, there are consider-
ably more data available on First Nations
peoples. Most of the data presented here
have been drawn from two key inter-
related sources: Statistic Canada’s Statistical
Profile on the Health of First Nations in
Canada and the Aboriginal Peoples Survey’”
(APS) as well as the comprehensive find-
ings of the Royal Commission on
Aboriginal Peoples (RCAP).* The 1997
Aboriginal Peoples Survey represents a
weighted national survey of those 15 years
of age or older who identify as Aboriginal
(First Nation, Inuit, Métis) living both on-
and off-reserve. Those who identified as
Aboriginal and/or are registered under the
Indian Act were randomly sampled from
the total Aboriginal population and were
selected from reserves, settlements and
urban centres. The APS response rate was
75% and the total sample size was 25,122.
Despite some presence of Métis in the
Canadian census and APS, there remains,
across the board, a dearth of demographic

*

The 2002 Aboriginal Peoples Survey results were
released shortly after the completion of the
penultimate version of this paper. I have includ-
ed some of the more significant statistics from
this more recent APS in the sections on language
and education.

and health status literature on the Métis
population in Canada.’®

Census Canada indicates that in 2001
there were 976,310 individuals reporting
Aboriginal identity in all of Canada’s
provinces and territories. These numbers
are incomplete, however, and should be
viewed as such since they reflect only those
individuals who reported to Statistics
Canada and who self-identified as being of
Aboriginal ancestry and are based solely on
the ethnic origin question. As well, the
census figures do not distinguish on- and
off-reserve populations and do not reflect
the total number of Aboriginal persons in
Canada. In addition, some individuals may
have identified themselves as having
Aboriginal ancestry but did not associate
with any of the three demographic groups
(North American Indian, Métis, Inuit) or
may have identified with more than one
Aboriginal group. Thus, variances in the
statistical data included here reflect the fact
that Aboriginal persons who choose to self-
identify and/or participate in various
demographic exercises is not consistent.

Of that number of almost one million,
608,850 reported being of First Nations
ancestry; 292,310 Métis; and 45,070 Inuit.
The majority of First Nations persons live
in Ontario (188,315), British Columbia
(179,025), Alberta (156,220), Manitoba
(150,040) and Saskatchewan (130,190).
Similarly, the Métis people live primarily
in the western provinces of Alberta
(66,055), Manitoba (56,795), British
Columbia (44,265), Saskatchewan
(43,695) and the province of Ontario
(48,345). The Inuit live predominantly in
the north, with almost half of the entire
Inuit population residing in Nunavut
(22,560) (Table I). The absolute numbers
must be compared to the relative distribu-
tion in the total population. For example,
whereas Ontario has the highest absolute
number of Aboriginal people, they account
for only 2% of the total population of this
province. In British Columbia, however,
Aboriginal people account for 4.4% of the
total population. The highest concentra-
tions of Aboriginal people are in the North
and the Prairies: 85% of the total popula-
tion of Nunavut, 51% of Northwest
Territories, and 23% of Yukon Territories.
Gender distribution among First Nations
peoples is reflected in the profile of the reg-
istered Indian population. According to
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Population Reporting Various Forms of Aboriginal Identity, Canada, Provinces and Territories, 2001*

TABLE I

Aboriginal

Number

Canada 976,310
Newfoundland and Labrador 18,780
Prince Edward Island 1,345
Nova Scotia 17,015
New Brunswick 16,990
Quebec 79,400
Ontario 188,315
Manitoba 150,040
Saskatchewan 130,190
Alberta 156,220
British Columbia 170,025
Yukon Territory 6,540
Northwest Territories 18,725
Nunavut 22,720

Rest of Canada (Inuit only)

Indian Métis

% Number % Number %
100.0 608,850 100.0 292,310 100.0
1.9 7,040 1.2 5,480 1.9
0.1 1,035 0.2 220 0.1
1.7 12,920 2.1 3,135 1.1
1.7 11,490 1.9 4,290 1.5
8.1 51,125 8.4 15,855 5.4
19.3 131,560 21.6 48,345 16.5
15.4 90,345 14.8 56,795 19.4
13.3 83,745 13.8 43,695 14.9
16.0 84,990 14.0 66,055 22.6
17.4 118,295 19.4 44,265 15.1
0.7 5,600 0.9 535 0.2
1.9 10,615 1.7 3,580 1.2
2.3 95 0.0 55 0.0

Inuit

Number %

45,070 100.0
4,555 10.1
9,532 21.2
1,380 3.1
3,905 8.7

22,560 50.0
3,145 7.0

* From Statistics Canada 2001 Census

Statistics Canada reports that of the total Aboriginal identity population, there were 6,665 “multiple Aboriginal responses” and 23,415 “Aboriginal
responses not included elsewhere”. This explains the discrepancy between the numbers reporting an Aboriginal Identity and the total of those report-

ing Indian, Métis and Inuit.

Adapted from the Statistics Canada Table entitled “Aboriginal Identity (8), Age Grour)s
Census Metropolitan Areas' and Census Agglomerations, 2001 Census — 20% Sample

(11B) and Sex (3) for Population, for Canada, Provinces, Territories,
Data”, Catalogue 97F0011, January 21, 2003.

the Department of Indian Affairs (DIA)
Basic Departmental Data from 2001, of a
total of 675,497 registered Indians,
330,883 (49%) are male and 344,614
(51%) are female (Table II). Overall, the
data from the 2001 Census indicate that
the Aboriginal peoples’ total population is
on the rise. Just over 1.3 million people
reported having at least some Aboriginal
ancestry in 2001, representing 4.4% of the
total population. In 1996, people with
Aboriginal ancestry represented 3.8% of
the total population.

Language

While language retention and cultural con-
tinuity are not necessarily statistically cor-
related, we must consider the effect of the
decline in Aboriginal languages in concert
with the overwhelming media influences
and educational priorities available to
Aboriginal youth today. The 2001 APS

TABLE 111

Female — No.
27,645
37,185
34,851
30,801
28,134
28,367
28,844
29,105
25,045
19,328
15,199
11,329

8888
6855
4762
3474
4783

Total
56,610
76,270
71,446
63,018
56,781
56,610
57,472
56,238
47,198
35,695
27,646
20,580
15,572
12,173

8424
5841
7923

°
>
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TABLE 11
Registered Indian Population Distribution by Age and Gender

Age Male — No. %
0-4 28,965 4.3
5-9 39,085 5.8
10-14 36,595 5.4
15-19 32,217 4.8
20-24 28,647 4.2
25-29 28,243 4.2
30-34 28,628 4.2
35-39 27,133 4.0
40-44 22,153 3.3
45-49 16,367 2.4
50-54 12,458 1.8
55-59 9251 1.4
60-64 6684 1.0
65-69 5288 0.8
70-74 3622 0.5
75-79 2367 0.4
80+ 3140 0.5
Total 330,883 49

344,614

—O0O0O0O—==—==NNWhhhhhbhouh

[S3]

675,497

Source: Basic Departmental Data, 2001. Ottawa: Department of Indian and Northern Affairs
Canada; p. 21. Reproduced with the Permission of the Minister of Public Works and Government

Services Canada, 2005.

indicates that while there is considerable
interest in learning one’s Aboriginal lan-
guage, only 15% of off-reserve Aboriginal

people indicated they could speak their
language well or relatively well (Table III).
By comparison, Inuit children (63%) and

Importance of Keeping, Learning or Relearning an Aboriginal Language by Age Group for the Aboriginal Identity Non-reserve
Population 15 Years and Over for Canada, Aboriginal Peoples Survey 2001*1F

Total Population$ Very or Somewhat Not Very or No Opinion Not Stated /
Important Not Important Refused
Number % Number % Number % Number % Number %
Total Aboriginal Identity
Non-reserve Population
Aged 15+ 548,400 100.0 324,360 59.1 203,080 37.0 11,370 2.0 9,580 1.7
15-24 137,360 100.0 78,680 57.2 53,090 38.6 3,150 2.2 2,440 1.7
25-44 251,200 100.0 156,230 62.1 85,790 34.1 5,200 2.0 3,980 1.5
45-64 131,970 100.0 74,820 56.6 52,740 39.9 1,750 1.3 2,660 2.0
65 and over 27,870 100.0 14,640 52.5 11,450 41.0 1,270 4.5 510 1.8
* Excludes the population that did not answer the Language Section of the APS questionnaire and those with invalid or unstated ages.
+ Aboriginal Identity population includes those people who reported on the APS at least one of the following: 1) Identification as North American Indian,
Métis and/or Inuit; 2) Registered Indian status and/or; 3) Band membership.
1 Non-reserve population includes Aboriginal people who do not live on Indian reserves, with the exception of the Northwest Territories, in which case
the total (on and non-reserve) Aboriginal population is included.
§ The sum of the values of each category may differ from the total due to rounding.
Adapted from Statistics Canada, Aboriginal Peoples Survey, 2001.
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1999 First Nations*
(n=437,035)

Canada 1996
(n=28,846,760)

Figure 1.  Distribution of the First Nations and Canadian population
* Includes on and off reserve for Alberta and British Columbia
n = size of population

Adapted in part from the Statistics Canada publication, “Age, Sex, Marital Status and

Common-law Status (reference products: technical reports: 1996 Census of Population)”,

Catalogue 92-353, April 1, 1999.

Source: A Statistical Profile of the Health of First Nations in Canada, Figure 2.2, Health
Canada (2003). Reproduced with the permission of the Minister of Public Works and
Government Services Canada, 2005.

TABLE IV
Registered Indians - Life Expectancy*
Registered Indians All Canadians Gap
Male 68.9 76.3 7.4
Female 76.6 81.8 5.2

* Statistics from Department of Indian Affairs “Basic Departmental Data 2001”
Adapted in part from the Statistics Canada publication, “Report on the Demographic Situation in
Canada”, 1991, Catalogue 91-209, March 4, 1994.

TABLE V

Estimated Life Expectancy at Birth, Total and Aboriginal Populations, 1991*
Years Male Female
Total population 74.6 80.9
Total Aboriginal population 67.9 75.0
Total, North American Indianst 68.0 74.9
Registered North American Indians 66.9 74.0
On-reserve 62.0 69.6
Non-reserve, rural 68.5 75.0
Non-reserve, urban 72.5 79.0
Non-Registered North American Indians 71.4 77.9
Rural 69.0 75.5
Urban 72.5 79.0
Métis 70.4 76.9
Rural 68.5 75.0
Urban 71.5 78.0
Inuit 57.6 68.8

* From Report of the Royal Commission on Aboriginal People, Vol. 3, Table 3.2

+ North American Indians includes all who self-identified as North American Indian on the 1991
Aboriginal Peoples Survey, whether or not they are registered under the Indian Act.

Adapted in part from the Statistics Canada publication, “Report on the Demographic Situation in

Canada”, 1991, Catalogue 91-209, March 4, 1994.

Adapted from “Health Indicators Derived from Vital Statistics for Status Indian and Canadian

Populations, 1978-1986”, Health Canada (September 1988). Reproduced with the permission of

the Minister of Public Works and Government Services Canada, 2005.

those over the age of 15 (80%) indicated
they could speak Inuktitut at least relative-
ly well.

Age Distribution and Life Expectancy
The median age for the Aboriginal popula-
tion in 2001 was 24.7 years (versus a non-
Aboriginal population high of 37.7 years).
Of a total of 975,497 persons of all ages®
267,344 are between 0 and 19 years of age.
Significantly, a full third of the total
Aboriginal population is under the age of 14
(compared to the corresponding share of
19% in the non-Aboriginal population).
There are 309,994 Aboriginal persons
between 20 and 49 years of age and 98,159
are between 50 and 80+ years of age (Table
II). The overall distribution by age of this
population reflects both the new trend
toward aging as well as an Aboriginal birth
rate that is 1.5 times that of the non-
Aboriginal birthrate in Canada.?” The
Statistical Profile on the Health of First Nations
in Canada similarly reveals a steady and per-
sistent age distribution difference between
First Nations and the non-Aboriginal
Canadian populations. Thus, while there is a
trend towards aging in the Aboriginal popu-
lation (the number of Aboriginal seniors
increased by 40% between 1996 and 2001),
there remains a far greater young Aboriginal
population due to both the high birth rate
and a lower overall life expectancy. By com-
patison, the non-Aboriginal Canadian popu-
lation is distributed far more evenly up the
age ranges with a single “baby boom” bulge
(30-54 years of age) (Figure 1).

Tables IV and V indicate that while life
expectancy is increasing overall for
Aboriginal populations, it still falls well
below the life expectancy for non-
Aboriginal Canadians. As of 1990, Inuit
men (57.6) and men living on-reserve (62)
have the lowest life expectancy of all
Aboriginal populations.”

Registered Status

People of First Nations ancestry may or
may not be registered under the Indian
Act. The Indian Act of 1876, while formal-
ly recognizing First Nations ancestry,
remains the legislative authority of internal
colonization. Bringing the First Nations
under federal control, the Act officially
abolished the inherent authority of
Aboriginal peoples to determine their own
lives. The Indian Act was amended in 1939
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Adjusted Aboriginal Identity Population by Region and Aboriginal Group, 1991*

TABLE VI

Registered
Region No.f %
Atlantict 15,800 3.6
Quebec 43,700 10.0
Ontario 91,500 20.9
Manitoba 65,100 14.9
Saskatchewan 59,900 13.7
Alberta 60,400 13.8
British Columbia 87,900 20.1
Yukon!l 4,400 1.0
Northwest Territories 9,300 2.1
Total 438,000 100.0

Non-Registered Métis
No. % No. %
4,800 4.3 2,500 1.8
9,800 8.7 9,100 6.5
39,600 35.2 12,800 9.2
8,500 7.5 34,100 24.5
6,500 5.8 27,500 19.7
18,400 16.3 39,600 28.4
23,800 21.1 9,400 6.7
500 0.4 200 0.1
800 0.74 200 3.0
112,600 100.0 139,400 100.0

Inuit§ Total
No. % No. %
4,800 12.7 27,700 3.8
7,200 19.0 69,300 9.6
900 2.2 143,100 19.9
500 1.3 107,100 14.9
200 0.4 93,200 12.9
1,400 3.7 118,200 16.4
500 1.4 120,700 16.7
- 0.25 100 0.7
22,200 58.7 36,200 5.0
37,800 100.0 720,600 100.0

* From Report of the Royal Commission on Aboriginal People, Vol. 1, Table 2.4

Notes: - population count is less than 100.

1 All counts are rounded to the nearest hundred.

1 The Inuit count for the Atlantic region is actually for Labrador. The APS reported an unadjusted Inuit count of 55 in Nova Scotia and in New
Brunswick. These counts were flagged to be used with caution because of sampling variability.
§ To obtain estimated counts for the Inuit ﬁopulation (3,560) in regions other than Labrador, Quebec and the Northwest Territories, the 1991 APS

unadjusted counts were used to derive t

respective percentage shares in each territory based on unadjusted 1991 APS data.
Source: “Report of the Royal Commission on Aboriginal Peoples” Royal Commission on Aboriginal Peoples, Volume One: Looking Forward, Looking
Back, Chapter 2 titled: From Time Immemorial: A Demographic Profile, Section 2 titled: Current Population, Table 2.4 titled: “Projections of the
Aboriginal Identity Population in Canada, 1991-2016” M.J. Norris, D. Kerr and F. Nault found on the following website:
http://www.ainc.inac.gc.ca/ch/rcap/sg/sg3_e.htm#11. The Commission c. 1996. Reproduced with the permission of the Minister of Public Works and
Government Services, 2005, and Courtesy of the Privy Council Office.
Source: “Projections of the Aboriginal Identity Population in Canada, 1991-2016", prepared by Statistics Canada, Demography Division, for Royal
Commission on Aboriginal People (February 1995).

e shares of the adjusted Inuit population in each remaining region.
The adjusted count of non-registered North American Indian and Métis populations in the Yukon and Northwest Territories were derived using their

to bring the Inuit under similar federal
control. Being registered under the Indian
Act confers the rights and privileges of
Indian status in Canada yet remains one of
the most contentious acts of colonial dom-
ination.* There is no commensurate recog-
nition of status or required registration for
the Métis people. According to the Royal
Commission on Aboriginal Peoples
(RCAP),? as of a decade ago there were
438,000 registered and 112,600 non-
registered Indians across Canada (Table VI).

Geographic Distribution

Reserves are Crown lands that are set aside
for the exclusive use of registered Indians.
The creation of these reserves reflects a
history of domination and early attempts
to assimilate the indigenous peoples of
Canada. Whereas they remain a reminder
of assimilationist practices, they are also
the family home to many, regardless of
where one may now reside, and they con-
stitute a base from which to negotiate
political autonomy. Nonetheless, the
number of registered Indians who are
moving away from reserve lands (in partic-
ular, into urban centres) is on the rise and
reflects a significant shift in the geographic
distribution of First Nations peoples of

*  Terminology is important as the word “Indian”

is considered derogatory and insensitive in the
Canadian context. However, the word “Indian”
remains in the Indian Act and is the term used in
distinguishing status according to the Indian Act.

On Reserve
199,815
192,178

TABLE VII
Registered Indian On- and Off-Reserve Population
Year
2000 Male
Female
Total

391,993

Off-Reserve Total
131,068 330,883
152,438 344,616
283,506 675,499

Source: Basic Departmental Data, 2001. Ottawa: Department of Indian and Northern Affairs
Canada; pp. 9, 13, 15. Reproduced with the Permission of the Minister of Public Works and

Government Services Canada, 2005.

Canada. Specifically, of those registered as
Indian, the Department of Indian Affairs
notes that in 2000 a total of 391,993 lived
on-reserve whereas 283,506 lived off-
reserve (Table VII) with an overall decline
from 33% to 31% in the proportion living
on reserves or settlements. Stated differ-
ently, as of 2000, 25% of all Aboriginal
people lived in 10 of Canada’s 27 census
metropolitan areas and almost half of the
population who identify themselves as
Aboriginal lived off-reserve. In Ontario,
for example, 78,346 lived on-reserve and
75,600 lived off-reserve (Table VIII).
Significantly, there are now more women
than men living off-reserve (152,438
women versus 131,068 men). In addition,
Aboriginal people are more mobile than
other Canadians. This high level of mobil-
ity creates particular challenges for plan-
ning and implementing programs in
Aboriginal-focussed education, social ser-
vices, housing and health care, especially
in urban areas.*!

Housing and Home

In 1991, the RCAP compared the housing
conditions of on-reserve and off-reserve First
Nations, Métis and Inuit (Table IX). The
findings indicate that far too many
Aboriginal people are living in over-crowded
and under-serviced homes.!”'34-4 The on-
reserve registered Indian population aver-
ages four persons per dwelling compared to
less than three persons per dwelling for the
non-Aboriginal population.”” In reality,
however, for most on-reserve registered
Indian populations (Prairie provinces,
NWT, Québec, and Newfoundland and
Labrador), there are more than four persons
living together. The 2001 APS indicates
that 17% of off-reserve Aboriginal people
and 53% of urban Inuit live in crowded
conditions (defined as 1 or more people per
room), compared to 7% of all Canadians.
Off-reserve population and the Métis aver-
aged approximately three persons per
dwelling. Comparing Aboriginal and non-
Aboriginal Canadian housing indicators

S50 REVUE CANADIENNE DE SANTE PUBLIQUE

VOLUME 96, SUPPLEMENT 2



HEALTH DISPARITIES IN ABORIGINAL CANADA

TABLE VIII

Registered Indian Population by Region (2000) — On and Off-Reserve

Atlantic Quebec Ontario
On 17,075 44,274 78,346
Off 9322 19,041 75,600
Total 26,397 63,315 153,946

Manitoba Saskatchewan Alberta BC
70,094 54,093 56,545 56,801
37,052 52,018 28,828 53,728

107,146 106,111 85,373 110,529

Yukon NWT Canada
3872 10,893 391,993
3761 4156 283,506
7633 15,049 675,499

Source: Basic Departmental Data, 2001. Ottawa: Department of Indian and Northern Affairs Canada; pp. 9, 13, 15. Reproduced with the Permission of
the Minister of Public Works and Government Services Canada, 2005.

TABLE IX

Housing Conditions of Aboriginal People, 1991*

Occupied dwellings

Average number of persons per dwelling
Average number of rooms per dwelling
Tenant-occupied dwellings

Average gross rent per month ($)
Owner-occupied dwellings

Average owner’s major payment per month
Band-owned dwellings

Available water not suitable for drinking
No electricity

No bathroom facilities

No flush toilet

In need of major repairs

Needs of residents not adequately met
Residents on waiting list for housing

North American Indians
On-reservet Non-reserve

39.870 137,580
4.3 3.3
5.5 5.9
5,435 (13.6) 77,445 (56.3)
362 517
10,755 (27.0) 60,025 (43.6)
207 670
23,675 (59.4) —
9,575 (24.0) 27,620 (20.1)
2,585 (6.5) 9,645 (7.0)
4,595 (11.5) 10,530 (7.7)
7,715 (19.4) 2,880 (2.1)
15,445 (38.7) 21,420 (15.6)
15,610 (39.2) 22,905 (16.6)
5,545 (48.1) 10,065 (22.3)

Métis Inuit
65,005 9,655
3.3 4.3
5.9 5.4
33,535 (51.6) 7,125 (73.8)
505 318
30.893 (47.5) 2,510 (26.0)
607 538
570 —
10,855 (16.7) 2,430 (25.2)
3,682 (5.7) 445 (4.6)
1,425 (2.2) 85 (0.9)
2,230 (3.4) 496 (5.1)
10,965 (16.9) 1,770 (18.3)
12,090 (18.6) 3,175 (32.9)
15,200 (23.4) 2,760 (28.6)

* From Report of the Royal Commission on Aboriginal People, Vol. 3, Table 4.2
Data pertain to dwellin%s where at least one of the occupants identifies as a member of an Aboriginal group. Numbers in parentheses indicate percentage

of total number of dwellings for that group.

+ Data from the APS are deficient because of under-reporting but are the only data suitable for comparisons between Aboriginal groups.

— = not applicable.

Adapted from the Statistics Canada publication, “1-disability, 2-housing (The Aboriginal Peoples Survey 1991)”, Catalogue 89-535, March 25, 1994.

TABLE X

Comparison of Canadian and Aboriginal Housing Indicators, 1991*

no piped water

About 1/3 more tenants, not counting band-owned housing

Canada Aboriginalt Aboriginal Position
Occupied dwellings 10,018,265 239,240 2.4% of Canadian households:
In need of major repairs 9.80% 19.60% 2 times as many in need of major repairs
Built before 1946 17.70% 13.60% 25% less than the Canada-wide Eroportion
No piped water supply 0.10% 9.40% More than 90 times as many wit
No bathroom facilities 0.60% 3.20% More than 5 times as many
No flush toilet 0.50% 5.30% More than 10 times as man
Average number of persons per dwelling 2.7 3.5 About 30% higher than the Canadian average
Average number of rooms per dwelling 6.1 5.8 Slightly smaller
Tenant-occupied dwellings 37.10% 48.70%
Average gross rent per month $546.00 $495.00 $51 per month lower on average
Owner-occupied dwellings 62.60% 41.20% About 34% fewer owners
Owner’s major payment per month $682 $603 $79 per month lower on average

* From Report of the Royal Commission on Aboriginal People, Vol. 3, Table 4.1

+ According to the 1991 Aboriginal Peoples Survey (APS).

i The actual figure is closer to 2.7 percent of Canadian households, owing to under counting in the APS. Canada data include only non-farm, non-
reserve dwellings. The Aboriginal data include all non-farm dwellings, including those on reserves, where at least one of the occupants self-identifies
as an Aboriginal person. Note that tenant-occupied dwellings do not include band-owned housin
major payment per month refers to the average monthly payments made by the owner to secure s

Adapted from Statistics Canada, “Household Facilities and Equipment, 1995”, Catalogue 64-202. (The estimate is based on the household income,

facilities and equipment data base at Statistics Canada which contains data from several sources, including the household facilities and equipment

survey, Aboriginal Peoples Survey).

be

which is treated as a separate category. Owner’s

Iter.

(Table X), homes lived in by Aboriginal

individuals/families are:

e 2 times more likely to be in need of
major repair (19.6% versus 9.8%)

* 90 times more likely to have no piped
water supply (9.4% versus 0.1%)

* 5 times more likely to have no bathroom
facilities (3.2% versus 0.6%)

¢ 10 times more likely to have no flush
toilet (5.3% versus 0.5%).

Adequate housing, both in terms of ade-
quate basic facilities and the number
required to adequately house both an aging
and growing population are a high priority
at all levels of Aboriginal government.

In addition to the toll that housing
shortages and inadequate facilities take on
populations, the actual place where people
live also affects health status. The same
colonialist interests that created the reserve

system have also controlled where
Aboriginal people may or may not live.
The relocation of entire communities,
based on the whim or wishes of a govern-
ment consumed with issues of northern
sovereignty or resource management (not
with the health or well-being of the First
Nations, Inuit or Métis), has directly
affected those communities’ well-being.
From the high Arctic Inuit relocations in
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TABLE XI

On-reserve Students Remaining Until
Grade 12 for Consecutive Years of
Schooling, Canada, 1987/88 — 1996/97

School Year Percent
1987/88 37.4
1988/89 38.6
1989/90 41.3
1990/91 47.0
1991/92 53.6
1992/93 62.6
1993/94 77.7
1994/95 73.3
1995/96 75.1
1996/97 70.8%*

* The(soercentage for 1996/97 is obtained by
dividing the number of students in grade
12 in 1996/97 by the number of students
in grade 1 in 1985/86.

Source: Basic Departmental Data, 1997.

Ottawa: Indian and Northern Affairs Canada;

p. 31. Reproduced with the permission of the

Minister of Public Works and Government

Services Canada, 2005.

the 1950s, to the forced relocation of the
Innu of Labrador (and their subsequent
recent second relocation and as yet unsuc-
cessful attempt to quell the initial injurious
effects), to the Anishnabe of Grassy
Narrows who continue to suffer from
methyl mercury poisoning as an indirect
effect of relocation, the government man-
date imposed upon Aboriginal people con-
tinues to resonate as social upheaval, as
mental illness, as violence, as crime, as sui-
cide, and as disease.?3485!

Many of those who have moved from
reserves, but without adequate education,
social support or skills, will likely find
themselves outside of the mainstream in an
urban centre. Those who move towards
the illusory security of the city quickly dis-
cover a dearth of services (unlike those
available on reserves) and a marginalized
and compromised status. Among the many
other services required, there is, as Mason>
has reported, a desperate need for adequate
housing, and in particular, housing for
women and children.

Education, Employment and Income

Education

According to the Statistical Profile, First
Nations children are staying in school
longer than in the recent past. Given that
educational achievement is positively asso-
ciated with health, this is good news. In
1997-98, significantly more First Nations’
children remained in school until Grade
12 than in the previous decade (74% ver-
sus 37%) (Table XI). In addition, the

TABLE X1l

Aboriginal and Canadian Populations Age 15+, Showing Percentage by Level of

Education Attained, 1981 and 1991*

1981 All Gap 1991 All Gap
Aboriginal Canadians Aboriginal Canadians
People People
1 2 2-1 1 2 2-1

Elementary school 63 80 17 76.1 86.1 10
High school 29.1 52.1 23 42.5 61.8 19.3
Post-secondary 8.9 13.7 4.8 13.3 15.8 2.5
certificate
Some university 6.7 16 9.3 8.6 20.8 12.2
University degree 2 8 6 3 11.4 8.4

* From Report of the Royal Commission on Aboriginal People, VoL. 5, Table 2.6

Note: This table shows the number of individuals who have attained the level of education indicat-
ed, including individuals who have %one on to higher levels. Thus, in 1991, of the 76.1 percent of
Aboriginal people who completed elementary school, many have completed high school and a
number have also gone on to study at colleges and universities. The category ‘post-secondary cer-
tificate” includes those who may not have completed elementary school or high school.

Source: Statistics Canada, “Canada’s Aboriginal Population 1981-1991: A Summary Report”,
research study prepared for RCAP; and data from the Housing, Family and Social Statistics
Division, Statistics Canada, January 1995.

Adapted from Statistics Canada, “Canada’s Aboriginal Population, 1981-1991: A Summary Report”,
research study prepared for Royal Commission on Aboriginal People, and data from the Housing,
Family and Social Statistics Division, Statistics Canada, January 1995.

TABLE X1l
Highest Level of Education, Aboriginal Identity and Canadian Populations Age 15-65
No Longer Attending School, 1991*

North American Indian

On- Non- Métis Inuit Total Total
reserve reserve Aboriginal Pop.
% % % % % %

Less than grade 9 39.6 16.0 19.1 46.6 25.4 11.8
Secondary, no certificate  29.9 33.9 34.2 20.1 32.1 22.8
Secondary certificate 8.3 15.5 14.8 8.7 12.8 21.2
Non-university, no certificate 6.9 8.3 8.5 8.6 8.0 6.2
Non-university certificate  10.6 16.2 15.3 13.2 14.1 17.9
University, no degree 3.4 6.1 4.4 1.8 4.7 7.9
University degree 0.9 3.6 3.3 — 2.6 12.2

* From Report of the Royal Commission on Aboriginal People, Vol. 5, Table 5.7

Note: — = Figures suppressed because of small size; their coefficient of variation is higher than 33.3%.
Adapted from Statistics Canada, 1991 Aboriginal Peoples Survey, and 1991 Census, Custom
Tabulations.

TABLE XIV
Education and Employment Income, 1991*

All Canadianst

Highest Level of
(% of population

Aboriginal People*
Education Completed

Average Employment
(% of population

Income Per Aboriginal

age 15 to 64)

Less than grade 9 25.4
Grades 9 to 13 32.2
High school diploma 12.9
Co%lege without certificate 8.0
College with certificate 14.2
University without degree 4.7
University with degree 2.6
Total 100.0

age 15 to 64) Person ($000s)

11.8 12.7
22.8 15.3
21.3 19.4
6.2 15.8
17.9 20.5
7.9 22.6
12.2 33.6
100.0 17.8

* From Report of the Royal Commission on Aboriginal People, Vol. 5, Table 2.3

t Population age 15 to 64 no longer attending school full-time.

Adapted from the Statistics Canada publication, “Education Attainment and School Attendance
(data products: nation series: 1991 Census of Population)”, Catalogue 93-328, May 11, 1993.

Profile optimistically points to an increase
(by 54% between 1990 and 2000) in
band-operated schools, an increase in fed-
eral funding for post-secondary education
and a growth in Aboriginal studies pro-
grams at the university level. Despite these

encouraging accomplishments, however,
there is an across-the-board lag in the com-
pletion rate of all levels of education when
compared to the non-Aboriginal Canadian
population. Indeed, as the 2002 APS
points out, only 48% of off-reserve
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TABLE XV

Participation and Unemployment Rates, Aboriginal and Non-Aboriginal Populations,

1981 and 1991*

Participation Ratet

Unemployment Rate
% %

0/0 0/0 o o
1981 1991% 1981 1991%

Non-Aboriginal 65.0 68.1 7.2 9.9

Total Aboriginal 51.8 57.0 15.8 24.6

North American Indians

Registered§

On-reserve 37.4 45.3 19.3 30.1
Non-reserve 55.9 56 15.6 29.4
Non-registered 62.7 67.5 14.3 21.1
Métis 57 63.7 14.5 21.3
Inuit 48.2 57.2 15.2 241

* From Report of the Royal Commission on Aboriginal People, Vol. 3, Table 3.11

t Participation rate is the percentage of all persons aged 15 and older who are employed and
unemployed, i.e., active in the labour force.

+ For comparison purposes, the Aboriginal rates for 1981 exclude reserves that were enumerated
incompletely in the Aboriginal Peoples Survey.

§ Data for registered North American Indians in 1991 exclude persons who regained Indian status

after 1985 as a result of Bill C-31, which amended the Indian Act with regard to eligibility for
Indian status. Such persons were added to the 1991 North American Indian non-registered popu-
lation for purposes of comparing 1991 and 1981 data.
Adapted from Statistics Canada, “Canada’s Aboriginal Population, 1981-1991: A Summary Report,
research prepared for RCAP; and data from the Housing, Family and Social Statistics Division,

Statistics Canada, January 1995.

Aboriginal children are completing Grade
12. Inuit peoples’ educational attainment
is either lower than or comparable to First
Nations people, with proportionately fewer
Inuit obtaining a university degree. As a
recent study indicates, even with higher
levels of post-secondary education, First
Nations men and women continue to face
barriers to employment (Tables XII-
XIV).%

Employment and Income

The RCAP reported that as of 1986 just
under 45% of First Nations communities,
at age 15+, were able to participate in the
labour force (comparable communities:
60.3%; Canada: 66.9%). Of that total per-
centage, 33% of First Nations communi-
ties’ members were unemployed compared
to the national 1986 average of 12%. In a
separate study commissioned by RCAP,*
the total Aboriginal unemployment rate
rose from 15.8% in 1981 to 24.6% in
1991 (Table XV).

Comparisons between registered on-
reserve, off-reserve and non-Aboriginal
Canadian populations indicate that, over-
all, Aboriginal household incomes are sub-
stantively lower than their non-Aboriginal
counterparts. Registered on-reserve First
Nations household incomes (per occupied
private dwelling) are almost half that of the
non-Aboriginal (reference) household
incomes ($25,040 versus $46,606).97 At
$32,177, registered off-reserve household

incomes are dramatically lower than the
reference personal incomes. The average
individual incomes are, in other words,
substantially lower. The average income
for the total registered (on- and off-reserve)
Aboriginal population in 1991 was
$12,800. This is approximately one half of
the reference population income of
$24,100.

An Assembly of First Nations (AFN)
fact sheet of socio-economic exclusion
indicators points to an even greater dis-
crepancy between Aboriginal and non-
Aboriginal earnings.”* Their figures identi-
fy an unemployment rate of 28.7% among
reserve-dwelling First Nations members
(compared to a Canadian national average
of 9.8%). Whereas 8.2% of non-
Aboriginal Canadians earn less than
$2,000, 19% of those living on-reserve
earn this meagre amount annually.>
Kendall bluntly states that unemployment
is the most immediate cause of poverty.”
Yet it is the complex interplay of job mar-
ket discrimination, lack of education, cul-
tural genocide, and loss of land and sover-
eignty that affects employment status and,
ultimately, the degree of poverty faced by
those who are caught in a “circle of dis-
advantage”. The income gap between
indigenous and non-indigenous Canadians
continues to grow, despite efforts at
income assistance and community devel-
opment. Poverty, and the resultant poor
living conditions, continue to contribute

directly to poorer health status in both
children and adults. Studies also continue
to show that Aboriginal women face a dis-
proportionate proportion of the burden of
poverty and its concomitant social and

health effects.56->

The embodiment of inequity —
Health status and health disparities

Perceived Health Status

According to the APS, only 13% of the
overall Aboriginal population described
their health status to be either “fair” or
“poor” whereas 26% indicated that they
considered their health status to be “excel-
lent”. These figures are significant, and
even more so in contrast to the overall
percentage of people with disability (30%)
or who saw either a general practitioner
(67%) or health-care professional (73%).
Even more striking perhaps is that, by
comparison, 23.1% of those living off-
reserve rated their health as either fair or
poor. In this same population 60% report-
ed at least one chronic condition (e.g.,
arthritis, high blood pressure, diabetes),
16.2% reported a long-term activity
restriction (more than 1.6 times higher
than non-Aboriginal population) and
13.2% of those living off-reserve had
experienced a major depressive episode in
the year prior to the survey (1.8 times
higher than the non-Aboriginal popula-
tion).

Given the discrepancies between the
stated health status profile both on- and
off-reserve, we need to ask what “health”
means for Aboriginal people. Health status
and meanings of health are not adequately
developed in the APS or other large scale
survey instruments. Echnographic data
indicate that “health” means more than
just the absence of disease in many cultural
contexts and this avenue of health study
must be more fully explored to develop a
better sense of health equity for Aboriginal
Canadians.?>?%325960 If health is a state-
ment of individual wellness, then the
answer may be far less accurate than any
statistical outcomes will show. If health is
interpersonal, based on a socially driven
model of well-being, then this will engen-
der a far different set of answers in an
assessment of health,?3361

When asked what social problems were
the most important for Aboriginal peoples,
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the highest percentage of those who
responded to the Aboriginal Peoples
Survey indicated that unemployment
(67.1%) and alcohol abuse (61.1%) were
the greatest (social) health problems in
their communities. Drug abuse (47.9%),
family violence (39.2%), suicide (25.4%),
sexual abuse (24.5%), and rape (15%) fol-
lowed.®? These numbers are broken down
according to on-/off-reserve First Nations,
Meétis and Inuit in Table XVI. While at
best a broad sweep of the key social health
concerns of communities, it is nonetheless
a stark indicator of the individual and
interpersonal results of social and societal
disruption. Thus, while there are cultural
differences in how health is understood,
there are also social and historical factors
that are impinging upon any sense of
health and well-being that cannot be reme-
died with a simple invocation of a return
to “culture”.

Morbidity and Mortality

Infant mortality stands as one of the key
indicators of the relative health of popula-
tions. Specifically, infant mortality decreas-
es as mothers’ health and nutrition
improve and as they are better monitored
throughout the prenatal period.

In 1999 the infant mortality rate in First
Nations was 8 deaths per 1000 live births.
This rate is 1.5 higher than the Canadian
rate of 5.5. However, this is a significant
improvement from the 1979 rate of 27.7
per 1,000 live births and reflects the
increase in access to prenatal health-care
services and better maternal nutrition over-
all.’” Infant mortality should be assessed
relative to birth weight as birth weight is
normally a strong predictor of infant mor-
tality and child well-being. Birth weight
may be influenced by socio-economic con-
ditions, maternal age and weight, previous
births by mother, maternal nutrition,
smoking or illness during pregnancy, dia-
betes, and length of the pregnancy. Both
low and high birth weights place infants at
risk for higher vulnerability to illness later
in life and, in particular, to diabetes. In
addition, high birth weights place the baby
at risk during the delivery process. In
1999, of those First Nations births record-
ed, 22% were classified as high birth
weight (almost twice the non-Aboriginal
Canadian rate). Six percent of the recorded
births were classified as low birth weight

TABLE XVI

Selected Social Problems Reported by Aboriginal Identity Population, 1991*

Total Aboriginal

On-reserve

% %
Unemployment 67.1 78.3
Family violence 39.2 441
Suicide 25.4 34.4
Sexual abuse 24.5 29.0
Rape 15.0 16.4
Alcohol abuse 61.1 73.2
Drug abuse 47.9 58.8

North American Indian

Métis Inuit
Non-reserve
% % %

60.2 66.9 74.5
36.4 39.0 43.5
20.4 21.6 41.2
21.8 23.0 35.1
13.3 14.6 25.0
56.0 58.8 57.6
43.2 45.2 49.0

* From Report of the Royal Commission on Aboriginal People, Vol. 5, Table 5.4
Note: Percentage of respondents reporting each phenomenon as a problem in their community.
Adapted from the Statistics Canada publication, “Language, tradition, health, lifestyle and social

issues”, 1991, Catalogue 89-533, June 29, 1993.
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Figure 2.

Leading causes of death in First Nations by sex, 1999

* Included in this rate are suicides with a rate of 12.4 per 100,000 for women and 43.3

per 100,000 for men

Ranking based on mortality (deaths per 100,000 population) for First Nations in 1999.
Source: A Statistical Profile of the Health of First Nations in Canada, Fig. 3.4, Health
Canada, (2003). Reproduced with the permission of the Minister of Public Works and

Government Services Canada, 2005.

(compared with 5.6% among the non-
Aboriginal Canadian population). Yet
despite similar percentages, further
research has shown that First Nations
infants with lower birth weights have a
higher mortality rate.?’

Injury, poisoning, circulatory disease,
cancer and respiratory disease are the over-
all leading causes of death in all Aboriginal
populations. Suicide and self-inflicted
injury is the leading cause of death in those
aged 10-19 and 20-44, followed by motor
vehicle injuries and then accidental drown-

ing and homicide, respectively. For those
aged 45-64, ischemic heart disease, lung
cancer, motor vehicle injuries, diabetes,
chronic liver disease, and other diseases
(including breast cancer) are the leading
causes of death.? For those aged 65 and
over, heart disease, cerebrovascular disease,
lung cancer, pneumonia and influenza are
the leading causes of death. For those aged
one to nine, the leading causes of death are
injuries caused by fire and flames, motor
vehicle and other injuries (Table XVII and
Figure 2).
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TABLE XVII
Deaths in First Nations, by Leading Causes and Age Group, 1999

Age group* Rank Cause of Death Frequency Ratet %
0T to 09% 1 Accidents caused by fire and flames (E890-898)§ 9 11.2 26
2 Motor vehicle accidents (E810-825) 8 10.0 24
3 Other injuries (excludes motor vehicle accidents and fire) 8 10.0 24
4 Other causes 9 11.2 26

34
10to 19 1 Suicide and self inflicted injury (E950-959) 30 38.6 38
2 Motor vehicle accidents (E810-825) 24 30.9 30
3 Accidental drowning and submersion (E910-915) 8 10.3 10
4 Other causes 18 23.2 23

80
20 to 44 1 Suicide and self inflicted injury (E950-959) 84 53.6 23
2 Motor vehicle traffic accident (E810-819) 56 35.7 15
3 Homicide (E960-969) 27 17.2 7
4 Accidental poisoning by drugs (E850-858) 23 14.7 6
5 Accidental drowning and submersion (E910-915) 20 12.8 5
6 Other causes 157 100.1 43

367
45 to 64 1 Ischemic heart disease (410-414) 67 126.6 17
2 Lung cancer (162) 23 43.4 6
3 Motor vehicle traffic accident (E810-819) 20 37.8 5
4 Diabetes (250) 16 30.2 4
5 Chronic liver disease and cirrhosis (571) 15 28.3 4
6 Other causes!! 249 470.4 64

390
65+ 1 Ischemic heart disease (410-414) 117 755.7 20
2 Other forms of heart disease (420-429) 51 329.4 9
3 Cerebrovascular disease (430-438) 43 277.7 7
4 Lung cancer (162) 40 258.3 7
5 Pneumonia and influenza (480-487) 37 239.0 6
6 Other causes 287 1853.6 50

575

* A total of 37 deaths were excluded because age at time of death was missing.

t Rate per 100,000 population.
1 There were 65 deaths under the age of one.

§ Codes refer to the ICD-09 Classification System.
|| Breast cancer has been included in the “other” causes category for the 45 to 64 age

oup. There were 20 cases of breast cancer in this population.

r
Source: A Statistical Profile of the Health of First Nations in Canada, Appendix 4, Healt% Canada, (2003). Reproduced with the permission of the Minister
of Public Works and Government Services Canada, 2005.

Violence and its Effects

Personal, interpersonal and family violence
— including physical abuse, sexual assault
and rape — continue to escalate in
Aboriginal populations, and with dire
effects. The RCAP found that 39% of the
overall Aboriginal population reported
family violence as a social problem (fol-
lowed by suicide, sexual abuse and rape,
which are all forms of violent interpersonal
crimes). Violence, like suicide, does not
occur in a vacuum, however, and factors
leading to violent and abusive behaviours,
including drug and alcohol consumption,
must be taken into consideration when
assessing the impacts of violence on indi-
viduals and communities. In an explo-
ration of the relationship between sub-
stance abuse and physical/sexual abuse in
an urban Aboriginal population, for exam-
ple, Jacobs and Gill"* found that those
who had experienced physical and/or sexu-
al abuse were more likely to have a current
substance abuse problem and that there

was a strong intergenerational transmission
of violent behaviour and substance abuse.
As well, substance abusers were more likely
to have a history of legal problems, time
spent in jail, and a high level of psycholog-
ical distress (including depression, anxiety,
suicide ideation and attempted suicide).'**

In her submission to the RCAP,
LaRocque?® specifically highlights the
effects of family violence on Aboriginal
women, teenagers and children. This focus
on women is not inappropriate given that
up to 75% of the victims of sex crimes in
Aboriginal communities are women and
girls under the age of 18 (50% of those are
under age 14 and almost 25% are under
the age of 7), that Aboriginal women are
more likely to be living in a social environ-
ment in which substance abuse and spousal
violence are widespread, and that they are
more likely be incarcerated and are at a
greater risk of being homicide victims.®*%
Even with these dismal data, it is still
alarming that eight in ten Aboriginal

women in Ontario reported having person-
ally experienced violence.**¢

Browne and Fiske argue that “the colo-
nial legacy of subordination of Aboriginal
people has resulted in a multiple jeopardy
for Aboriginal women who face individual
and institutional discrimination, and dis-
advantages on the basis of race, gender and

class. »60,68,69

LaRocque, too, is explicit in
locating the underlying cause of violence
within colonization and its concomitant
damage to the cultural, political, economic
and kinship systems of Aboriginal
America. She moves one step further, how-
ever, in her piercing analysis of the effects
of violence on Aboriginal women, stating
that racism coupled with sexism leaves
Aboriginal women in a highly vulnerable
position vis a vis the wider society. This is
exacerbated within communities when
racism and sexism are internalized by
Aboriginal  people
Internalization occurs when a colonized

group begins to judge itself by the stan-

themselves.

MARCH - APRIL 2005

CANADIAN JOURNAL OF PUBLIC HEALTH S55



HEALTH DISPARITIES IN ABORIGINAL CANADA

dards of the colonizing society, swallowing
externally imposed negative valuations.”
While many Aboriginal people today are
far less inclined to judge themselves by
these negative standards, LaRocque argues
that internalization still exists and remains
part of the problem of family and sexual
violence. In addition, in small communi-
ties victims of violent and/or sexual assaults
face further obstacles, including lack of pri-
vacy, humiliation through community gos-
sip and fear of being ostracized and intimi-
dated. Victims may also be confronted
with disbelief, anger or denial by other
family members. If the victim, most often
a woman, chooses to go outside of the
community, her claims may not be taken
seriously or she may be viewed with indif-
ference or disbelief. Yet LaRocque’s solu-
tion is not just a turn to strong cultural or
political re-assertion. “Political oppres-
sion,” says LaRocque, “does not preclude
the mandate to live with personal and
moral responsibility within human com-
munities.””! She calls for social, cultural
and economic revitalization as crucial ele-
ments of change, but in concert with a
strong, realistic and multi-level approach
to youth development as the best and most
effective defence against the perpetuation
of sexual violence.”!

Suicide

One wonders if the same approach might
quell the disturbingly high rate of suicide
in Aboriginal youth and young adults. In
1999, suicide accounted for 38% of all
deaths in youth aged 10-19 and for 23% of
all deaths in those aged 20-44. The total
First Nations suicide rate in 1999 was — at
27.9 deaths per 100,000 — 2.1 times the
Canadian populations’ suicide rate.’”
Suicide is, bluntly put, the clearest indica-
tor of the severity of social disruption in
Aboriginal Canada and the rates are shock-
ingly high by any standard. These suicides
are the end result of a toxic mix of poverty,
powerlessness, depression and, increasing-
ly, young age’”?
cide simultaneously attests to and hastens

and each individual sui-

further community chaos. The crisis of sui-
cide is set in motion by a series of factors
including everything from the immediacy
of abuse to the lack of services and local
economic, social or cultural resources.
Indeed, as Kral’#”> and Samson® both

explore in rich ethnographic detail, a long

prior history of inequity combined with
rapid and growing social and cultural
changes, a lack of any political clout, a
paucity of economic and social resources,
and no apparent end to these inequities are
leading to highly traumatic outcomes.

In one study, conducted in 1992,
researchers found that of 100 Inuit youth
(14-25 years of age) residing in a commu-
nity on the Hudson Bay coast in Northern
Québec, 34 reported a past suicide attempt
and 20 had attempted suicide more than
once. A full 43 of the 100 reported past
thoughts of suicide (26 in the month
before the survey) and over 40 had friends
who had attempted or completed suicide
in the past. The strongest risk factors for
suicide attempts were male gender
(although the number of young women
attempting or completing suicide is on the
rise), having a friend who had attempted
suicide, experience of physical abuse, a his-
tory of solvent abuse, and having a parent
with an alcohol or drug problem.”

Compounding these stressors may be
additional factors such as disorganized
band administrations (patterned on the
bureaucratic density of Department of
Indian  Affairs Northern
Development), the limitations on an indi-

and

vidual’s mobility either from or to a
remote community, inadequate family and
child services that are replete with jurisdic-
tional disputes between prevention and
protection services, and the absence of
appropriate counseling.”? And so, while the
rate of suicide or suicide attempts continue
to increase — and especially so among
younger men and women — there remains
a paucity of locally meaningful or effective

intervention strategies.®"””

Chronic and Infectious Disease Profile
It is widely accepted that the pre-contact
period was not so much a halcyon time in
terms of a disease-free state but rather a
balance of functional health and an “ability
to cope with challenges of the environ-
ment” including cyclical famines, parasitic
infections, accidents and disease.”> The dis-
ease profile shifted, however, when
Aboriginal populations — at times already
compromised by famine — were in greater
contact with Europeans and exposed for
the first time to a series of deadly infec-
tions. Smallpox, measles, whooping cough,
scarlet fever and influenza were among

those infectious diseases to take an incalcu-
lably high toll on the early contact popula-
tions.> With the implementation of the
reserve system and residential schooling in
the early part of the twentieth century,
infectious diseases such as tuberculosis
plagued Aboriginal populations, especially
those already compromised by inadequate
reserve housing, poor sanitation and water,
and limited food supplies.

While Aboriginal populations still have
higher rates of infectious disease, chronic
diseases such as diabetes and cancer are
now taking a high toll on indigenous peo-
ples. For example, NIDDM (non-insulin-
dependent diabetes mellitus) was once
unknown to Aboriginal populations. Over
the last 25 years, this chronic disease has
grown to become a major health concern
of Aboriginal peoples around the world.
Here in Canada, the prevalence of
NIDDM in First Nations, Inuit and
Métis peoples is between three to five
times the national average, with rates
higher in women and highest among
those living on-reserve. The data also
reveal that First Nations people develop
NIDDM at a younger age and by the
time they reach their 30s, 5% of First
Nations people have developed the dis-
ease. The rate increases rapidly with age.
The 1997 Regional Health Survey
revealed that one third of those over 65
had been diagnosed with NIDDM.”®
Further, Aboriginal people with NIDDM
tend to develop complications at a
younger age than non-Aboriginal
Canadians. Given these statistics,
NIDDM has, not surprisingly, become a
significant health funding and research
priority for the Aboriginal leadership in
Canada. The high prevalence of NIDDM
has also had unanticipated positive out-
comes as well. Stimulated by an attempt
to reverse the trend, local research and
community health initiatives in one
Quebec Mohawk community have turned
into some of the most innovative, inclu-
sive, empowering — and emulated — pub-
lic health projects and research protocols
to date (see, for example, the Kahnawake
School Diabetes Prevention Project”).

Infectious diseases, while not as ubiqui-
tous as in the early part of the last century,
continue to impinge on First Nations com-
munities in disproportionate numbers when
compared to the rest of Canada. In 1999,
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for example, the prevalence of tuberculosis
was 8 to 10 times higher in First Nations
than among non-Aboriginal Canadians.
While the rate that year was due in part to
large outbreaks in several regions (with just
over 40% of the total cases occurring in
5 communities) infectious diseases occur
disproportionately in First Nations commu-
nities.” For example, pertussis rates were
three times the Canadian national rate in
1999, hepatitis rates were five times the
national rate and chlamydia rates were just
over five times the national rate.’” One
other infectious disease is noteworthy, given
that it is highly preventable yet occurs at
19.3 times the national rate and was found
to occur in one province in particular at 29
times the provincial rate: shigellosis is a bac-
terial infection that is the direct result of
poor water quality, inadequate sewage dis-
posal and, indirectly, poverty. As
Rosenberg, Kendall and Blanchard® found
in Manitoba, household crowding, poor
access to clean water, and inadequate sewage
disposal were significantly associated with
increased incidence of shigellosis on
reserves. Unsatisfactory — and unacceptable
— living conditions, simply put, make peo-

ple sick.

HIV/AIDS

In the last decade, the proportion of
Canada’s total HIV/AIDS cases contracted
by Aboriginal people has risen sharply:
from 1.0% in 1990 to 7.2% in 2001. The
increase has been so dramatic that the
Executive Director of the Canadian
Aboriginal AIDS Network refers to it as an
“epidemic”.®" As in other communities and
like many other health issues, HIV/AIDS is
a problem of poverty, of under- and un-
employment, unstable housing, homeless-
ness, sexual/physical abuse and a concomi-
tant lack of self-worth. HIV/AIDS is also a
problem of injection drug use and all its
attendant effects. A study sponsored by the
Montreal Native Friendship Centre repeats
the unsettling refrain that “unless [these]
root causes of high risk behaviour are
addressed...no amount of HIV/AIDS pre-
vention will be effective.”® The same study
found that when Aboriginal people test
positive for HIV infection, they often do
not access the available services: “As a con-
sequence of multiple stigmas associated
with HIV and AIDS, both within the

Aboriginal and non-Aboriginal communi-

ties, most Aboriginal people living with
HIV/AIDS prefer to remain invisible, silent
and anonymous. Many aboriginal people
[will] not seek out care, support or urgent
treatment upon HIV diagnosis, but rather
[do so] at later stages of the disease.” The
Montreal study indicates that service
providers do not know enough about the
“lived experience, needs, perspectives, cul-
tures and traditions of First Nations, Inuit
and Métis clients” and that there are signif-
icant barriers to establishing a trust-based
relationship between service providers and
HIV/AIDS clients. Here, like with other
Aboriginal health-care concerns, there are
cultural, linguistic and structural barriers,
conflicting expectations and experiences
about medical service delivery, financial
and non-insured health benefits, or a lack
of knowledge about existing services. A
national Aboriginal AIDS strategy has been
developed to begin to chip away at some of
these barriers and is being linked to on-
going provincial urban strategies and
community-based initiatives.®! While
strategies like these deserve and require
effective and long-term support, the under-
lying causes of HIV/AIDS (and drug
dependency), including under- and un-
employment, inadequate housing and
abuse, must also be effectively resolved.

The institutionalization of inequity —
Services and programs

Health-care services and provision have
improved considerably since Aboriginal
Canadians came into contact both with
non-Aboriginal diseases and biomedicine.
The earliest form of biomedical health care
arrived in many communities with mis-
sionaries, who often saw the opportunity
to heal a body as an investment in saving a
soul. Nonetheless, the missionaries did
provide rudimentary health service prior to
any other medical attention to Aboriginal
peoples in Canada.” While some (meager)
form of health-care services was federally
instituted at the beginning of the 1900s, it
was not until after World War II that
health and social services were systemati-
cally provided to Aboriginal peoples, and
this in part because of concerns regarding
questions of the health and safety of non-
Native population.?#* Guided perhaps
more by the need for a visible presence in
the North and northern border security
than by genuine concern for Aboriginal

peoples (as wards of the state), health and
social services extended into the farthest
reaches of northern Canada through the
Cold War period. Hodgson®? describes the
treatment for tuberculosis throughout the
1950s, for example, as interventions that
showed only the most rudimentary con-
cern for individual or community well-
being. Anyone testing positive for the dis-
ease was physically removed from the
reserve or residential school to a sanatori-
um far away from home. Hodgson explains
that the government’s priorities in caring
for Aboriginal peoples with tuberculosis
have been perceived as paternalistic,
unnecessary, undesirable, and latently hos-
tile, especially when removing people from
their home community to southern, and
wholly foreign, sanatoria. Treatment, says
Hodgson, was imposed upon the people
with little attention to the participation or
needs of the recipient population who had
little or no control over the quality or
quantity of their medical care. The long-
term effects of the disruption to family life
from the long-term removal of family
members had a profound impact across the
country. To this day, for many Aboriginal
peoples, there is a lingering fear of institu-
tions that can be traced directly back to the
insensitive treatment of those with tuber-
culosis.

To be sure, much has changed since ini-
tial contact with “western” diseases and
biomedical practices and there have been
many improvements in health-care services
and delivery to Aboriginal peoples
throughout Canada. Services alone, how-
ever, do not ensure health and what ser-
vices are available remain largely inade-
quate and underestimate the link between
the local control of health services and
practices, meanings of health, and health
disparities.

Health-care services are still provided to
Aboriginal peoples living on-reserve or in
remote communities through the federal
government. Those services, a treaty-based
federal responsibility, have been a struggle
to maintain, regardless of their adequacy or
sufficiency. While First Nations have
requested an autonomous locally account-
able system of health-care provision, the
government does not admit that health is
an Aboriginal or treaty right. An exception
to this rule is if self-government in health
care has been negotiated as part of a treaty
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settlement, as in the case of the James Bay
Cree of Québec; through this agreement,
the Cree Regional Board of Health and
Social Services took over the management
of the health and social services needs of
the Québec Cree. Outside of that kind of
exception, the federal government only
acknowledges a “special relationship”
between the federal government and First
Nations and, since 1989, has been institut-
ing a Health Transfer Policy.

Initiated in 1974 as the “Indian Health
Policy”, the current Health Transfer Policy
emerges out of the federal government’s
desire to integrate Aboriginal health care
into the larger national health-care system.
From the period of the late 1960s, when
there was a federal push towards devolu-
tion of all “special services” first to
provinces and then to Aboriginal peoples,
to the 1989 government approval of the
Health Transfer Policy to First Nations
communities, representatives of the First
Nations have fought to retain as much
autonomy in health care delivery as possi-
ble, given the constraints inherent in the
negotiation process.

The First Nations and Inuit Health
Branch (FNIHB) of Health Canada, with
regional offices in every province, supports
the delivery of public health and health
promotion services on-reserve and in Inuit
communities. It also provides drug, dental
and ancillary health services to First
Nations and Inuit people regardless of resi-
dence. Included within the FNIHB are the
community programme directorate (which
includes the children and youth division,
mental health and addictions division,
chronic disease prevention division, and
other programs related to, for example,
obesity and fitness, cancer, and cardiovas-
cular disease), primary health care and
public health directorate (which includes
the divisions of primary health care, infec-
tious disease control, environmental
health, environmental research, and dental
and pharmacy programs), non-insured
health benefits directorate, the office of
nursing services, the office of community
medicine, the business planning and man-
agement directorate, the strategic policy,
planning and analysis directorate, and the
chief executive advisor of First Nations and
Inuit relations. In addition, the Northern
Secretariat was created in Fall 1998 to pro-
vide equitable program delivery to the First

Nations and Inuit living in the Yukon, the
Northwest Territories and Nunavut (see
for example: www.hc-sc.gc.ca/fnihb/,
www.hc-sc.gc.ca/ns. The National
Aboriginal Health Organization has a
comprehensive review of Aboriginal
health-related initiatives®?).

The Health Transfer Policy certainly
does “achieve an increasing level of health
in Indian communities, generated and
maintained by the Indian communities
themselves” and does acknowledge a “spe-
cial relationship” between First Nations
and the federal government. It does not,
however, recognize health as an Aboriginal
treaty right and hence summarily removes
it from the realm of treaty negotiations.®
This, fundamentally, is the fatal flaw of the
Health Transfer Policy: while it transfers a
range of services (including medical and
hospital insurance, public health, and non-
insured services such as drug and eyeglass
prescriptions and dental care), it retains
and reproduces the pre-existing dependent
relationship. Thus, for example, First
Nations proposals for community health
plans must be approved by the federal gov-
ernment, there is a “non-enrichment”
clause, which freezes funding from the
time of transfer (and is calculated accord-
ing to the number of registered members
living on-reserve at the time of transfer); as
well, the Transfer Policy does not formally
recognize the role of traditional healers in
the transfer agreement nor does it fund the
training of First Nations health-care pro-
fessionals.®>® Ultimately, says Speck, the
position taken by First Nations is that, “in
the absence of recognition of title and
treaty rights, control over economic
resources, political autonomy, improved
standards of living and changes in the atti-
tudes of non-Native Canadians towards
First Nations, health care services alone are
unlikely to result in significant improve-
ments in the health status within First
Nations,”30:83.86

First Nations, Inuit and Métis living in
urban centres find themselves excluded
from many of the services and benefits
that arise from the FNIHB. Aboriginal
people moving into or living in urban cen-
tres face a range of different health care
provision challenges as they ostensibly exit
their community’s health networks and
enter into the provincially-funded public
health care system. While those living on-

reserve have been, to be sure, “studied to
death”, the health status of those living
off-reserve remains to a large extent
ignored.’” As Goldenberg further summa-
rizes: “Just as most demographic data are
difficult to obtain for urban Natives, their
health information is often inaccurate,
inaccessible, or otherwise buried within
the health information of the larger non-
Aboriginal population or of the on-reserve
Aboriginal population.... The lack of
accurate information is compounded by a
lack of political will, since the federal gov-
ernment mostly concerns itself with the
[statistically and organizationally relevant]
health needs and patterns of Indian people
on reserve”.®® Thus, while there are various
successful, culturally-appropriate urban
initiatives across urban Canada (such as
Anishnabe Health in Toronto), there
remains the problem of inadequate assess-
ments of health-care needs, formidable
barriers to timely and appropriate care,
and scarce resources to offer appropriate
services to the urban — and particularly the
poor — Aboriginal women, men and chil-
dren.” For example, Benoit found that
Aboriginal women living in the downtown
eastside of Vancouver, “expressed a strong
desire for a ‘Healing Place’, where health
concerns could be addressed in an inte-
grated manner, where they [could be]
respected and given the opportunity to
shape and influence decision-making
about services that impact their own heal-

ing.”89%

SUMMARY AND

RECOMMENDATIONS FOR
FUTURE POLICY AND RESEARCH

The theme repeated time and again in so
many of the studies and reports
reviewed here is this: those who are the
poorest and the most disempowered are
the sickest and the least likely to be able
to change or remove themselves from
their immediate circumstances. Referred
to as an “endless circle of disadvantage”,
too many Aboriginal people in Canada
are caught in a seemingly never-ending
cycle of poverty, violence, educational
failure and ill health.”® How far must we
look and how deep must we dig in order
to come to some understanding of these
disparities? The context of this inequali-
ty emerges with and through a distress-
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ing legacy of colonialism and is sus-
tained by ineffective, inappropriate or
under-funded programs or services for
First Nations peoples in Canada. Thus,
it is firmly believed that the ills and ill-
nesses that have been reported here must
be seen, at least in part, as the direct and
indirect present-day symptoms of a his-
tory of loss of lands and autonomy and
the results of the political, cultural, eco-
nomic and social disenfranchisement
that ensued.

The path towards a reduction in dispar-
ities in First Nations, Métis and Inuit
health status is ultimately linked to a larg-
er political will and attendant policy
framework that will effectively acknowl-
edge the relationship between inequality
and ill-health. A fundamental first step
towards the resolution of these disparities
begins with an understanding that “[a]ny
approach which fails to consider
Aboriginal people as active in response to
their colonial situation, rather than simply
as passive victims, will fail to comprehend
not only the past changes in health status
and health care, but more importantly the
future direction that will be taken in these
areas”.* Steps in that direction are now
being taken at the community, regional
and national levels and offer a good degree
of optimism in among the persistent expe-
rience of disease, distress and social suffer-
ing for far too many Aboriginal peoples in
Canada. The initiatives of, for example,
the National Aboriginal Health
Organization (NAHO), the National
Native Alcohol and Drug Abuse Program,
the First Nations Chiefs’ Health
Committee of British Columbia, the
Manitoba First Nations Centre for
Aboriginal Health Research, the National
Indian and Inuit Community Health
Representatives Organization, the
Aboriginal Healing Foundation (a direct
but time-limited response to the RCAP
and acknowledgement of the suffering
incurred in residential schools), the
Kahnawake School Diabetes Prevention
Project,”” the Native Mental Health
Association, as well as the many local
community- and nation-based initiatives
and the CIHR Institute of Aboriginal
Peoples’ Health (IAPH), all clearly res-
onate with promise of a better future for
the health of Aboriginal peoples in

Canada. Gaps still remain, however, in

both the researching and implementation
of health initiatives for Aboriginal peoples
in Canada. The most significant problem
is the lack of control of a comprehensive
health-care program. While there are
many initiatives being created by and for
the First Nations of Canada, there is in-
adequate control of the resources so that
efforts can be stymied or ineffectively
funded as a result of the bureaucratic maze
of Aboriginal health-care management and
policy in Canada.

In addition to this lack of control there
remains a paucity of research that is inclu-
sive, engaged and empowering. There is,
appropriately, a growing call for “decoloniz-
ing methodologies” in Aboriginal research
and program initiatives that engage in
meaningful dialogue with communities,
establish priorities and conduct research that
is successfully collaborative.”! Dion Stout
continues to call for research methods that
are “just, sustainable and inclusive” as a cru-
cial element in research that is as empower-
ing as it is productive.”*? For example, in
syntheses such as this one, we assign greater
authority to statistics than to case studies
and the voices of individuals. Yet statistical
data alone reduce individuals to subsets of
specific populations and effectively is a
methodology that can further colonize peo-
ples into abstract entities. To be sure, there
are many good uses for these data as they
can expose inequalities in health and health
care. Statistical data alone, however, only
tell us the degree of health disparity and not
enough about the causes and extent of the
felt effects. What we now need are research
initiatives that will lead toward a clearer
understanding of — and emergence from —
these disparities. That research must be con-
ducted in concert with the needs and aspira-
tions of First Nations, Inuit and Métis men
and women.?*¥%% QOrganizations such as
NAHO and research institutes such as the
IAPH, committed to the overall health,
well-being and empowerment of Aboriginal
people across Canada through, in part, the
advancement and sharing of Aboriginal
health knowledge, are making tremendous
headway in the shift towards equitable,
empowering, culturally appropriate, inclu-

and
309495

sive accessible  high-quality
researc

We must further be able to envision
studies that examine differences within

and between age groups, genders, levels

of socio-economic status, education, and
other significant markers of both identity
and inequity. Studies of “health” must be
interpreted broadly enough to navigate
the terrain between individuals and com-
munities and include studies of housing,
water, education, development and
resource extraction in addition to the dif-
ferent social and cultural valuations of
health and empowerment. We cannot
presume an unchanged, single or uniform
“Aboriginal” culture, whether people are
of First Nation, Inuit or Métis heritage as
culture can never be reduced to a variable
in a contemporary world of urban Native
artists, traditionalists, or poverty-weary
young mothers. At the same time,
though, we must remain cognizant of the
very real cultural and social barriers that
may exist between First Nations, Inuit
and Métis individuals and health-service
providers in communities and urban cen-
tres. It is only in this way that we will
understand and be able to effectively
reduce both the inequities and the dispar-
ities of health. Research and policy needs
must, fundamentally, reflect the contem-
porary realities of Aboriginal health and
well-being, including the individual and
community-based effects of health dis-
parities (including violence, suicide,
HIV/AIDS and diabetes) and examine
the contribution of direct (e.g., housing,
education, employment, and adequate
and appropriate health services) and indi-
rect (e.g., colonization, racism) sources of
those disparities.
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RESUME

Les disparités sur le plan de la santé sont, d’abord et avant tout, les indicateurs d’un fardeau de
maladie relatif disproportionné imposé a une population particuliere. Les inégalités en matiere de
santé font ressortir les causes principales des disparités, dont un grand nombre — sinon la plupart —
dépassent largement le domaine habituel que constitue la « santé ». Plus particulierement, la
documentation examinée en vue de rédiger le document de synthese indique que maintes et
maintes fois, les disparités sur le plan de la santé résultent directement et indirectement des
inégalités sociales, économiques, culturelles et politiques, dont le résultat final est d'imposer un
fardeau disproportionné de mauvaise santé et de souffrances sociales aux populations autochtones
du Canada. Dans les analyses de ces disparités, il est important d’explorer tout le champ des
relations entre les individus et les contextes sociaux et historiques plus larges, tout comme il
convient de préter attention aux effets individuels des iniquités. La recherche et les politiques
doivent se pencher sur les réalités contemporaines de la santé et du bien-étre des Autochtones,
dont les effets individuels et communautaires des disparités sur le plan de la santé et leurs causes

directes et indirectes.
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Literacy and Health Research

in Canada
Where Have We Been and Where Should We Go?

Irving Rootman'
Barbara Ronson?

ABSTRACT

This article reviews current literature and research on literacy and health and identifies
priorities for research on this topic in Canada. Information sources included documents
found through an environmental scan, the Alpha Plus collection and a computer search of
recent documents. The information was analyzed using a conceptual framework. The
review found that low literacy has direct and indirect impacts on health. Families are at
risk due to difficulty reading medication prescriptions, baby formula instructions and
health and safety education materials. People with lower levels of literacy tend to live and
work in less healthy environments. They have more difficulties obtaining employment and
income security. Determinants of literacy include: education, early childhood
development, aging, living and working conditions, personal capacity/genetics, gender
and culture. Action is needed to improve literacy and health through a combination of
health communication, education and training, community development, organizational
development, and policy development. There is some evidence that such interventions
can have a positive effect on health, particularly when combined with one another.
Further program and policy development requires greater evidence and evaluation of
existing initiatives, more cost/benefit analyses, more culturally specific studies, and greater
attention to current social trends and needs.
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iteracy and health research and prac-
Ltice in Canada date back to the late

1980s when the Ontario Public
Health Association (OPHA) collaborated
with Frontier College, the country’s oldest
literacy network, on a literacy and health
project. Their first report, Making the
World Healthier and Safer for People Who
Can’t Read, was published in 1989." Their
second report, Partners in Practice, docu-
mented the increasing collaboration that
their work had fostered between literacy
workers, health service providers and learn-
ers.?

In 1994, the Canadian Public Health
Association (CPHA) established the
National Literacy and Health Program
(NLHP) with funding from the Secretary
of State’s new National Literacy
Secretariat. Through the NLHP, CPHA
has collaborated with 27 national partners
to improve health services for consumers
with literacy difficulties. They have carried
out several projects, organized conferences
and generated the publication and dissemi-
nation of countless plain language materi-
als. The NLHP is considered to be a
model for raising awareness, exploring
issues, developing resource materials and
building partnerships in this field. Its work
helped Canada to become an international
leader in literacy and health. Today, the
field is at a critical juncture where further
program and policy development requires
greater evidence and evaluation of existing
initiatives, more cost/benefit analyses,
more culturally specific studies and greater
attention to current social trends and
needs.

Some of the trends we are facing that
make this kind of work so timely are that
our ethnic and linguistic make-up is
changing rapidly; the use of computers
and new technologies is proliferating; there
are greater literacy requirements for func-
tioning in our knowledge economy; there
are unprecedented stresses on our health-
care and education systems; we have an
aging population at the same time as there
is a growing reliance on home and com-
munity care in place of institutional care;
and Canadians are finding increasing
opportunities and responsibility to provide
health-care information, support and edu-
cation internationally as well as locally.
Finally, we urgently need multi-sectoral
collaboration to solve many kinds of prob-

lems. The field of health promotion has a
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history of experience in partnership build-

ing, and literacy and health research can be

a guiding light for the kind of work and

methods that are needed.

In 2002, a team of researchers from
across Canada,?® in partnership with the
Canadian Public Health Association, was
funded by the Social Sciences and
Humanities Research Council (SSHRC) to
develop such a program of research. They
began by conducting an environmental
scan of Canadian research and practice in
literacy and health as well as a needs assess-
ment. In addition, they received funding
from three institutes of the Canadian
Institutes of Health Research (CIHR) —
Aboriginal Health, Gender and Health,
and Population Health - to organize a
workshop (the “national workshop”) to
present the findings of the environmental
scan and needs assessment and define a
national agenda for further research.*
Figure 1 shows key milestones in the devel-
opment of the field in Canada.

This article is an attempt to provide an
overview of where we have been and a pro-
jection of where we should go in literacy
and health research in Canada. Specifically,
the objectives of this article are to:

1. review existing literature and research on
the impact of literacy on health, on the
determinants of literacy, and on the
effectiveness of interventions to improve
health through improving literacy; and

2.identify priorities for research on literacy
and health in Canada.

The approach to reviewing the literature
used in this article was to employ a con-
ceptual framework developed by the
authors and collaborators to identify rele-
vant literature and research and examine it
carefully to determine the extent to which
it supports the framework. A MEDLINE
search was carried out to identify relevant
literature using the terms literacy, literacy
and health, and health literacy. Computer
searches also identified relevant literature
through the search engine Alta Vista and
through the Alpha Plus collection in
Toronto using the terms “literacy” and
“health”. In addition, sources identified in
the NHLRP key informant survey were
examined. Existing reviews, particularly
those conducted by Perrin® and Rudd and
her colleagues® and those carried out for
the US Institute of Medicine report on
Health Literacy” were used as well.

1986
Literacy Declared National Priority

1987
Southam Survey of 2398 Canadians

1989
e Statistics Canada LSUDA Survey —9455 Canadians
e OPHA Frontier College Literacy and Health Project,
Phase One, Burt Perrin et al.

WHO International Year for Literacy

1990

OPHA publishes “Partners in Practice: The
Literacy and Health Project, Phase Two”
Mary J. Breen, et. al.

May 1993

1994
National Literacy and Health Program (NLHP)

launched through Canadian Public Health
Association (CPHA) with funding from
National Literacy Secretariat

Canadians surveyed. Seven other countries participated.

Fall, 1994
International Adult Literacy Survey (IALS) — 5660

Data now available on over 30 countries.

1998

Pfizer U.S. holds first annual conference on
health literacy

Publication of:

First Canadian Conference on Literacy and Health, “Charting the
Course for Literacy and Health in the New Millennium” Ottawa.

May 2000

e “How does literacy affect the health of
Canadians? A profile paper by Burt Perrin

*  “A Socio-economic Analysis of Health
and Literacy Among Seniors” by Paul
Roberts and Gail Fawcetts, Statistics
Canada

*  “Promoting Literacy, Improving Health” a
paper by Mary ). Breen commissioned by
the National Forum on Health

[

June 2000
Interest group on literacy and health established at Fifth
International Health Promotion Conference, Mexico

I

September 2000
llona Kickbusch and Don Nutbeam publish articles on literacy
and health in Health Promotion International

July 2001
IUHPE holds health literacy workshop in Paris conference

September 2001
Health and Literacy Action Conference,

St. John’s, NL

2002
National Literacy and Health Research Program funded by SSHRC, CIHR and others

Figure 1.

Milestones in literacy and health research in Canada

With regard to identifying priorities for
research in Canada, the conclusions of the
above-mentioned environmental scan and
needs assessment and national workshop
were considered, as well as recommenda-
tions in the literature and research that
were reviewed.

Conceptual framework for literacy
and health research

One of the first steps of the National Literacy
and Health Research Program was to develop
a conceptual framework for literacy and
health research based loosely on the work car-
ried out for the OPHA and Frontier College
project.’ An initial framework was discussed
in four focus groups across the country and
revisions were made based on the feedback
received at the focus groups as well as at the
national workshop. The resulting framework
is shown in Figure 2.

In the middle of the diagram, under the
heading “Literacy” we find “general litera-
cy”, “health literacy” and “other literacies”.
General literacy includes reading and lis-
tening ability, numeracy, speaking ability,
negotiation skills, critical thinking and
judgment. Health literacy is thought to
include the ability to find, understand and
communicate health information and to
assess it. Other literacies are thought to
include computer literacy, cultural literacy,
media literacy and scientific literacy.

To the right of the literacy box are a
number of possible direct and indirect
effects of literacy on health. Direct effects
include medication use and safety prac-
tices; indirect effects include use of ser-
vices, lifestyles, income, work environment
and stress levels. In the bottom left-hand
box of the framework are a number of pos-
sible determinants of literacy including
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Actions

Communication

Capacity Development

Community Development

Organizational Development

Determinants

Listening and Speaking ability

Critical thinking& judgement

Ability to find, understand and
communicate health information
Ability to assess health information

Literacy

General Literacy
Reading ability
Numeracy

Comprehension ability
Negotiation skills

Health Literacy

Other Literacy

Scientific, Computer,
Cultural, Media
Etc.

Use of services

(e.g.Medicat-
ion use, safety
|| practices)

Effects of Literacy

Indirect

LifestyleS

Income

environment

Stress level

Indirect

Figure 2.

Conceptual framework for literacy and health research

education, early childhood development,
aging, personal capacity, living and work-
ing conditions, gender and culture. Finally,
in the top left-hand box are a number of
types of actions (health communication,
health education, community develop-
ment, organizational development and pol-
icy development), which might be used to
address literacy and health issues. This
conceptual framework was used to review
the relevant literature.

Specifically, the following sections cover
the main components of the framework.
That is, the next section focusses on the
“literacy” component by covering the defi-
nition and measurement of literacy and
health literacy and the relationships
between the different types of literacy. The
section after that focusses on the “effects”
component, covering both direct and indi-
rect effects. The one following that on the
“determinants” component covers all of
the determinants listed. The penultimate
section of the article reviews what we know

about the four research priorities suggested
by the national workshop, namely: effec-
tiveness of interventions; cost-benefit stud-
ies; Aboriginal and francophone communi-
ties and culturally diverse and challenged
groups; and literacy, life-long learning and
health. The final section presents conclu-
sions and recommendations for research
and practice.

Defining and measuring

“general literacy”

Historians estimate literacy rates in other
times by the number of people who signed
their marriage certificates with an X in
church records. Immigration authorities in
Canada and the US were known to test lit-
eracy by having applicants read a passage
from a book, and those who couldn’t were
often turned back. In the 1950s,
UNESCO portrayed literacy as a continu-
um of skills, suggesting two levels for inter-
national comparison: a minimum level
marked by the ability to read and write a

simple passage; and a functional level
demonstrated by literacy sufficiently high
for the person to function in society. Over
110 countries have used UNESCQ’s sim-
ple definition that “a person is literate who
can with understanding both read and
write a short simple statement on his
everyday life.”® Because it is so time-
consuming and expensive to test large
numbers of citizens, literacy rates have
commonly been estimated across countries
based on years of schooling. But the skills
needed to be literate have increased as
more children and youth spend more years
in school. UNESCO suggests that “[a] per-
son is functionally literate when he [sic]
has acquired the knowledge and skills in
reading and writing which enable him [sic]
to engage effectively in all those activities
in which literacy is normally assumed in
his [sic] culture or group.” It is now esti-
mated that students in western countries
who have less than nine years of schooling
have not achieved sufficient skills.
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Progress has been made in developing
and using measures of “functional literacy”
within and across countries. In 1974, the
US Office of Education defined 11 skills
for functional literacy, such as reading and
understanding all sections of a newspaper;
reading a driver’s licence test; and reading
business letters from debtors and creditors.
The Adult Performance Level Study’
defined four basic areas of skills proficien-
cy: communication, computation, problem
solving and interpersonal skills. These were
tested across five knowledge areas: occupa-
tional, consumer economics, community
resources, government and law, and health.
A 1987 Southam survey in Canada'® was
based on a functional definition of literacy
and items were selected from a US
National Assessment for Educational
Progress instrument and amended for a
Canadian audience. A panel of diverse pro-
fessionals as well as learners rated each item
in order to determine a definition of “liter-
acy”. Eighty percent of the panel had to
agree in order for an item to be included as
critical for literacy.

In 1992, the literacy level of 26,000
adults across the US was tested by the
Educational Testing Service in a National
Adult Literacy Survey (NALS)." This sur-
vey was also based on a functional defini-
tion of literacy and participants were
assessed on a five-point scale. In 1994,
Human Resources Development Canada
and others funded the International Adult
Literacy Survey (IALS) using a similar
instrument that assessed “prose”, “docu-
ment” and “quantitative” literacy on a five-
point scale (see Table I). Originally a
seven-country initiative, data are now
available from more than 30 countries.
The IALS is now the main source of mea-
sures of literacy in the general population
in Canada and in other countries.'? The
latest figures (1994-95) show that 48% of
Canadian adults fall into the lowest two
categories. Twenty-two percent of adults
have serious literacy challenges, and anoth-
er 26% do not have the literacy skills neces-
sary to participate fully in the “knowledge
economy”."? Figure 3 illustrates the literacy
levels of Canadian adults over age 16.

In the US and Canada, concerns have
grown that longer years in school among
today’s students have not been associated
with rising standards of literacy or skills
needed to succeed in the present “knowl-

TABLE |

Kinds of Literacy Measured in the International Adult Literacy Survey

Prose literacy:
graphs.

Document literacy:

Reading and understanding text in sentences and para-

Using and understanding maps, charts, forms and other

documents.

Quantitative literacy (or Numeracy):

Using numbers for daily tasks such as balancing a cheque

book, calculating a tip, completing an order form, or deter-
mining the interest on a loan.

Level 1 A person is not able to read at all or has very serious problems with reading (22%)
Level 2 A person can read Slmﬁ)le language (26%)
Level 3 A person can read well enough to get along from day to day (33%)
Levels 4&5 People can read complex reading material (20%)
Figure 3.  Literacy level of Canadian adults over age 16

Source: International Adult Literacy Survey, 1994

edge economy”. This has led to widespread
literacy testing in schools. In Ontario,
approximately 95% of all Grade 3, 6 and
10 students have been tested in the past
four years.' That amounts to hundreds of
thousands of young Ontarians participat-
ing each year, far more than the 2,398 of
the 1987 Southam survey, the 9,455 of the
1989 Survey of Literacy Skills used in
Daily Activities (LSUDA) survey or the
5,660 in the 1994 TALS. Results of these
tests on children and youth have recently
become available and will undoubtedly add
fuel to the interest in literacy studies in
general and literacy and health studies in
particular. In Ontario, a passing score on
the Grade 10 literacy test has become
mandatory for high school graduation.
Only recently have there been alternatives
proposed for the 20% or more unlikely to
ever pass the test. The impact of the testing
has been massive but as yet there has been
litle research into its impact on health and
learning of our young people.

When regional, international and school
comparisons are not important, more flexi-
ble definitions of literacy meaningful to
individual learners are preferred, at least
when it comes to adults. Freire’s highly

influential book, Pedagogy of the
Oppressed,” describes literacy as an active
phenomenon, deeply linked to personal
and cultural identity. His work helped
transform understanding of literacy from a
received ability to read and write to an
individual’s capacity to put those skills to
work in shaping the course of his or her
own life.!® Sticht differentiated externally
imposed literacy tasks from internally
imposed tasks and defined functional liter-
acy as “the possession of those literacy
skills needed to perform some reading task
imposed by an external agent between the
reader and a goal the reader wishes to
obtain.”"” This definition fits within a
health promotion framework. The Ottawa
Charter for Health Promotion'® defines
health promotion as the process of
enabling people to gain control over their
health. The related concept of empower-
ment is considered to be the key mecha-
nism of health promotion. Literacy can be
one means of personal empowerment and
gaining control over one’s own health if it
is internally imposed. Many Aboriginal
texts on literacy have adopted the term
empowerment as fundamental for literacy

and learning.”-!
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With the advent of functional, needs-
based approaches, the definition of literacy
may always be a moving target. People have
begun speaking in terms of “literacies” not
“literacy” and to promote “media literacy”,
“computer literacy”, “health literacy” and
the like, instead of a discrete concept of
something one either has or does not have.?
New technologies, bilingualism, multicul-
turalism and the renaissance of Aboriginal
culture in Canada have pushed the meaning
of literacy beyond reading, writing and
numeracy skills in one official language.
Schools that are mainly defined in terms of
“reading, writing, and ‘rithmetic” may simi-
larly be obsolete. New technologies have
given wide access to means of learning other
than printed books, pamphlets, lectures and
face-to-face conversations — the predomi-
nant options a century ago. Cultural plural-
ism has made us more aware of oral cultures
and languages not linked to the alphabet.
Leu writes, “if there is one thing that is cer-
tain in these uncertain times, it is that the
technologies of information and communi-
cation will regularly and repeatedly change,
regularly redefining what it means to be lit-
erate.”

Shohet of the Centre for Literacy,
Québec concurs: “Electronic media are
changing the nature of literacy and forcing
a convergence of print, the visual, and the
oral.”? The Centre for Literacy defines lit-
eracy as “a complex set of abilities to
understand and use the dominant symbol
systems of a culture for personal and com-
munity development.”?

Aboriginal literacy has been defined by a
coalition of Aboriginal literacy specialists
in terms of colours of the rainbow:

* red represents literacy in the language of
origin of First Nations individuals and
communities

* orange — oral literacy

¢ yellow — creative means of communicat-
ing with speakers of other languages
using symbols, artwork and sign lan-
guage

e green — the languages of the original
European newcomers, French and
English — now Canada’s official lan-
guages

* blue — technological literacy; and

* violet — balance, the holistic base to
Aboriginal literacy, dealing with spiritu-
al, emotional, mental and physical ele-

ments.?>2°

The Ontario Native Literacy Coalition
defines Native literacy as (p.10):

“...a tool which empowers the spirit

of Native people. Native literacy ser-

vices recognize and affirm the unique
culture of Native Peoples and the
interconnectedness of all aspects of
creation. As part of a life-long path of
learning, Native literacy contributes to
the development of self-knowledge
and critical thinking. It is a continu-
um of skills that encompasses reading,
writing, numeracy, speaking, good
study habits, and communicating in
other forms of language as needed.

Based on the experience, abilities and

goals of learners, Native literacy fos-

ters and promotes achievement and a

sense of purpose, which are both cen-

tral to self-determination.”

The future of literacy in Canada may be
one of multiple literacies with multiple
definitions and measures, although at the
moment, the official definition of literacy
is the one used by the IALS, namely: the
“ability to understand and employ printed
information in daily activities — at home,
at work and in the community — to achieve
one’s goals and develop one’s knowledge

and potential.”*?

Defining and measuring

“health literacy”

Although the term “health literacy” was
first used in health education about 30
years ago,” it has only recently been taken
seriously as a field of inquiry. In 1998,
Pfizer U.S. held its first annual conference
on health literacy. The Institute for
Healthcare Advancement in the U.S. start-
ed annual conferences on health literacy in
2001. An ad hoc Committee of the
American Medical Association defined
functional health literacy as “the ability to
read and comprehend prescription bottles,
appointment slips, and other essential
health-related materials required to suc-
cessfully function as a patient.”?® The U.S.
Department of Health and Human
Services defines it as “the capacity to
obtain, interpret and understand basic
health information and services and the
competence to use such information and
services to enhance health.” The US gov-
ernment’s Healthy People 2010 describes it
as “the degree to which individuals have
the capacity to obtain, process, and under-

stand basic health information and services
needed to make appropriate health deci-
sions.”®® This was the definition that was
adopted by the Institute of Medicine
Committee on Health Literacy.”

The Rapid Estimate of Adult Literacy in
Medicine (REALM) and the Test of
Functional Health Literacy in Adults
(TOFHLA) are the main tests for health
literacy. Both of them are really tests of
reading ability in a health context and
ignore oral and aural literacy. When the
TOFHLA was administered to 2,659 pre-
dominantly indigent, minority emergency
room patients at two public hospitals in
the US, 41.6% were unable to compre-
hend directions for taking medication on
an empty stomach; 26% were unable to
understand information regarding when to
come for a next appointment; and 59.5%
could not understand a standard informed
consent document. More than 80% of
both English- and Spanish-speaking
patients over 60 years of age were found to
have inadequate or marginal health litera-
cy. This is significantly more than younger
English- and Spanish-speaking patients of
whom 31% and 62% had inadequate
health literacy respectively.>’ We do not
yet know, however, how many of these
patients could comprehend directions
given orally as opposed to in writing, nor
how many were able to find information
they needed in other ways. It is conceivable
that people can be functionally health liter-
ate with minimal reading and writing
skills, depending on how health literacy is
defined.

A health promotion interest group on
health literacy involving participants from
different countries has been established
and a series of meetings and workshops
have taken place to help conceprtualize
health literacy. One of these was held at
the Fifth International Conference on
Health Promotion in Mexico (June 2000).
This group has generated still more interest
in health literacy among health promotion
practitioners, as indicated by continued
publications on this topic particularly in
the Health Promotion International journal.
A proposed redefinition of health literacy
that goes beyond functional aspects is
found in a 1998 revision of the WHO
glossary of health promotion terms. Health
literacy is described there as “the cognitive
and social skills which determine the moti-
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vation and ability of individuals to gain
access to, understand, and use information
in ways which promote and maintain good
health” [emphasis added].>* In addition,
the glossary notes that “[h]ealth literacy
means more than being able to read pam-
phlets and successfully make appoint-
ments. By improving people’s access to
health information and their capacity to
use it effectively, health literacy is crucial to
empowerment.”*” Building upon the redef-
inition of health literacy to encompass con-
cepts of empowerment, Nutbeam? defined
three levels of health literacy:

1. Basic/functional: “sufficient basic skills in
reading and writing to be able to func-
tion effectively in everyday situations.”

2.Communicative/interactive: “more
advanced cognitive and literacy skills
which, together with social skills, can be
used to actively participate in everyday
activities, to extract information and
derive meaning from different forms of
communication, and to apply new infor-
mation to changing circumstances.”

3. Critical literacy: “advanced cognitive
skills which, together with social skills,
can be applied to critically analyze infor-
mation, and to use this information to
exert greater control over life events and
situations.”

Nutbeam and others have suggested
that health literacy is a key outcome of
health education and one that health pro-
motion could legitimately be held
accountable for. Some scholars, however,
have questioned the utility of redefining
health literacy. For example, according to
Keith Tones, editor of the journal Health
Education Research, “the kind of territorial
expansion involved in translating limited,
but clearly defined concepts into much
broader, semantically unrelated constructs
is both unnecessary and counter produc-
tive.”** The debate is a healthy one and
should continue.®

Although we have come a long way in
understanding, defining and measuring lit-
eracy and health literacy, there is still much
to be done. As mentioned, the TOFHLA
and REALM measure only a limited range
of capacities associated with health literacy
and, with the exception of the TOHFLA-
Spanish version, are in English only. There
are no contextual measures. Similarly, the
IALS measures only a limited number of
components of literacy (prose, document,

quantitative) and misses others (e.g., oral
and aural). Thus, measures for literacy and
health literacy today are inadequate and
new ones need to be developed. This was
one of the key conclusions of the recom-
mendations of the recent Institute of
Medicine (IOM) Committee on Health
Literacy.”

Correlations between literacy, health
literacy and other literacies

No population survey has measured the
relationship between literacy and health lit-
eracy. However, correlations between exist-
ing measures of literacy and of health liter-
acy suggest an association® and the corre-
lates of literacy are similar to those of
health literacy® suggesting that they are
strongly, but not perfectly, related to each
other. With regard to other literacies, no
studies were found that statistically exam-
ined the relationships with either general
literacy or health literacy. Thus, we clearly
need more research on the relationships
between literacy, health literacy and other
literacies in understanding literacy and

health.
Effects of literacy

Direct Effects

There is evidence in the literature that lit-
eracy is directly related to overall health
status and mental health status®’ as well
as co-morbidity burden.? In addition, low-
literate consumers and their families appear
to be at risk of harm due to their difficulty
reading medication prescriptions, baby for-
mula instructions and other written mater-
ial.”! The direct effects of literacy on health
are a matter of concern for all health-care
providers. If their communications and
instructions are not helpful, and are poten-
tially harmful for up to one-half of their
clients, addressing the problem should be a
priority. Primary concerns are with med-
ication use, compliance with physician
orders* and with chronic-condition man-
agement.”> Concerns relate not only to
health-service providers’ professional effec-
tiveness but also to the costs to the system
of drug benefit plans and medical insur-
ance when prescription drugs are misused
and patients are unable to follow directions
properly. Particularly unsettling is the fact
that seniors are among the least literate
groups in society and also the most heavily

dependent on medications and health ser-
vices.”

Literacy should also be of concern to
employers, manufacturers and retailers
who handle potentially dangerous products
and processes. Direct effects of literacy on
health also occur in workplaces and other
settings where safety may be dependent on
one’s ability to read rules, signs and manu-
als. A Manitoba review of literacy and
health, for example, indicated that “diffi-
culty comprehending precautions on farm
and recreational machinery such as all-
terrain vehicles, water sleds, snowmobiles
and farm equipment of all sorts, makes
rural life more dangerous.”* The Canadian
Business Task Force estimated that of the
$4 billion lost by business due to literacy
problems, $1.6 billion is attributable to
workplace accidents.” Edwards* found
that The Workplace Hazardous Materials
Information System consists of text often
written at the college level. In addition,
there is evidence that occupational injuries,
the degree of awareness of the dangers in
the workplace, and installation of home
safety features are associated with limited
literacy.*?

Indirect Effects of Literacy

Research suggests that literacy has an
impact on lifestyle practices. For example,
an Australian study of students in primary
schools found that low literacy predicted
tobacco use among both boys and girls and
alcohol use among boys.? Similarly, a
study in the United States found that low
literacy was associated with choice of con-
traceptive methods as well as knowledge
about birth control.®® In addition, there is
much evidence that education has a power-
ful influence on a range of personal
lifestyle choices.?’

Literacy is clearly linked to income.
People with limited literacy skills are more
likely to have lower incomes than those
with greater skills.">** People with limited
literacy are more likely to be unemployed
and to be working for minimum wage in
unskilled jobs and are also more likely to
be working in older industries.'? Literacy is
related to type of employment. Highest lit-
eracy levels in the LSUDA study were
found in the teaching, science, engineer-
ing, social science and managerial profes-
sions (85-92% of respondents tested at the
highest of 4 literacy levels). The greatest
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proportion of respondents testing at the
lowest literacy levels were in the product
fabricating, service and farming sectors.>!

People with limited literacy also have
less knowledge about medical conditions
and treatment®? and they have trouble
understanding health issues generally.®
They also have more difficulty with verbal
communications from practitioners.*
Opverall, they have higher stress levels and
feelings of vulnerability.*

Considerable research to date discusses
the impact of literacy on use of services.
People with lower literacy levels tend to be
less aware of and make less use of preven-
tive services.”® They are also less likely to
seek care,” they have higher rates of hospi-
talization,” and they experience more diffi-
culties using the health-care system.>®
Research also suggests a link between low
levels of literacy and increased health-care

The IOM Health Literacy

Committee, drawing on the limited

costs.

amount of data available, suggested that
“there is an association between health liter-
acy, health-care utilization and health care
costs” (p. 9).” There are no cost estimates
available based on Canadian data, however.
There is also little research on the relation-
ship between literacy, health literacy and
quality of life in the health literature,
although much progress has been made in
developing measures of quality of life.”

Determinants of literacy
Current literature on health promotion
and population health focus on a number
of determinants of health. The newly
established Public Health Agency of
Canada lists the following determinants of
health: income and social status; social
support networks; education and literacy;
employment/working conditions; social
environments; physical environments; per-
sonal health practices and coping skills;
healthy child development ; biology and
genetic endowment; health services; gen-
der; and culture (see www.phac-
aspc.gc.ca/ph-sp/phdd/determinants).
Because health and learning are so inex-
tricably connected, the same factors may
also be determinants of literacy. In fact, lit-
eracy itself is listed here as a possible deter-
minant of health. However, it is also an
outcome of education and may be an out-
come of other determinants of health. For
the sake of this review, seven determinants

have been selected by the authors as partic-
ularly relevant: education, early childhood
development, aging, personal capacity, liv-
ing and working conditions, gender, and
culture. It should be noted, however, the
evidence to date linking these determinants
to literacy is mostly correlational. The
extent to which they are causal remains to
be determined by further research.

Education

There is a strong relationship between edu-
cational level and literacy.'> However, edu-
cation and literacy are not perfectly corre-
lated, and literacy itself is a strong predic-
tor of health.* In fact, recent studies have
suggested that literacy skills predict health
status even more accurately than education
level, income, ethnic background, or any
other socio-demographic variable.”>¢! In
international studies, this determinant is
often estimated by years of schooling, or
highest grade level achieved. However,
there is potential for serious error bias in
literacy estimates based on years of school-
ing that do not control for a wider set of
socio-demographic factors and the quality
of years of schooling.®®> There are many
examples of discordance between years of
schooling and literacy at the individual
level. Nevertheless, as noted above, it is
clear that education is a major determinant
of literacy, which led the Institute of
Medicine Committee on Health Literacy
to posit the education system as one of
three main points of intervention in rela-
tion to influencing the level of health liter-
acy in individuals and in the population.”

Early Childhood Development

Recent research in brain development has
drawn attention to findings that indicate
highest capacity for learning in the early
years. Studies show a “hard-wiring” of the
brain over time that affects capacity for
future learning, emotional patterns, life-
long attitudes and problem-solving
approaches.®*® Early child development
programs, moreover, have proven capacity
for breaking inter-generational cycles of
disadvantage and dramatically improving
chances of high school graduation, work-
place participation, etc.®® The critical peri-
od for learning a first language is thought
to be between birth and three years of age.
Learning a second language becomes more
difficult after age 10. Thus, it is clear that

early childhood development can make a
significant contribution to the develop-
ment of literacy.

Aging

Seniors tend to have higher rates of low lit-
eracy12,39
decline with age. For example, Baker and

and literacy levels appear to

his colleagues found that health literacy
among community-dwelling seniors
declined with age after controlling for
other factors such as mental state, news-
paper reading frequency, health status and
visual acuity.”” In another study, reading
ability declined dramatically with age even
after adjusting for years of school complet-
ed and cognitive impairment.*® Thus, it
appears that literacy is not something
which, once attained, stays forever. Many
seniors, especially those who do not read
habitually, lose their skills and have great
difficulties with labels on medications, for
example. This has other consequences as
well. For example, studies — mostly by
Baker and his colleagues — found that low
health literacy among older adults was
related to lower mental health scores, high-
er rates of hospitalization, poorer self-
reported health, and less use of preventive

health services such as vaccinations.?”38:68

Personal Capacity

Both early childhood development and
aging contribute to personal capacity for
learning and literacy. Similarly, perceptual
or cognitive difficulties, and disabilities
(e.g., sight, hearing or learning) are barriers
to literacy.® It has been estimated that
about one third of participants in literacy
programs has a learning disability.”®
Biology and genetics likely also play some
role. For example, individuals with the
genetically related condition of Downs
syndrome have greater difficulty mastering
literacy skills. Much progress has been
made in differentiating learning styles.
Little research has been done to date, how-
ever, to apply new methods of genetic
research towards a better understanding of
learning styles.

Living and Working Conditions

According to the Canadian component of
the IALS survey, between 22% and 50%
of adults with lower levels of literacy live in
low-income households, compared with
only 8% of those with high-level literacy
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skills.?* Children of parents with reading
problems are more likely to have reading
problems themselves.”” In the 2000
Program for International Skills
Assessment (PISA), parental attitudes
towards academics were found to be a key
variable: students with a home environ-
ment that stimulated learning did better
than all other students in all countries.
Students with parents who took them to a
variety of cultural events and who dis-
cussed current affairs outperformed other
students in all countries. As well, students
who enjoyed reading, borrowed books
from a library and had high career aspira-
tions, did better than other students.”
Violence and abuse, on the other hand, are
key threats to learning capacity. Women in
literacy programs have identified men’s
violence (or its threat) as the greatest barri-
er to their learning.”> Violence and abuse
undoubtedly affect children’s capacity for
learning as well, and are key reasons why
young people do not complete high school
and/or run away from home. According to
the National Longitudinal Survey of
Children and Youth, students who report-
ed bullying behaviours “sometimes” or
“often” scored significantly lower in math
and reading scores than those who report-
ed no bullying behaviour.”? Thus, living
and working conditions clearly affect peo-
ple’s ability to learn and consequently,
their literacy levels.

Gender
In less developed countries, women tend to
have lower levels of literacy than men.®
One of the strongest predictors of life
expectancy among developing countries is
adult literacy, particularly the disparity
between male and female adult literacy,
which explains much of the variation in
health achievement among these countries
after accounting for gross domestic prod-
uct per capita (GDPpc). For example,
among the 125 developing countries with
GDPpcs less than $10,000, the difference
between male and female literacy accounts
for 40% of the variation in life expectancy
after factoring out the effect of GDPpc.”
Literacy rates for Canadian adult men
and women are comparable, but lower lit-
eracy is more prevalent among immigrant
women than men.”” Nearly one third
(32%) of foreign-born women have
extreme difficulty dealing with printed

material or can use printed words only for
limited purposes (levels 1 and 2) compared
to about one quarter (24%) of foreign-
born men and approximately one tenth of
Canadian-born women and men.”
Although most recent surveys of adult lit-
eracy show comparable literacy rates for
men and women,'®" school-aged girls, at
least in Ontario, in Grades 3, 6 and 10
consistently score higher than boys." Girls
performed significantly better than boys on
reading tests in all countries in the 2000
PISA.”® The average score for 15-year-old
Canadian females was 32 points above that
of the males. In Ontario, girls scored on
average 548 and boys 418. Nationally,
40% of Canadian girls reported reading at
least 30 minutes a day for enjoyment com-
pared to about 25% for boys. Still, both
genders scored at level three on a scale of
one to five “capable of solving reading
tasks of moderate complexity such as locat-
ing multiple pieces of information, making
links between different parts of a text, and
relating it to familiar everyday knowledge”
(p.27).7* There is some evidence that such
gaps have narrowed in adulthood as
women in domestic roles may require
fewer skills than men in the workplace, but
it remains unclear whether such trends will
continue as women play a larger role in the
workplace and men take on more domestic
responsibilities.

Culture

The Institute of Medicine report on health
literacy defines culture as “the shared
ideas, meanings, and values that are
acquired by individuals as members of a
society” (p.9).” According to the report:
“[d]iffering cultural and educational back-
grounds between patients and providers,
as well as between those who create health
information and those who use it, may
contribute to problems in health literacy”
(p.9). Thus, one of the conclusions
reached by the committee that produced
the report was that “[h]ealth literacy must
be understood and addressed in the con-
text of language and culture” (p.10). The
same is true for general literacy. In
Canada, we must take cultural back-
ground seriously in addressing issues relat-
ed to literacy and health. In particular, we
need to pay attention to cultural groups
whose ideas, meanings and values differ
from the dominant culture.

Francophones, Aboriginal peoples and
immigrants tend to have lower literacy
scores in Canada.’’ For the francophone
community, differences tend to disappear
among the younger generations. In the US,
racial and ethnic minority populations,
including Aboriginals and Spanish-speakers,
are more likely than others to have lower lit-
eracy and health literacy scores.!%"””

There is growing evidence that cultural
connectedness or belonging enhances
capacity to learn and can also be an incen-
tive for learning. DeWit and his
colleagues” found a relationship between
sense of school membership and achieve-
ment. Qualitative evidence for the connec-
tion between culture and literacy abounds.
For example, Traditional teacher Jim
Dumont explains (p.16):"

“Native people want to know what
their culture is. Native people want to
know what their history is. Native
people want to know what their tradi-
tions are and what their spirituality is.
That’s the phenomenon of our times.
So if that’s the case, then why not use
a program such as [literacy] to provide
that to them? And use that as the
motivating factor in developing litera-
cy amongst our people.... The desire
to learn about those things becomes
the foundation, the foundation of the
literacy program.”

Research needed

A number of specific topics have been iden-

tified in the literature as requiring further

attention. For example, the following have
been identified by various individuals and
organizations as being of some priority:

* costs of health-care delivery related to
direct and indirect impacts of literacy®***

* longitudinal studies of potential changes
in health status following changes in lit-
eracy skills?

* effective communication approaches for
health providers®# and effectiveness of alter-
native forms of health communications®#

* evaluation of promising approaches and
practices (e.g., community development.
and participatory education) addressing
literacy and health issues*

* study of consent documents and the
consenting process®

* development and testing of strategies to

address the special needs of those with
low health literacy®
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¢ the role of literacy and other factors in
enabling people to feel more confident
and empowered to take action regarding
their own health*?
* understanding the causal pathway of
how literacy influences health?
¢ developing new measures of literacy and
health literacy’
¢ the impact of literacy testing on health
and learning of young people.
Fortunately, many of these topics fall
under the four priority areas identified by
the National Workshop on Literacy and
Health Research:* a) evaluating the effec-
tiveness of interventions; b) conducting
cost-benefit analyses; c) studying literacy
and health within the unique circum-
stances of the Aboriginal and francophone
communities, and culturally diverse and
challenged groups; and d) studying the
relationship between literacy, life-long
learning and health. The academic litera-
ture reinforces the legitimacy of the four
priority research areas named at the
national workshop. Each will be examined
further below.

Effectiveness of interventions

In order to advance the field of literacy and
health, it is important to know what is
already working well and build on that. As
suggested by the conceptual framework,
interventions addressing literacy and health
concerns include health communication,
education/training (capacity development),
community and organizational develop-
ment, and policy development.
Unfortunately, there are few rigorous stud-
ies in the published literature to evaluate
the effectiveness of any of these types of lit-
eracy and health interventions. Moreover,
we have no clear consensus definitions of
success for interventions and few, if any,
standards for health literacy.

Health Communication

Health communication concerns ways of
distributing health information to the
public to change health behaviour prac-
tices. This is the approach that has attract-
ed the most attention from researchers.
Even so, very few of the studies would
meet the highest standards of rigor. One
exception is a randomized controlled trial
(RCT) by Davis and his colleagues which
compared the use of a simplified polio
vaccine brochure with the regular version

by parents bringing children to a pediatric
care facility and found that those who read
the simplified one had significantly higher
comprehension than those who read the
regular one.” However, parents with the
lowest reading levels did not show
increased comprehension. Another RCT
compared the use of a booklet and a
videotape with no intervention and found
that those who received the booklet or the
videotape showed increased knowledge in
comparison to the controls.®® A third RCT
examined the effectiveness of an inter-
active videodisc program on self-care and
found that intervention patients reported
greater self-care ability.?! In addition, liter-
acy level did not affect the amount of self-
care ability gained, which suggests that
this approach was effective with people
with lower literacy levels. Finally, a RCT
comparing an illustrated brochure with a
non-illustrated version found that there
was no overall difference in comprehen-
sion, but that the illustrated brochure was
better understood by patients with lower
literacy, suggesting that this was another
approach that was effective with persons
with low literacy.®* Thus, although the
findings of these studies are somewhat
mixed, they do provide some encourage-
ment to those who wish to use improved
communication as an approach to address-
ing issues concerning literacy and health.
And indeed, this is probably the most popu-
lar approach. However there is a need to
encourage the use of more rigorous
approaches to evaluating these kinds of
interventions, and to compare this approach
to other methods and to mixed methods.

It should also be noted that many stud-
ies in the United States have found that
there tends to be a mismatch between the
reading level of health materials and that of
those expected to read them and that inter-
ventions to make such materials easier to
read have had mostly positive effects.®
Only two published Canadian studies in
the literature evaluate the readability of
health materials.®*# The most recent study
found that the reading level of 120 educa-
tional pamphlets used in a primary care
practice in Montreal was Grade 11.5,
which would make the majority of the
materials inaccessible to patients with low
levels of literacy.®

More
approaches for health providers are called

effective communication

for®? but at this point there are few studies
of the effectiveness of alternative forms of
health communications beyond the
brochure. It has been suggested that we
especially need to know how to most effec-
tively transmit complex health information
to patients with poor functional health lit-
eracy® and how to use new information

technologies for this purpose.®

Education and Training

Education and training is another impor-
tant approach to addressing literacy and
health issues. Again, there is not much rig-
orous research to draw on. We were, how-
ever, able to locate three intervention stud-
ies that used randomized trials involving
literacy. The first was a comparison of
videotapes for diabetic persons with low
literacy with monthly group sessions with-

out videotapes.?’

Both approaches
appeared to be associated with short-term
weight change, but not with knowledge
change. A second study examined a com-
prehensive disease management program
and found that the educational interven-
tion appeared to be successful in reducing
the effects of low literacy.®® The third,
which tested a combined approach includ-
ing a personal recommendation, brochure,
interactive educational and motivational
program, and a video found that the com-
bined approach was associated with mam-
mography use six months later, controlling
for literacy and other factors.*” Thus, it
does appear as if there is some evidence to
support the use of educational approaches
in reducing the effects of low literacy on
health, especially if a combination of inter-
ventions is used.

Mary Norton, Eileen Antone, Tammy
Horne, Pat Campbell and Mary Breen are
some of the Canadian literacy specialists
who have written about literacy, health
and participatory education based on prac-
tical experience. Participatory approaches
involve learners in issue selection and con-
tent development. Examples of participato-
ry development of health information were
found in the Canadian needs assessment.?
One example is a video and discussion
guide called A Better You: The Benefits of a
Healthy Lifestyle produced by the
Dartmouth Literacy Network in Nova
Scotia. Another example is Heart Health
Nova Scotia’s work on Literacy and Health
Promotion: Four Case Studies. A third is the
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Canadian Public Health Association’s
What the Health!, a health literacy text that
was collaboratively produced by youth at
risk. An example of one of many
Aboriginal texts is the United Native
Friendship Centre’s Personal Growth
Manual. However, these and other efforts
are yet to be evaluated.

Researchers have helped increase our
understanding of the need to design educa-
tion/training programs based on learners’
interests and motivations. Participants in
the LSUDA study who indicated an inter-
est in upgrading programs were asked what
topics most appealed to them. Improving
writing skills received the widest support,
not only overall, but among respondents of
all literacy levels. These data suggest that
writing in and of itself is a matter of con-
cern to all Canadians.”® However, literacy
programs to date have tended to focus on
reading first.

Community Development

There are no studies of the effectiveness of
community development in relation to liter-
acy and health using a randomized control
trial design. Nor should we expect that there
should be such studies; not only is it virtual-
ly impossible to use such an approach to
evaluating community development, but it
is inappropriate to do so.”’ However, there
are an increasing number of community
development projects involving literacy that
use a participatory approach to evaluation.
For example, health and literacy expert
Marcia Drew Hohn was funded to conduct
a two-year participatory action research pro-
ject in partnership with a student action
health team. Qualitative evidence suggested
changes in action related to health, percep-
tions of self and “voice”.”> Her project
became a model for Student Action Health
Teams across the state in which the project
took place.

Health Canada has suggested that there
is a need to consider a wider range of
promising approaches to literacy and
health issues such as community develop-
ment.” Nutbeam’s definition of “critical
health literacy” encompasses the ability to
understand the importance of and act on
not just personal health but wider commu-
nity health concerns. Literacy advocate
Sylvia Maracle of the Wolf Clan,
Tyendinaga demonstrates such under-
standing:"

“I think that literacy is a community
development process. And I think that
as a community development process,
it will result in empowerment. In
empowering people to make educated
decisions about their lives and to do
that in the context of being able to
assess it in the context of other peo-
ple’s lives.”

There has been a growing interest in the
role of Freirian theory in health promotion
enabling people collectively to move
beyond feelings of powerlessness and
assuming control in their lives.”> An exam-
ple in Ontario of a literacy program initia-
tive that depicts this philosophy is a video
on “goal setting” collaboratively produced
by learners and staff at a program in
Guelph, Ontario.” In this video learners
describe their motivation for changing their
lives, the challenges they encountered and
the ways they overcame their challenges.

A number of resources have recently
been developed that can enhance literacy
practitioners’ skills and knowledge of effec-
tive community development approaches.
Grass Roots Press’ Adult Literacy
Resources Catalogue for 2003 includes the
following: Arnold, Burke, James, Martin
& Thomas, Educating for a Change; New
England Literacy Resource Center’s Civic
Participation and Community Action
Sourcebook: A Resource for Adult Educators;
Carmen Rodriguez’s Educating for Change:
Community-based/Student-centered Literacy
Programming with First Nations Adults; Pat
Campbell and Barbara Burnaby’s
Participatory Practices in Adult Education,
and Tools for Community Building: A
Planning Workbook for Northern Canadian
Community-Based Literacy. All of these
resources appear worthy of evaluation.

Organizational Development

Organizational development strategies are
of increasing relevance to health and litera-
cy action since health promoters began to
take a “settings approach” in which health
and personal capacity are improved in
workplaces, families and other environ-
ments where people live, work, learn and
play.” Organizational development strate-
gies should include staff health promotion
programs as well as means of promoting
the health and well-being of learners and
clients. Schools, school boards, public
health offices and other organizations are

now taking advantage of the change man-
agement literature from the private sector.
All of these initiatives deserve rigorous
evaluation with respect to impact on litera-
cy and health.

In October 1999, Community Literacy
of Ontario produced an impressive
manual, Helping your Organization Flourish
in the 21st Century, based on the thoughts
and research of organizational change
scholars and furturists including David
Foot, Nuala Beck, Faith Popcorn, Den
Balmer, Peter Drucker and organizations
such as Statistics Canada, the Canadian
Aging Network, the Angus Reid Group,
the Canadian Centres for Philanthropy,
the Canadian Advisory Council on the
Information Highway, the Association of
Colleges of Applied Arts and Technology,
and the Conference Board of Canada.”

Similarly, in the health field, approaches
to promoting health through organization-
al change have been developing. Skinner”
has developed a number of tools to aid
managers of health-care organizations to
help their organizations become more
health promoting for their own employees
as well as their clients. He used some of
these tools while merging three depart-
ments into one Department of Public
Health Sciences at the University of
Toronto. He has also used some of these
tools in the development of a TeenNet
project. Information is beginning to
emerge on the impact of such tools and
strategies on emotional well-being, absen-
teeism and other outcomes. Ronson and
Andrews”® described the profound impact
on organizational culture and employee
morale of an intensive change management
strategy that addressed the strategy, struc-
ture, skills and culture at a nurse’s union.
However, little research is available con-
cerning the impact of such organizational
development programs on health, health
literacy and literacy.

Policy Development

The potential of law and litigation (e.g.,
privacy laws, consent) as a means to reduce
the difficulties of patients and consumers
with low literacy is of increasing interest.”
There are, however, very few published
studies on the effectiveness of this
approach in relation to literacy and health
though policy development in this area is
increasing. For example, health literacy is
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gaining recognition by health-care accredi-
tation bodies. In Canada, the Achieving
Improved Measurement (AIM) accredita-
tion program of the Canadian Council on
Health Services Accreditation, sets stan-
dards for hospitals and health-care facili-
ties. Several criteria relate to the need for
patients and their families to be well
informed and involved as active partici-
pants and to demonstrate that they under-
stand the information provided. They do
not use the term “literacy” but refer to
“client’s abilities”, “clients with special
needs” and “clients’ level of education”.
They state that health information must be
easy to read and use.”> Thus, one of the
eight themes that emerged from the field at
the national workshop was “influencing,
developing and evaluating policy related to
literacy and health.” Relevant policy goes
beyond legal aspects to plain language poli-
cies for organizations (e.g., the Ontario
Literacy Coalition’s new policy) and gov-
ernment policy for funding priorities.

In the United States, the Joint
Commission on Accreditation of Health
Organizations now requires that instruc-
tions be given at a level understandable to
the patient.?? There is also interest in
improving consent documents and the
consenting process.'” Greater vigilance in
health communications has been achieved
through case law regarding obtaining
informed consent from individuals with
lower levels of literacy, and requirements
imposed by the Joint Commission for
Accreditation of Health Care
and the National
Committee for Quality Assurance about

Organizations

the nature and form of information used in
101 “Health literacy” is
now stated as an objective in Healthy
People 2010, the blueprint document used
for both state and national planning.
Objective 11.2 under the area of health
communication is “to improve the health

patient education.

literacy of persons with inadequate or mar-
ginal literacy skills.”?

Marcia Hohn'®' has recently published
an overview of policy issues and initiatives
regarding health literacy. Policies that need
to be in place to provide a firm foundation
for literacy and health work, she says,
include those ensuring secure funding,
teacher training for integrating health con-
tent and handling potentially sensitive situ-
ations, support structures for information

sharing, and interagency referrals. Hohn
draws from a recent survey of state basic
education directors in the US to show
promising policies and efforts towards
interagency collaboration for health litera-
cy in Pennsylvania and California.”? Other
states such as Virginia and Georgia have
introduced incentives for integrating
health into the programs for English lan-
guage services, by training Adult Basic
Education teachers on how to incorporate
health content into existing programs, and
by initiating health literacy classes taught
jointly by literacy and health education
teachers in various sites including hospi-
tals, churches and public health agencies.

Another policy initiative is the govern-
ment of Massachusetts” decision to allocate
a portion of tobacco tax revenue to
community-based adult education pro-
grams interested in addressing health top-
ics and developing health-related curricula
through a participatory process involving
adult learners and teachers. At the same
time, a model program called Health
Education in Adult Literacy (HEAL)
focussed on breast and cervical cancer edu-
cation was supported by a private non-
profit agency and the Centers for Disease
Control and Prevention.

Dr. Rima Rudd and colleagues from the
Harvard School of Public Health investi-
gated the work of the 31 adult learning
centers that had received funding from
either the tobacco tax monies or from the
HEAL project.'® Thirty-one teachers from
twenty-four cities were interviewed. Almost
all reported that the topic of the health pro-
ject was chosen based on learners’ needs
and interests. Although the tobacco tax did
not mandate it, anti-tobacco projects were
the most common. Nutrition, HIV/AIDS,
substance use, cancer prevention, stress
management, accessing the health-care sys-
tem and parenting skills were other com-
mon topics. When teachers were asked to
rate the extent to which students’ health
projects contributed to various skills, it
became clear that compared to other topics,
health projects were perceived as offering
added value for the development of both
hard skills, such as reading, writing and
math, and soft skills, such as speaking and
presentation skills, dialogue and discussion.
They also indicated that health projects
contribute more to learner participation,
motivation and interest.

Combined Approaches

Combined approaches appear to be partic-
ularly effective in addressing issues related
to literacy and health. In addition, multi-
level approaches based on ecological mod-
els increasingly are being put forward as
being worthy of further exploration. For
example, a recent US Institute of Medicine
publication on social science and behav-
ioural research to improve the public
health recommended that: “[r]ather than
focusing on a single or limited number of
health determinants, interventions on
social and behavioral factors should link
multiple levels of influence (i.e., individ-
ual, interpersonal, institutional, communi-
ty and policy levels).”!?

Conducting cost/benefit analyses
Some progress has been made in assessing
the economic cost of low literacy to
Canada in other sectors. The Canadian
Business Task Force on Literacy (1988)
estimated that the annual cost to Canadian
businesses from lost productivity due to
low literacy was $4 billion.” In a
Conference Board of Canada survey,
DesLauriers'® found that of Canadian
businesses with 50 or more employees,
about 70% experienced some problems in
their operations as a result of literacy issues
in the workplace. Problems were most seri-
ous for the acquisition of new or advanced
skills, training in general and the introduc-
tion of new technology. Negative impacts
most frequently mentioned were produc-
tivity losses, errors in inputs and processes,
reduced product quality, and problems in
job reassignment. Less frequently men-
tioned difficulties included health and safe-
ty problems, higher job turnover rates and
absenteeism.!* Both literacy and numeracy
play a significant role in explaining labour
market outcomes, even after years of
schooling are accounted for.*

The costs of health-care delivery, how-
ever, related to direct and indirect impacts
of literacy still need to be ascertained.*?
Medical outcomes and economic costs of
need to be better
understood.”® As noted above, evidence to

interventions

date suggests a link between literacy and
increased health-care costs,” at least in the
US. However, research on this topic has
been lacking in Canada. In addition, we
also need to understand what politicians
and decision-makers understand about lit-
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eracy and health and what can influence
them.

Studying literacy and health

within Aboriginal and

Francophone communities

There is a need to better understand and
respect the relationship between literacy
and culture in Aboriginal communities and
the impact of literacy and literacy pro-
grams on health and healing.* Investment
in Aboriginal literacy development will
ensure Canada’s Aboriginal peoples have
the resources they need to thrive as com-
munities and as full participants and con-
tributors to Canada’s future economic and
social prosperity. The Aboriginal popula-
tion reached its lowest point at the turn of
the twentieth century, but is now growing
twice as fast as the overall Canadian popu-
lation. Health and education status of this
group is very different from that of main-
stream groups. Twice as many registered
Indians had less than Grade 9 education in
1996 as other Canadians.'” Their health
status is also more severe. Four centuries of
colonization — being stripped of their land,
religion, culture and autonomy — have
taken their toll. Though there has been
improvement in recent years, the
Aboriginal mortality rates were still almost
1.5 times higher than the national rate in
1996-97.1% Unique programs for this
group deserve careful consideration.
According to Dr. Eileen Antone, there is
very little understanding of, or funding
support for Aboriginal adult education
programs that include intergenerational lit-
eracy participation and practices, which
may be more helpful than non-Aboriginal
models of schooling.!”” Thus, the national
workshop endorsed research on literacy
and health in the Aboriginal community as
a priority.*

The workshop participants also agreed
that priority should be assigned to the
study of literacy and health within the
francophone community. According to
Dr. Margot Kaszap from Laval University,
a participant in the workshop and one of
the co-investigators in the SSHRC project,
literacy and health within the francophone
community are significantly different from
the anglophone community because of dif-
ferent cultural views of literacy and of
health. Thus, to understand these differ-

ences requires special efforts. Like the

Aboriginal peoples, Canadians of French
descent have official status enshrined in
Canada’s constitution and must therefore
have their unique issues identified and
considered.

With regard to other cultural groups, the
early Southam study shed light mainly on
the literacy problem of Canadian-born citi-
zens of European descent.!” The problem
among foreign-born Canadians was not so
surprising and received less attention as a
result. Further investigation suggests that
the burden of need for help with literacy
skills may currently lie with immigrants.
New immigrants are among the most vul-
nerable populations in Canada. Some
researchers suggest that for many, health
actually deteriorates after they arrive (per-
sonal communication, Morton Beiser,
August 2003). Of the 22% of Canadians at
IALS level 1, most are people whose first
language is neither English nor French,
and people over 55.'% Those most likely to
express a need for literacy programs in the
national surveys to date are new immi-
grants.’' In the LSUDA study, more than
twice as many foreign-born readers at lev-
els 1 and 2 reported dissatisfaction with
their skills. Those most likely to express
satisfaction with their literacy skills are
Canadian-born. Of Canadian-born people,
87% of women and 80% of men with the
lowest literacy skills (levels 1 and 2) report
satisfaction, while only 59% of foreign-
born women and 50% of foreign-born
men do so.”” More Canadian-born women
and men with low literacy may have devel-
oped coping mechanisms in their daily
activities and be reluctant to join programs
that label them, reveal their deficiencies,
and remind them of past frustrations with
schooling.

A better understanding of the unique sit-
uation of new Canadians interested in lit-
eracy programs is needed. We also need to
better understand what are the effective
messages and methods of delivery in terms
of different ethnic groups and multi-
literacies. Foreign-born women and men
with low literacy are less likely to be bur-
dened by shame about low skills in English
or French, but are more likely to have less
time to attend classes. A greater percentage
of foreign-born Canadians with low litera-
cy skills participate in the workforce. Of all
women in the workforce testing at the two
lowest levels on the IALS survey, 52% are

foreign-born though they represent only
17% of the female workforce. Foreign-
born males represent 18% of the workforce
and 34% of the men in the workforce who
have low literacy levels 1 and 2.7
According to literacy advocate Susan
Sussman, most literacy programs are not
designed to attract learners who fit the
level 1 IALS demographic profile (immi-
grants and seniors). “Level One learners
who need the most help and have the most
difficulty learning often receive the least
amount of instruction from the least quali-
fied instructors.”'%(p.9)

One of the key problems appears to be
that literacy programs funded through the
federal and provincial governments are
expected to serve native speakers of French
or English only. It is held that the Ministry
of Culture and Immigration funds English
and French as a second or other language
programs for immigrants, and therefore lit-
eracy programs funded through other min-
istries (HRDC, Ministry of Training,
Colleges and Universities, Ministry of
Education) should only serve native speak-
ers of English and French. Even the
resource centers for literacy and English for
Speakers of Other Languages classes are
housed separately in Ontario despite sig-
nificant overlap in types of resources need-
ed. AlphaPlus Centre, the largest collection
of literacy materials in Ontario, has recent-
ly moved its ESOL collection to the
Metropolitan Toronto Reference Library.
Sussman is not the only literacy worker
that finds this situation troubling. Front-
line workers are known to hide the fact
that their classes mix native speakers of
English and ESOL learners for fear of
reprisal from their superiors.* Yet literacy
workers report that new Canadians and
native Canadians benefit from each other’s
presence in a shared classroom.* Potential
benefits of work in health literacy to
Canadians of English and French origins as
well as immigrants need to be better
understood. For example, Canada could
gain opportunities to provide health-care
information, support and education inter-
nationally through better provision of
health literacy opportunities for its own
immigrants. The need for better inter-
ministerial cooperation in this regard is
most apparent. Research on this issue could

*  Personal communication, literacy workers at

August 2003 literacy conference, OISE/UT.
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help determine the extent of the problem
and suggest steps towards a solution.

Studying the relationship between
literacy, life-long learning and health
One of the key recommendations of the
first OPHA report is “the creation of a
major shift in the education system to
allow for life-long learning. This would
establish a drop-in — drop-out philosophy
allowing people to acquire the skills they
need when they need them.”(p.34) This
theme has gained momentum recently in
Canada. Calamai coined the phrase The
Three Ls — Literacy and Life-Long Learning
in an address to the Westnet 2000
Conference in Calgary.'” According to the
Canadian Health Network,'"

“...thanks in part to the growth of

information and communication tech-

nologies, participation in adult educa-
tion in Canada has exploded during
the past 40 years. In 1960, only about

4% of Canadians over the age of 17

were thought to be taking any kind of

course provided by an educational
institution. Twenty years later, that
number had increased to 20 percent.

By the early 1990s, about 35 percent

of Canadian adults were thought to be

taking enrichment courses.”

The Movement for Canadian Literacy,
the hub of Canada’s literacy network, has
recently advocated for a National Literacy
Action Agenda that is grounded in a life-
long learning strategy. They suggest that
such an agenda be a key part of the federal
government’s new ‘innovation agenda”
supported by Industry Canada and HRDC
(see www.innovationstrategy.gc.ca). The
Ontario Ministry of Education defines lit-
eracy education as (p.9):?

“...part of a process or cycle of life-

long learning, based on life experi-

ence, shared knowledge, and decision-
making by learners supported by their
instructors. Literacy education con-
tributes to the development of self
knowledge and critical thinking skills.

In turn, this development empowers

individuals and communities.”

The recent national workshop on litera-
cy and health research thus supported this
direction, in concluding that “studying
the impact of literacy and life-long learn-
ing on health” was one of the top four pri-
orities.'”

An agenda for life-long learning may
better address new understandings about
multiple literacies and encourage learners
previously held back by stigma. A
Canadian Federation of Labour Education
Coordinator provides the following
description of previous counter-productive
initiatives:'"

“Human nature is such that a statisti-
cal focus on skill deficiencies make it
more challenging.... Many people
have the impression that a shockingly
large percentage of the workforce sign
their name with an X and can’t add
two plus two. Even worse is the
impression that critical thinking skills,
among those who have difficulty read-
ing or writing, are marred. These, and
similar myths, act as barriers to those
who wish to improve their basic skills.
Literacy should be framed within an
empowering paradigm that highlights
opportunities and choices for people.
Unfortunately, much of the print gen-
erated has been devoid of empower-
ment. The blatant fostering of disease-
laden image (e.g., “stamping out the
epidemic of illiteracy”) is one such
counterproductive example. It is not
helpful when literacy is promoted —
wittingly or unwittingly — as the pre-
dominant solution to Canada’s eco-
nomic woes. A balanced viewpoint
recognizes that the skills of workers
are one of many factors that affect
economic growth. Equally pertinent
components include business invest-
ment in new equipment, work
processes (that is, the way work is
structured and jobs are designed), fis-
cal policy, and the amount of money
allocated to training.”

An agenda for life-long learning could
begin to treat adults and teenagers on more
similar terms and make high schools or
“community education centres” welcoming
and appealing to the young and old who
are “ready to learn” (Saskatchewan is calling
for renaming schools as “community learn-
ing centres” in their document Schools Plus
and for creating a paradigm shift in the way
schools are organized). It would also go
some way towards reducing the stigma of
dropping out, and to reducing the number
of students who are not engaged in their
school work, if alternatives such as extend-
ed co-op placements can be found for

them. Such innovations in life-long learn-
ing provide valuable opportunities for
studying the role of literacy in health.

CONCLUSION

Much progress has been made by health-
service providers in Canada in addressing
literacy and health by raising awareness of
the issue among health workers and dissem-
inating plain language guides and health
education materials. Progress has also been
made in supporting non-medical aspects of
the issue, encouraging literacy practitioners
to help address it, and developing collabo-
rations between health and literacy workers.
Access to health information with reduced
reliance on print and increasing use of new
technologies has improved. But, due to sev-
eral important social trends, the issue is
likely to become more and more important
and further research will be needed.

This literature review leads to the con-
clusion that additional research is needed
with respect to virtually all of the areas
covered by the conceptual framework. We
need to know more about the relationships
between general literacy, health literacy
and other kinds of literacies, about the
relationships between various kinds of lit-
eracies and health and quality of life out-
comes, about the determinants of literacy
and health literacy, as well as the effective-
ness of various kinds of actions to improve
health though improving literacy. We also
need more cost-benefit analyses, more
studies that consider the unique circum-
stances of the Aboriginal and francophone
communities and culturally diverse and
challenged groups, and more study of the
relationship between literacy, life-long
learning and health.

It is clear that research in literacy and
health can help us spend our scarce health
care dollars more efficiently. There are
pockets of very promising work being done
across the country, but there are huge gaps
in between, with very little knowledge of
what is being done elsewhere and what
works best. Research of this nature can
help span the divides between traditional
jurisdictions of work for improving the
lives of Canadians and have an impact on
effective use of government spending in
education as well as health care. To this
end, based on this review of the evidence
and discussion at the Think-Tank in
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September 2003, we would make the fol-

lowing recommendations:

1. That CIHR, SSHRC and the Canadian
Health Services Research Foundation
develop a joint strategic initiative on lit-
eracy and health based on the priorities
and information needs identified in this
article. Such an initiative should fund
both research and capacity development.

2. That federal and provincial governments
develop and implement policies and pro-
grams related to literacy and health and
ensure that they are evaluated appropriately.

3. That non-governmental agencies such as
the CPHA and the members of the
NLHP form partnerships with
researchers to ensure that their initiatives
in literacy and health are evaluated
appropriately.

4. That community agencies and health
and literacy practitioners form partner-
ships with researchers to evaluate literacy
and health initiatives and conduct par-
ticipatory research on literacy and
health.

5.That researchers and research organiza-
tions, such as the Canadian Consortium
for Health Promotion Research, collabo-
rate with research funding agencies, gov-
ernments, non-governmental agencies
and community agencies to develop an
infrastructure for the evaluation of litera-
cy and health initiatives using a partici-
patory approach.

Clearly, movement in these directions
can benefit all Canadians. We should not
miss the opportunity to advance the field
of literacy and health in Canada.
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RESUME

L’auteur de larticle fait une revue de la documentation actuelle et de la recherche sur le lien entre
I'alphabétisme et la santé et dégage des priorités pour la recherche dans ce domaine au Canada.
Parmi les sources d’information, mentionnons des documents repérés grace a une analyse de
I’environnement, la collection Alpha Plus et une recherche informatisée des documents récents.
Cette information a ensuite été analysée au moyen d’un cadre conceptuel. Selon la revue, un
alphabétisme limité a un impact direct et indirect sur la santé. Les familles sont a risque a cause de
la difficulté qu’elles ont a lire les ordonnances médicales, les instructions des aliments pour bébé et
le matériel d’éducation sur la santé et la sécurité. Les gens dont le niveau d’alphabétisme est peu
élevé ont tendance a vivre et a travailler dans un environnement moins sain; ils ont plus de
difficulté a trouver de I'emploi et a assurer la sécurité de leur revenu. Les déterminants de
I’alphabétisme sont les suivants : éducation, développement de la petite enfance, vieillissement,
conditions de vie et de travail, capacité/génétique individuelles, sexe et culture. Il convient de
prendre des mesures afin d’améliorer le niveau d’alphabétisme et de santé par une combinaison
d’éléments tels la communication, I’éducation et la formation, le développement communautaire,
le développement organisationnel et I’élaboration de politiques. Certaines indications donnent a
penser que les interventions de ce type ont un impact positif sur la santé, en particulier si elles sont
combinées. L’élaboration de politiques et de programmes requiert une analyse approfondie des
initiatives actuelles et davantage d’analyses colits avantages et d’études qui mettent I’accent sur les
différentes communautés culturelles. Un soin accru doit également étre accordé aux tendances et
aux besoins sociaux actuels.
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Engendering Health Disparities

Denise L. Spitzer, PhD

ABSTRACT

How is gender implicated in our exploration of health disparities in Canada? Set against
the backdrop of federal government policy, this review paper examines the ways in which
gender intersects with other health determinants to produce disparate health outcomes. An
overview of salient issues including the impact of gender roles, environmental exposures,
gender violence, workplace hazards, economic disparities, the costs of poverty, social
marginalization and racism, aging, health conditions, interactions with health services,
and health behaviours are considered. This review suggests health is detrimentally affected
by gender roles and statuses as they intersect with economic disparities, cultural, sexual,
physical and historical marginalization as well as the strains of domestic and paid labour.
These conditions result in an unfair health burden borne in particular by women whose
access to health determinants is — in various degrees — limited. While progress has
certainly been made on some fronts, the persistence of health disparities among diverse
populations of women and men suggests a postponement of the vision of a just society
with health for all that was articulated in the Federal Plan on Gender Equality.
Commitment, creativity and collaboration from stakeholders ranging from various levels of
government, communities, academics, non-governmental agencies and health
professionals will be required to reduce and eliminate health disparities between and
among all members of our society.
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services
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ealth disparity can be defined as a
“marked difference or inequality
between two or more population
groups defined on the basis of race or eth-
nicity, gender, educational level or other
criteria” (p. 274).! Engendered by the
inequitable access to health determinants
such as income, social support, good quali-
ty housing and clean environments, and
the stresses imposed by structural forces,
multiple roles and discrimination, health
disparities reflect a gradient in socio-
economic status and power.>? When health
disparities are examined in terms of gen-
der, Matthews, Manor and Power observe
that the relationship between health out-
comes and social hierarchy appears to be
more linear in predicting men’s health
while the association to women’s health
appears to be more complex.? The rela-
tionship between gender inequities and
health is seldom static and intersects with
factors such as ethnicity, sexuality, age and
disability in dynamic and complex ways.’
While gender refers to the cultural con-
structions and layering applied to sex cate-
gories, the existence and persistence of
gendered social hierarchy in our society
means that women are most often associat-
ed with health disparities. This recognition
is reflected in policies, programs and
research that often focus on women.
Importantly, some men are vulnerable to
marginalization and impoverishment and
must therefore be considered in the con-
text of reducing health disparities; howev-
er, we must also attend carefully to the
possibility that the term “gender” can
inadvertently mask discrepancies berween
women and men.

Policy context

Are gendered disparities in health a prob-
lem in Canada? Canada has been viewed as
a world leader in forwarding gender equal-
ity and encouraging other nations of the
world to adopt similar goals, yet the
response by the United Nations
Committee on the Elimination of
Discrimination of Women to a recent gov-
ernment report on the status of gender
equality was not wholly laudatory.® Some
committee members opined that a country
with Canada’s wealth and reputation
should have made greater progress in terms
of its commitment to reducing inequality
between women and men. Their com-
ments focussed on a number of key issues
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including: the high percentage of women
who live in poverty and report poor health
status, the persistence of violence against
Canadian women and the apparent decline
in funding for shelters, the vulnerability of
Aboriginal women to domestic violence
and incarceration, the diminished status of
immigrant and refugee women and the
promulgation of neo-liberal policies as well
as changes to federal-provincial transfer
payments that have reduced spending on
social and health services. The committee,
however, praised Canadian efforts to
improve parental leave and child tax bene-
fits, to introduce measures to reduce the
trafficking in women, and to further devel-
op gender-based analysis and indicators to
monitor governmental progress on gender
equality.

A variety of international commitments
inform the Canadian government’s
approach to improving women’s access to
determinants of health. The United
Nations’ Declaration on the Elimination of
All Forms of Discrimination Against
Women” proclaimed that discrimination
against women — defined broadly as deny-
ing or limiting women’s equal rights with
men — is unjust. The Declaration forward-
ed an agenda in support of public educa-
tion and the abolition of practices that
reinforced the notion of male superiority.
Importantly, it also stated that women had
the right to equal pay for work of equal
value and to appropriate retirement, sick-
ness and old age security benefits. In 1981,
the Convention on the Elimination of All
Forms of Discrimination Against Women
(CEDAW)® moved these issues further by
drawing attention to topics of poverty and
racism in a variety of forms. The CEDAW
identified discrimination against women as
any means by which women are prohibited
from obtaining, exercising and enjoying
rights equal to those of men. Signatories to
the Convention are obliged to abolish laws,
regulations, customs and practices that
likewise discriminate against women.
Additionally, the CEDAW urges respect
for maternity and details the right of
women to health and safety in the work-
place. Notably, Article 11, no. 2(c) urges
governments to “encourage the provision
of the necessary supporting social services
to enable parents to combine family oblig-
ations with work responsibilities and par-
ticipation in public life, particularly

through the establishment and develop-
ment of a network of child-care facilities.”
The CEDAW further states that women
have a right to participate in sports and
cultural life and draws attention to the par-
ticular needs of rural women with respect
to access to health care including family
planning, employment, good quality hous-
ing and sanitation.

Canada is signatory to the Declaration on
the Elimination of Violence Against Women®
that identifies unequal relationships
between women and men as the source of
violence against women. Defined “as any
act of gender-based violence that results in
or is likely to result in physical, sexual or
psychological harm or suffering to women
including threats of such acts, coercion or
arbitrary deprivation of liberty,” govern-
ments are asked to consistently work to
prevent, investigate and punish acts of vio-
lence against women. Additionally, the
Declaration notes that particular groups of
women, including indigenous women,
immigrants and refugees, women with dis-
abilities and the elderly, are particularly
vulnerable to violence. Signatories are
urged to develop appropriate and sufficient
support services for women surviving vio-
lence. In 2000, Canada joined other coun-
tries in supporting the United Nations’
Millennium Declaration' thereby commit-
ting itself to the support of human dignity
and equality and to eliminating the
scourges of poverty and racism that inter-
fere with the ability of individuals and
communities to live their lives with self-
respect and in good health.

Canada has responded to its internation-
al commitments by supporting the imple-
mentation of various initiatives under the
auspices of the Federal Plan for Gender
Equality.'"'? The Federal Plan was
designed to engage all levels of government
as well as non-governmental agencies in
the development of policies and programs
that would enhance gender equality in
Canada. The document acknowledges the
disparate and multiple realities of women
and the need for government policies to
engage in gender-based analysis as a matter
of routine to ascertain the potential impact
of policy on women and men in all of their
diversity. The authors emphasize that gen-
der-based analysis demands attention to
social context, therefore, policy-makers
must account for the fact that women per-

form a disproportionate amount of care
work and domestic labour, and are pooled
in low-wage positions. In Canada, the
Federal Plan for Gender Equality identifies
various sites of action including promoting
affordable housing, reducing violence
against women, enhancing women’s eco-
nomic participation, developing child care
programs with other levels of government
and addressing health inequities by learn-
ing more about sex differences in disease
presentation and treatment and identifying
the health needs of marginalized women.'?

The Women’s Health Bureau provides
much of the leadership in efforts to exam-
ine government policy and health dispari-
ties using a gender lens. Established within
Health Canada in 1993, the Women’s
Health Bureau’s mandate is to ensure that
the Canadian health care system responds
to the needs of women.'? The Women's
Health Strategy’® was designed to improve
our state of knowledge about women’s
health and to support the development of
health services and preventive health mea-
sures that will meet the needs of women.
The Women’s Health Bureau also oversees
the administration of the Centres of
Excellence for Women’s Health who con-
duct research and work with the Canadian
Women’s Health Network to disseminate
information and advocate for gender equi-
ty and improvements in women’s health.
In addition, the Women’s Health Bureau
produces a variety of tools to enable policy-
makers and programme planners to engage
in gender-based analysis of their own work.
In a recent publication, Exploring Concepts
of Gender and Health," the need for main-
streaming gender-based analysis is demon-
strated through a discussion of concepts
and examples. Finally, in response to feed-
back from researchers, organizations and
the public, the federal government estab-
lished the Institute of Gender and Health
in 2000 as one of the Canadian Institutes
of Health Research.?

Overall, the Canadian government has
demonstrated a commitment to gender
equality and improving the health of
women through its varied international
and national agreements and programmes;
however, the need for a symposium on
health disparities in 2003 suggests that
these issues persist. This synthesis article
will provide an overview of gender and
health in Canada and describe the poten-
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tial mechanisms through which women
and men may be vulnerable to poor health
outcomes. It will conclude by offering rec-
ommendations for future action and
research.

Engendering health disparities
A Canadian child born in 1997 can expect
to live to just under 76 years if male or

16 however, in a

over 81 years if female;
trend referred to as the gender paradox, the
girl child is more likely to experience those
years as unhealthy ones. For instance, 11%
of Canadian women versus 4% of men suf-
fer from chronic conditions;' in particular,
women are diagnosed more often than
men with conditions such as multiple scle-
rosis, lupus, migraines, hypothyroidism
and chronic pain."”"'® The disparities in life
expectancies between women and men in
Canada can be attributed primarily to
higher rates of accidents and injuries lead-
ing to excess mortality among men."
General statistics, however, belie the con-
siderable diversity in circumstances of birth
and life that confer both advantage and
disadvantage to the health and well-being
of individuals throughout their life course.
The question must be asked: what makes
people sick?

Certainly increased longevity results in
greater risk of disability and chronic illness
associated with aging;*® however, the con-
sequences of aging do not explain the exis-
tence and persistence of health disparities
throughout the life cycle. While genetic
heritage and negative health behaviours
can contribute to susceptibility to certain
ailments, a population health approach
that considers the full range of health
determinants suggests that social factors are
more salient overall than health behaviours
in determining health status.”!

Gender itself is a determinant of health
and is interlinked with biological and
social determinants. If prominence is
granted to social factors, then health must
be considered within the context of gender
roles, access to social and economic capital,
the geopolitical environment, cultural val-
ues and the impact of racism, sexism and
ageism.”? Gender disparities in health are
further configured by ethnicity and the
potentially corresponding discrimination.
As the rubrics “women” and “men” mask
heterogeneous populations marked by dis-
parate class statuses, ethnicities and sexuali-

ties, so too are the pathways through
which women and men are constituted in
various degrees as vulnerable to health
risks. Certain common touchstones, how-
ever, manifest themselves on the journey.
A review of the literature suggests that
health inequities emerge from the dynamic
intersections of the demands of multiple
gender roles, environmental exposures, the
threat and consequences of gender vio-
lence, workplace hazards, economic dispar-
ities, the costs of poverty, social marginal-
ization and racism, aging, health condi-
tions and interactions with health services
and health behaviours. Psychosocial
resources, whether positive, such as social
networks and systems of support, or nega-
tive, such as stress and its physiological
expressions, also mediate embodied expres-
sions of inequality although the mecha-
nisms through which these factors influ-
ence health status are poorly under-
stood.?>?* A consideration of these inter-
secting issues that contribute to the devel-
opment and persistence of gendered dis-
parities and health follows.

Gender Roles and Status

Gender is generally regarded as the cultur-
ally ascribed attributes and roles assigned
to the biological categories of, at mini-
mum, the dichotomous pairing of male
and female. This definition, however,
denies both the complexity of gender as an
interactive and socially influenced perfor-
mance and that sex categories themselves
can be regarded as historically situated con-
structions whose boundaries are perhaps
more blurry than is often recognized.
Gender disparities in health, then, must be
viewed in the context of the contingencies
of these categories.

Male gender roles may, for example,
produce deleterious health effects that con-
tribute to excess male mortality. For
instance, notions of masculinity that val-
orize risk-taking behaviour, aggression and
stoicism are associated with increased
injury and death.***” Once they have sur-
vived childhood, where boys are more sus-
ceptible to disease than girls, adolescent
males are generally healthier than their
female counterparts — with the exception
of injuries.?®* Adolescent injuries in turn
are linked with behaviours such as binge
drinking, smoking and having multiple
sexual partners, which are associated with

masculinity by young Canadian males.*
Notably, not all men ascribe to this defini-
tion of masculinity as this construction dif-
fers along economic, educational, sexual
and ethnic lines.”

Gender roles and relations produce dif-
ferent responses and exposures to stressors
that in turn result in varied health out-
comes.’* Additionally, gender roles and
statuses change throughout one’s lifetime
and may influence access to health
resources. In some societies, women’s sta-
tus increases with the birth of male chil-
dren and as women reach maturity, while
in others status peaks in married adulthood
and declines as women age.** Female gen-
der roles generally require women to be
responsible for a disproportionate amount
of domestic labour, cultural transmission
and socialization of children and kin work
that includes attending to familial social
relations. In many parts of the world,
women are engaged in subsistence produc-
tion and may be further engaged in the
labour market. The multiplicity of roles
enacted by women make them vulnerable
to role conflict between family and work
demands that can further lead to a variety
of negative health outcomes.*

Gender differences in health are linked
to disparate access to resources determined
by cultural attitudes towards gender, class,
social policy and labour market pat-
terns**® and are replicated in the house-
hold. Intra-household allocations of
resources are usually invisible and not
always equitable; therefore, even though
household income and occupational status
of the head of household — usually regard-
ed as a male income earner — are used to
determine socio-economic status, not all
members may share in this rank position.?
Income-earning individuals, usually male,
may receive preferential access to health
services where financial constraints are a
factor and may be provided with more
nutritious food than female members of
the household. Cultural notions that
women are meant to be smaller and that
women’s labour requires less energy expen-
diture provide the rationale for unequal
distribution of food resources that in some
instances can result in under-nutrition.>

Cross-culturally, women are presumed
to be the most appropriate caregivers for
children, the infirm and the elderly. While

these responsibilities are presumed to be
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“natural”, they can also be overwhelming;
for instance, an average American woman
will have spent 18 years caring for an elder-
ly spouse and 17 years caring for chil-
dren.’” The care work activities of women
must also be situated within a broader con-
text. Globalization has impelled the waves
of health care restructuring that have
resulted in a2 movement towards de-
institutionalization and abbreviated hospi-
tal stays. The resultant off-loading of
responsibilities onto families that have nei-
ther extended networks nor an equitable
division of labour results in “compulsory
altruism” on the part of women.3%4°
Moreover, the types of tasks required by
caregivers have changed; caregivers are now
expected to handle complicated medicines,
insert catheters and change dressings
among other tasks.’®4! Certain groups of
family caregivers are most affected by these
changes in policy and programs. Low-
income women who are least likely to have
supplementary insurance are now required
to pay for medications that would have
been distributed free of charge in hospi-
tal.**%® Rural communities are also hard hit
as services once available are shifted to larg-
er communities, requiring caregivers to
travel long distances to obtain services or
contend without additional assistance.*

Caregiving activities of immigrant
women must also be contextualized by the
migration experience, value systems and
the roles prescribed for women and as well
as the centrality of caring to women’s
lives.® Truncated familial support net-
works, limitations placed by provincial
governments on access to auxiliary health
services, culturally inappropriate services,
and lack of information about what kinds
of resources are available to help caregivers,
all contribute to an intensification of care-
giving responsibilities for many immigrant
women. The centrality of care work to
gender and ethnic identities means that
women are generally unable and unwilling
to relinquish these responsibilities, regard-
less of emotional, physical or financial
cost.®% Even affluent caregivers appear
reluctant to relinquish these responsibilities
although they may be amenable to pur-
chase the services of others to assist with
other domestic tasks.*%

While caregiving may be a rewarding
activity, even if obligatory, it may also have
considerable health costs for the care-

giver.“ Indeed, North American studies
suggest that demanding social ties are
strong predictors of depression in
women.? Backaches, insomnia, arthritis,
depression and hearing problems are
among the conditions associated with care-
giving and are especially trying for women
who caregive more frequently, in more
complex situations, and for double the
hours of male caregivers.*0 Moreover,
women are more likely to forgo their own
health to meet the needs of the care recipi-
ent first.”! The role can be so burdensome
that even its anticipation can contribute to
health problems for those who have prior
experience with the role.”

Environmental Exposures
Environmental influences — both biological
and social — are greatly significant to early
childhood development especially in the
first five years of life when normal brain
development occurs. Factors such as pover-
ty, housing and caring relationships con-
tribute to lifelong capacities (emotional,
cognitive and behavioural development)
and vulnerabilities; as a result, holistic early
childhood interventions are vital to
decreasing health disparities.’®> These
issues are of vital importance in Canada
where child poverty rates remain at
approximately 20%.%%>

Toxic exposures are socially distributed®
and assert influence from fetal development
through older adulthood. Maternal nutri-
tion, smoking, alcohol consumption and
stress can have an impact on birthweight
and contribute to problems with bone min-
eral density in adulthood.’**' Maternal
stress, engendered by any number of condi-
tions including material deprivation, may
have a significant impact on the fetus and
contribute to longer-term consequences.
Children whose mothers sustained stress
during their pregnancy are at higher risk for
diagnosis with ADHD and psychiatric con-
ditions. In addition, they may experience
delayed early motor development and
behavioural problems. Animal studies sug-
gest that post-natal maternal attention can
moderate the effects of stress.?

Women and girls are more likely to
spend time at home where they may be
exposed to a variety of environmental haz-
ards. Household cleansers can contain
toxic properties and home cooking may
expose women to noxious substances accu-

mulating from cooking fumes due to poor
ventilation. Poor housing, related to socio-
economic status, can further contribute to
respiratory problems as can exposure to
second-hand 63-66

Additionally, low-income households are

tobacco  smoke.
disproportionately located in the vicinity
of industrial sites, whose pollutants resi-
dents are expected to eliminate from their
homes through their own efforts.””
Exposure to smoke can also facilitate the
accumulation of trace metals, such as cad-
mium. Cadmium concentrations tend to
be higher in women due to higher rates of
absorption at low levels of iron. In addi-
tion, while males tend to have higher levels
of lead in their bodies compared to
women, the effects can be more deleterious
to women due to the pace of its release
from the bone marrow where it is
stored.%®®

Outside the home, women are exposed
to environmental hazards in female-
dominated workplaces including electron-
ics plants, fireworks and brick factories,
agricultural and floral industries and laun-
dry operations.® Moreover, women may
also have differential access to public space
depending upon ethnicity, sexual orienta-
tion and disability that may pose various
threats to health and safety. For instance, a
study of rickets among British South Asian
women found that women lacked exposure
to sunlight as they feared traversing public
walkways after a series of racist attacks
were reported in their neighbourhood.”

Gender-based Violence

Males are the most frequent perpetrators of
violence against women, children and
other men.”"”® Violence can take the form
of physical, sexual or psychological harm
and while males are more likely to be sub-
jected to physical violence, women and
members of sexual minorities are more
often subject to a range of violent acts,
including sexual assault, and are more like-
ly to be targeted because of their gender
status at the hands of men.”>74 While
gender-based violence may take a variety of
guises throughout the life cycle, it is often
presented in gender-neutral terms such as
child and elder abuse.”” Only in preschool
years are there no gender differences found
among victims of sexual abuse by male
family members.”® It is important to note
that violence against women is tolerated
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and legitimized in many societies such that
if similar acts were perpetrated against
neighbours, strangers or employers, they
would be regarded as punishable crimes.”
In the US, four million women are bat-
tered by their partners each year while one
in five women will be abused by a partner
or ex-partner at some point in their life.
Domestic violence is a major cause of
injury and accounts for 40% of female
homicides in the US, resulting in an esti-
mated four deaths daily.”””® US authorities
also estimate that 38% of pregnant adoles-
cents and 25% of pregnant women of all
ages, are physically or sexually abused dur-
ing pregnancy, generally by their part-
ners.”” In 1992, the American Medical
Association estimated that 35% of emer-
gency room visits were from women suffer-
ing from injuries relating to battery or
rape.”” In Canada, gender-based violence is
estimated to cost health and justice services
$1.6 billion annually.?® Furthermore,
4.5 women and 1.1 men per million mar-
ried couples per year are murdered by their
spouses while 26.4 women and 11.5 men
per million common-law couples and
38.7 women and 2.2 men for every million
separated couples meet the same fate.®"%
Women in abusive relationships are
often isolated socially and financially, mak-
ing it increasingly difficult to remove
themselves from a violent situation.
Additionally, they may be conflicted by the
desire to keep their family together.®?
Unfortunately, separating from a violent
partner does not ensure that the threat will
cease. Forty percent of women and thirty-
two percent of men who experienced
spousal violence within the previous five
years revealed that the violence com-
menced after separating from their
partner.?! Notably the type of violent activ-
ities reported by women and men differed.
Fifty-seven percent of these women were
beaten, sexually assaulted, threatened with
a weapon or choked while fifty-eight per-
cent of men were kicked, bitten or hit.®?
Exposure to gender-based violence is not
limited to any one socio-economic class or
ethnicity; however, geographic variation in
violence against women has been noted.
Prince Edward Island currently leads the
country in rates of male partner violence.
In Quebec, the odds of encountering male
partner violence decreases by 18% for each
unit increase of education; while the

impact is 6% for the rest of Canada.
Partners with similar levels of education
are most vulnerable to abuse in the rest of
Canada, while in Quebec dissimilar educa-
tion is associated with violence.®

As noted in the Canadian report to the
CEDAW committee indigenous women in
Canada are particularly vulnerable to vio-
lence." Aboriginal women are three times
as likely to report violence by a current or
former spouse than Euro-Canadian
women. Over 12% of Aboriginal com-
pared to 3.5% of non-Aboriginal women
reported experiences of violence in the past

five years;®

moreover, they generally report
experiencing more life-threatening forms
of violence than non-Aboriginal women.®
Higher levels of education increase
Aboriginal women’s odds of violence by
22%. Living common law increases the
likelihood of violence 13% among non-
Aboriginal women and 217% for
Aboriginal women.®

While under-reporting of gender-based
violence is problematic overall, the issue is
particularly troublesome in some sectors of
society. Immigrant and refugee women
who regard themselves as having precarious
immigration status may fear deportation
for themselves or their partners if they
report violent episodes to the authori-
ties.5%” Fear of reinforcing negative stereo-
types about men from ethnic minority
communities may also reduce rates of com-
those
communities.”® Members of sexual minori-

plaints from women in
ties who may feel too stigmatized to report
crimes are also particularly vulnerable to
violence. Over 50% of transgendered per-
sons have experienced some form of vio-
lence in their lifetime.?® Lesbian survivors
of violence may be hesitant to access sup-
port services as it may require them to dis-
close information about their own or their
partner’s sexuality in what they may per-
ceive as a hostile or judgemental environ-
ment.* Violence is increasingly common
in the lives of homeless women who may
also hesitate to report abuse.”” Lastly,
women who have survived state-sanctioned
violence as either subjects of or witnesses to
torture may not readily disclose their expe-
riences to health or social service personnel
in Canada, even though these experiences
are present in their lives today.”"%

As our knowledge of the experiences of
the survivors of torture attest, the sequelae

of violence are dramatic for both
victims/survivors and witnesses of such
acts. Depression, post-traumatic stress dis-
order, spinal injuries, low-self esteem, sexu-
al dysfunction, substance abuse problems,
HIV/AIDS, and other sexually transmitted
diseases have been associated with a legacy
of violence for survivors.”>*¢ Children of
batterers have lower self-esteem and suffer
from anxiety and inattention; they also
hold more stereotyped views of gender and
tend to regard physical force as an appro-
priate outlet or tool of persuasion.”” The
consequences of child sexual abuse, experi-
enced by an estimated 16% of men and
27% of women in the US, includes an
increase in risky sexual behaviours, depres-
sion, suicide, sexual difficulties, alcoholism
and drug abuse.”®!® Self-medication is one
way of coping with undesirable emotions
that can emerge from abuse.”® Generally,
adolescent girls are believed to internalize
their experiences while boys externalize
their pain resulting in anti-social behav-
iour.'"1%2 Abuse sustained in childhood
may have long-term effects that are unrec-
ognized in later years. One study examin-
ing the impact of childhood abuse found
that 80% of survivors developed at least
one psychiatric disorder by the age of
21.'% Depression in older women is often
undiagnosed and while it may be co-
morbid with other conditions, it may also
be the legacy of childhood abuse and expo-
sure to violence or the result of more cur-
rent elder abuse.!®

Detecting the health impact of violence,
however, can be problematic. Women may
present non-specific somatic complaints
that compel health care personnel to label
them as difficult patients.” Health profes-
sionals are also at times hesitant to involve
themselves in domestic violence. For
instance, some professionals are reluctant
to engage in issues pertaining to gender
violence in minority communities and may
instead relegate these incidences to reli-
gious and cultural differences.’® A recent
survey of British health professionals
revealed that only 54% of respondents
knew that hitting one’s partner was a crime
and 44% felt uncomfortable asking
patients about violence.'%

While gender-based violence is not uni-
versal, it is widespread and more common
where males have witnessed abuse or been
abused as children, where masculinity is
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linked to notions of male honour and
toughness and where violence is tolerat-
ed.””?" Male identity crises wherein male
abusers perceive threats to their masculini-
ty precipitated by loss of economic power
and status are seen as potential instigators
of male violence.”* Alcohol and other sub-
stances have been regarded as incendiary
factors; however, it is not clear whether
substance abuse problems are the result or
the cause of these behaviours.”>1%¢
Generally, higher education is regarded as
protective for women, but this is not
always the case as the statistics for
Canadian Aboriginal women attest.
However, as isolation and lack of social
support allows violence to be perpetuated,
more opportunities for women to become
financially and emotionally independent
will be vital to halting these crimes.”¢

The Hazards of Work
Occupational injuries, job insecurity and
unemployment may be distributed differ-
entially across class, ethnic and gender cat-
egories.'”” Specifically, conditions of
employment (including control in the
workplace, exposure to sexual harassment,
and job insecurity), exposure to occupa-
tional hazards, and the intersections of
paid and unpaid labour, are all implicated
in producing gendered health disparities.
Epidemiological studies of the British
civil service, the Whitehall Studies, have
drawn attention to the relationship
between health status and social gradients
and the salience of lack of control in the
workplace as a workplace hazard.!'®®
Control in the workplace is socially distrib-
uted and women are generally afforded less
of it. Even women in female-segregated
occupations tend to have lower levels of
control than men in the same positions.'"”
Jobs with low control and high demand
are associated with poor self-rated
health."® Women working in low control
environments have a 40% increased risk of
developing depression compared to women
who have high decision latitude in the
workplace; these effects are intensified if
women experience low control at home as
well.""" Low-control work environments
can have an impact on cardiovascular dis-
ease. High diastolic blood pressure has
been found among laundry and dry clean-
ing operators, food service workers, private
childcare workers and telephone operators,

while risk of coronary heart disease is
heightened among clerical and sales staff.!!
Stymied self-efficacy and eroded self-
esteem exacerbated by the gap between
high work demands and little perceived
gain can induce autonomic and neuro-
endocrine stress responses that may under-
pin the health problems associated with
low control work environments.'!?

Brooker and Eakin'®® suggest that power
— organizational, social and material — is a
more salient concept to consider in rela-
tion to health and stress. They maintain
that lack of power is a stressor and that
coping resources are differentially distrib-
uted. Discrimination, restricted mobility
and restricted access to power networks are
particularly pervasive issues for women.

Sexual harassment, the impact of the dou-
ble shift and environmental hazards in work
disproportionately affect women."* Women
in the workforce, particularly those who are
employed part-time or as home-workers, are
more likely to report negative work charac-
teristics than male counterparts.'” In addi-
tion, job insecurity appears to have the great-

110 and more

est effect on high strain jobs
women report high job strain that is associ-
ated with poor self-rated health status.!'
Men, however, are not immune from the
effects of job insecurity; the Whitehall 11
study demonstrates that men anticipating
privatization in their workplace were more
likely to report poor health status than those
who anticipated a secure position in the
public service.!”” Changes in the labour mar-
ket suggest that dissatisfactory work condi-
tions, and their attendant health effects, may
become more commonplace among certain
sectors of society. Nearly one-third of the
Canadian workforce is self-employed,
employed part-time or engaged in multiple
part-time jobs wages.!'® Conditions of these
forms of employment, most commonly asso-
ciated with young workers, women and
recent immigrants, are characterized by a
paucity of employee benefits, high levels of
job insecurity and low wages. Lax occupa-
tional health standards, lack of control in the
workplace and irregular work schedules,
coupled with uncertainty about current and
future employment, tasks, earnings and
workload contribute to poor self-rated health
status and increased stress among this sector
of the workforce.'®

In addition to employment conditions
that may have more impact on women

workers and certain male employees — pre-
dominantly immigrants and youth — occu-
pational exposures also contribute to
health problems. While men encounter
considerable hazards in industrial and agri-
cultural labour, most occupational health
regulations are predicated on male labour
and male bodies.'"” Women’s health at
work is jeopardized by inappropriate work-
place configurations and tools designed for
men, job segregation, resulting in increased
task fragmentation and monotony, the
stress of discrimination and sexual harass-
ment and the paucity of employee benefits
as women are disproportionately relegated
to low-wage, low-control and part-time
labour.!>'% Importantly, the rate of work-
place accidents is higher among temporary
employees, the majority of whom are

female.!?!

While employers may disregard
the effects of workplace hazards on
women’s health, in some instances these
concerns can affect the opportunities
women have to obtain employment.
Women have often been constrained from
entering certain positions due to the
potential endangerment of a fetus by work-
place materials; men, whose reproductive
health may be similarly jeopardized by
these conditions, generally do not face the
same prohibitions.!?>!%

Women can, however, face considerable
health costs for their labour. Women tend
to lift materials for longer periods and are
subject to a faster pace of repetitive labour
than men, resulting in disparate but
nonetheless significant pattern of
injuries.' Ergonomic exposures, repetitive
work and high psychological demands con-
tribute to job strain that results in poor
self-rated health.'"” Depression is common-
ly associated with computer processing and
women employed in the poultry and gar-
ment industries experience musculoskeletal
problems and stress-related disorders
attributable to their working conditions.!
Long hours standing and cold exposure
can contribute to peri-menstrual symp-
toms in poultry slaughterhouse workers
and hairdressers.!'? Additionally, standing
for long periods can also lead to the devel-
opment of varicose veins.'” Three times
more women than men report sick build-
ing syndrome related to working in an
open plan office or reception area, expo-
sure to tobacco smoke, and handling
paper; low control and more negative per-
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ception of psychosocial and physical envi-
ronments contributed to symptoms.'
Exposure to pesticides is also problematic
for those who work and live in agricultural
areas, although the issue may be under-
estimated among women in part due to

127128 Professional

measurement standards.
women such as accountants also report
higher levels of anxiety than their male col-
leagues.'” Much of women’s work is char-
acterized by monotony and repetition that
can contribute to mental and physical
health problems.!'>13

Other female-dominated occupations
appear to be injurious to women’s health.
For instance women employed in home
care agencies report a host of complaints
including stress, respiratory illnesses,
arthritis, back problems, hypertension,
migraines and work-related injuries.’?' In
hospitals, the stress wrought by the insta-
bilities of health care restructuring, partic-
ularly coupled with heavy domestic
responsibilities, has contributed to health
problems among nursing staff.’** Another
study found that practical nurses were par-
ticularly vulnerable to assault by
patients.'? In the US and Hong Kong, for-
eign domestic workers contend with stress
stemming from immigration issues, long
hours of labour and isolation in addition to
exposure to toxic cleaners and physical
strain.!?*1%> Call centre employees, pre-
dominantly women, suffer from a variety
of complaints including headaches, neck
and eye strain and insomnia attributable to
the stress of work surveillance, job insecu-
rity and shift work.!*

The health effects of working conditions
are compounded by domestic responsibili-
ties that further enhance gender disparities
in health. The interaction between work
and home environment on socio-economic
inequalities and health differ for women
and men. For example, family structure
had a more significant impact on inequali-
ty for women but not men.* While women
find employment generally beneficial in
terms of improving social position, social
support and control in the family, the pres-
sures of the second shift can be disadvanta-
geous.!'! In one study, female clerical
workers with major domestic responsibili-
ties and a punitive psychosocial environ-
ment showed highest risk of stress.
Repressed hostility, low job mobility, a
non-supportive employer, children and a

blue-collar husband, were all associated
with higher incidences of coronary heart
disease.'” In the Framingham Heart
Study, incidence of coronary heart disease
was twice as high among employed women
with three or more children than those
without. Other studies suggest that while
men’s stress levels may decline at night,
women’s do not due to familial and house-
hold responsibilities. Distress appears to
intensify when domestic labour is unequal-
ly shared. The interactions, therefore,
between work, household and child care
responsibilities can have deleterious effects
on women’s mental and physical
health.'®”13® The double shift of domestic
and labour market responsibilities also
means that women have little time to
engage in physical activity, relaxation or
self-care.”' In fact, although marriage can
be a source of social and economic support
for women, it may also contribute to
enhanced levels of stress due to increased
responsibilities and lack of control at work
as well as at home."” Conversely, job strain
can be moderated by the effect of satisfying
spousal partnerships and mothering
roles.'* Others have observed that social
support and appropriate levels of self-
esteem operate to reduce work-related
stress more effectively for women than for

men.'4!

Economic Disparities

and the Costs of Poverty

Economic inequities, evidenced by
income, employment and the demands of
domestic labour, appear to underpin gen-
dered health disparities most broadly.
Economic status has significant impact on
health and well-being and as gender figures
prominently in income generation, health
effects are decidedly gendered. Moreover,
gender roles intersecting with household
configuration, social mobility, immigration
status, and disability further influence eco-
nomic status contributing to poor health
status.

Income disparities between women and
men in Canada have been well document-
ed. Statistics Canada'® reported that as of
1997 average annual income for women
was 67% of that of men. Individual
women may earn as much or more than
individual men; however, the composite
wage gap is due to a disproportionate
number of women who are either low-

waged or unwaged.'®'> The Survey of
Labour and Income Dynamics (SLID), a
longitudinal study that collected data from
1993-94 revealed that 1.4 million women
over 16 (13.4% of all women) were persis-
tently poor. Nearly 25% of women were
poor for one year. Among seniors, 29% of
women versus 12.9% of men were poor for
at least one year. Women’s chances of per-
sistent poverty change over the life course:
they are greater in youth and reduce in
middle age and increase as labour market
participation declines and family composi-
tion changes.'® Certain groups of women
are particularly vulnerable to poverty. By
1996, female-led single parent households
were twice as likely to be poor as those led
by single males.'™ Statistics may mask a
more complex picture, as men and women
of colour are further disadvantaged not
only with regards to the population as a
whole, but in comparison to Euro-
Canadian women. '

Income disparities between women and
men in Canadian society mean that
women’s access to education, housing,
child care and nutrition are potentially
compromised.'" On a population level,
increasingly unequal distribution of
income is associated with increased mortal-
ity — especially for working-age popula-
tions.'” Economic disparities between
women and men are also reflective of their
relative differences in power in a variety of
spheres. Moreover, the disparities may be
detrimental to men’s health as well. In
their examination of the relation between
women’s status and health in the US,
Kawachi, Kennedy and Gupta found that
in regions with a smaller wage gap between
women and men and higher political par-
ticipation, mortality rates were lowest for
women and men as were deaths from spe-
cific causes such as stroke, ischaemic heart
disease, cervical cancer, homicide, and
infant mortality.!4

Socio-economic class and gender differ-
ences account for disparities in self-rated
health status, chronic disease and disability
among older populations.'¥” '8 Gender dif-
ferences in health vary according to stage
in the life cycle and evidence suggests that
socio-economic facts acting over the life-
time can have cumulative effects.!®
Caution, however, must be applied when
considering factors such as socio-economic
status. As mentioned earlier, determining
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the social class of women is complicated by
the assignation of class status based on the
occupation of the male head of household
and the presumption that household
resources are equitably shared.?>!°
Moreover, calculating women’s social class
based on the traditional elements of educa-
tion, income and occupational prestige is
also problematic as women’s education
does not always translate into well-paying
jobs nor is women’s work necessarily com-
mensurate with occupational prestige.'!

Women’s self-rated health status also
appears to be more sensitive to the effects
of low-wage employment, declining more
than men’s health and improving less than
men’s health status when work and eco-
nomic circumstances are on the upswing.'”
Men and women appear to experience dif-
ferential health effects of poverty. In
Britain, standard mortality rates for people
of colour are higher than those for the gen-
eral population and the disparities are even
more apparent when female mortality is
considered.’? Furthermore, while material
disadvantage contributes to higher rates of
mortality overall, there appear to be gender
distinctions in the pathways leading to this
outcome. European and US studies suggest
that men respond differently to poverty
than women by embracing poor coping
strategies such as alcohol consumption and
smoking, contributing to substance-related
conditions that lead to their demise, while
women succumb more often to diseases
such as diabetes and heart disease exacer-
bated or precipitated by psychosocial stres-
sors and poor diet related to their impover-
ishment.!31>4

Domestic roles also contribute to eco-
nomic disparities between women and
men. Women who are absent from the
labour market during childbearing and
childrearing are often penalized financially
over the course of their lifetime as income
levels and accrual of pension benefits are
affected.’ Furthermore, familial and eco-
nomic roles that contribute to gender
inequality result in differential mortality
rates both in childhood and adulthood.'®
In addition to discrimination, women’s
poverty is linked to low-wage, part-time
employment, the demands of caregiving,
and the impact of divorce or separa-
tion.””"” The unequal distribution of
household resources can further impover-

ish women."®

Change in household configuration —
whether due to an increase in family size or
loss of household income earners through
death or desertion — is a major factor dri-
ving women into poverty."® Once in pover-
ty, women’s economic mobility is limited.
The so-called feminization of poverty must
be contextualized by contemporary global
economic trends that have resulted in the
loss of full-time industrial jobs and the
expansion of part-time, non-unionized posi-
tions, designed to meet the flexible demands
of the market, that have increasingly
become the domain of women’s labour.'
Engagement in part-time labour is also
regarded as desirable for women who must
balance caregiving responsibilities, especially
in the absence of universal daycare programs
or adequate home care services.'*

The dynamics of social mobility may
further render health impacts. Adult mem-
bers of the working class who had non-
working class childhoods are more likely to
have higher levels of low-density lipo-
proteins and glucose levels, placing them at
higher risk for heart disease and diabetes,
and are inclined to report fair or poor
health than those who were not down-

wardly mobile.'!

Women who lead single-
parent households and immigrant and
refugee women and men are most vulnera-
ble to the effects of downward mobility,
which are associated with changes in
household configuration and migration.

Most foreign-born workers experience a
decline in socio-economic status after
migrating to Canada.'® Lack of Canadian
experience and employers’ unwillingness to
accept foreign credentials and education on
par with Canadian ones produce formida-
ble barriers to fair labour market participa-
tion by migrants — even for those who were
selected to enter Canada based on employ-
ment criteria.’®!'* Women in particular
tend to relinquish their efforts to obtain
positions commensurate with their skills or
education and will take on low-wage
employment in order to contribute to
household income.'® In addition, while
most migrants recover their former socio-
economic status in the following genera-
tion, this trend does not hold true for visi-
ble minority migrants, suggesting that
racism plays a significant role in economic
mobility in Canadian society.'¢*

Similarly, persons with disabilities face
considerable barriers in obtaining remu-

nerative work and are also disproportion-
ately poor, with women facing higher rates
of poverty than men.””'® Fifty-two percent
of working-age persons with disabilities are
unemployed.'®® Over 33% of women with
disabilities live below the poverty line com-
pared with 28.2% of men.” A survey con-
ducted by the Canadian organization,
DaWN (Disabled Women’s Network)
found that 60% of women with disabilities
have relied on social assistance at some
point. Moreover, women with disabilities
often incur greater costs for aids and ser-
vices than male counterparts.'®® When
married women become disabled, divorce
is almost inevitable: 99% of them will face
the end of their relationship compared to
50% of men.'®’

The social and health implications of
poverty include ongoing stress that increas-
es health problems and low participation
in sports and education that is especially
troubling for children.'®® Living in poverty
is associated with higher rates of chronic
disease, distress and low self-esteem.
Children raised in poverty are more likely
to have learning disabilities, language delay
and to exhibit anti-social behaviour.”
Almost half of low-income single mothers
show signs of clinical depression. Maternal
depression can likewise result in poor par-
enting of offspring.'” Intersecting issues of
racism and poverty may enhance the risk
of contracting HIV/AIDS. For instance,
despair may contribute to drug use that
could lead to infection or incarceration in
prisons where disease rates are high. A
study in Los Angeles found that African
American women who relied on a male
partner for financial assistance for housing
were less likely to insist on condom use.
Threats of violence are also an issue.!””

Marginalization and Health

Marginalization refers primarily to the lack
of equitable access to social, political and
economic benefits and exclusion from full
participation in these realms due to one’s
membership in an identifiable group.
Marginalization, economic disadvantage
and gender are closely related, and social
exclusion engendered through low income,
culture, gender, ability or geography can
have deleterious health effects.®!”! In
Canada, members of visible minority com-
munities, immigrants and refugees,
Aboriginal peoples, the homeless, sexual
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minorities and persons with disabilities are
among the marginalized.

The term “visible minority” — regarded
as a creation of the Canadian government
— tends to collapse a heterogeneous group
of persons into a singular category, thereby
masking class and ethnic disparities.'”?
While the term is problematic, there is
some evidence that both foreign- and
Canadian-born persons of colour are
responded to by Euro-Canadian society in
a similar fashion. In turn, these responses
have real repercussions in terms of oppor-
tunities and experiences that are further
reflected in the colour gradient of our
socio-economic hierarchy. Regarded as evi-
dence of structural inequalities, racism can
in fact be viewed as a chronic stressor that
can illuminate disparate health conditions
reported by members of marginalized com-
munities.””*'”# Discrimination is enacted
through a variety of means ranging from
structural inequities promulgated by state
and non-state institutions to the personal
racist behaviours of individuals who as
employers, landlords, classmates, col-
leagues, neighbours or strangers may have
disparate impacts on the lives of their tar-
gets. The impact of discrimination is often
rendered in the form of social and eco-
nomic marginalization evidenced by limit-
ed labour market participation and highly
charged familial roles that may have health
consequences for women in particular.'”
Living in an environment that is character-
ized by economic and social deprivation,
exposure to environmental hazards, socially
inflicted trauma or the marketing of drugs,
alcohol, junk food and inadequate health
care are also ways in which discrimination
is experienced by members of ethnic
minority groups. These circumstances may
constitute conditions for chronic stress that
can, directly or indirectly, have a deleteri-
ous impact on health and may, therefore,
provide the potential link between social
context and individual health outcomes.'”®
Opverall, social inequities are embodied in
such a way that social arrangements of
power — that are structured by gender, class
and ethnicity — influence ecological con-
text and individual life course status.!”®

The impact of racism on health is also
influenced by gender. Reports of racist
encounters have been linked with hyper-
tension, depression, distress, self-reports of
poor health status, increased rates of smok-

ing, increased sick time and low birth-
weight.'”4 Respondents who experienced
verbal abuse were 50% more likely to
describe their health as poor or fair; those
who were personally attacked or had their
property vandalized were 100% more like-
ly to do so. Among the informant sample,
women were more apt to internalize their
response contributing to health effects and
60% were more likely to report poor
health than men.'” Conversely, those who
were able to confront the situation were
found to have lower blood pressure than
those who attempted to ignore it.'”

Discrepant expectations, racism and
downward mobility may contribute to
chronic stress that may become more evi-
dent to new Canadians as they settle in this
country. Resettlement is associated with a
variety of stress-related health effects
including diabetes, hypertension and nega-
tive health behaviours in concert with
experiences of trauma.'®'77178 In addition,
precarious immigration status produced
while awaiting refugee claims, under con-
ditions of trafficking or through participat-
ing in programs such as the Live-In
Caregiver Program, is more common to
women; therefore, women are more vul-
nerable to the health effects of stress related
to immigration concerns.'”””'® Among
non-European immigrants those who are
more likely to report poor health did so
after a decade of life in Canada. Single
migrants and those who felt unloved were
also more likely to report fair or poor
health.”! Moreover, women may be more
vulnerable to mental health problems due
to previous trauma, the impact of discrimi-
nation, social isolation, and economic and
social marginalization.'s! A British study
revealed that the type of trauma Somali
refugee women experienced in their home-
land in conjunction with their current
social, economic and familial context led to
different health outcomes such that
women who were identified as housewives
were more likely to express suicidal
ideation.'? In a study of migrants who
came to Canada under the auspices of the
Live-In Caregiver Program, women who
had fulfilled their contracts and were living
in Canada as permanent residents were
more likely to rate their health as poor
than those who had arrived in Canada
within the previous two years and were still
employed under the program.'®

The legacies of colonization and condi-
tions of neo-colonialism have contributed
to severe health and social conditions that
contribute to high rates of violence and
substance abuse in Aboriginal communi-
ties.'® 184 Even though they are more likely
to use alcohol than women, Aboriginal
men also forgo alcohol at higher rates,
report better health status and engage in
more positive health behaviours such as
physical activity than women.!®%1%
Aboriginal women face high suicide rates,
cardiovascular disease, diabetes and
gastrointestinal problems. Diabetes, for
instance, occurs two to three times more
often among Aboriginal women as among
other Canadians and is diagnosed at twice
the rate of Aboriginal men. Furthermore,
Aboriginal women residing in urban areas
may be relegated to living in substandard
housing and may be isolated from their
customary sources of social support.!*183

The lack of affordable housing has con-
tributed to the proliferation of homeless-
ness in Canada. The estimated number of
homeless individuals in Canada ranges
from 35 to 40 thousand to several hundred

thousand.>>%

Depression and high levels
of stress are common to the experiences of
homeless mothers who often lack access to
services such as child care.”®!®” Many
homeless women have also sustained abuse
and suffer from higher rates of mental ill-
ness than men.”” Homeless men, however,
appear to engage in binge drinking more
often than women.'®

In the US, 1.3 million youth have run
away from home or are homeless. In this
constitutency, girls are more likely to rate
their health as fair compared to boys.'®
Homeless youth are often at risk for con-
tracting sexually transmitted diseases
including HIV/AIDS. While they may be
cognizant of the risk, safe sex behaviours
require a sense of self-efficacy, future orien-
tation, support and power to be able to
control sexual encounters.'” Lesbian, gay,
bisexual and transgendered youth comprise
anywhere from 6% to 35% of the home-
less population. Many are more vulnerable
to health problems due to a history of
abuse and addiction. Violence poses a sig-
nificant threat and some may be compelled
to trade risky sexual behaviours for food
and shelter. Fourteen percent of respon-
dents in one study left home due to a con-
flict over sexual orientation: this group was
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more likely to be physically and sexually
abused since becoming homeless.™"

Members of sexual minorities do not
need to be homeless to experience margin-
alization. Gay, lesbian, bisexual and trans-
gendered students experience more harass-
ment in school; a Massachusetts study
found that they were four times more like-
ly to have attempted suicide and five times
more likely to admit they missed school
because of feeling unsafe. Authorities tend
to view harassment as normal adolescent
behaviour and underestimate its impact on
mental health.!?

Women tend to have higher rates of dis-
ability than men.'® School-aged boys,
however, are diagnosed with learning dis-
abilities more often than girls — possibly
because they garner greater attention.'
Moreover, men with disabilities are often
granted more household assistance and
training than their female counterparts.'”
Disability rates are higher for those who
are poorly educated, live alone, live in
poverty, and/or are suffering from depres-
sion and anxiety. In the US, these charac-
teristics tend to describe a disproportionate
and African
Americans.!"”® In some communities,

number of women
women with disabilities are discouraged
from finding a partner even though mar-
197

riage and childbearing are highly valued.

Aging

Aging is one of the major demographic
features of Canadian society, although
some cultural communities do not share in
this trend. Both economic status, which is
closely linked with gender, and gender
roles, which influence use of health ser-
vices, influence the health trajectory of
individuals as they age.

As of 1996, women accounted for 70%
of Canadians over 80 years of age and 58%
of those over 65." The National Advisory
Council on Aging'” reports that a greater
proportion of older women are diagnosed
with dementia. Moreover, senior women
are less likely to be able to perform daily
tasks and more likely to experience restrict-
ed mobility than men.'¥” Nearly half of all
women over 75 years of age reside by
themselves and may therefore require more
formal support to attend to daily
activities.”>*! Men, too are likely to expe-
rience increased morbidity with age. As
men are more likely to eschew preventive

health measures and avoid medical
encounters, they are more likely to present
with more advanced health conditions
when they seek medical treatment.???
Lunenfeld asserts that five out of six men
in their 60s contends with a chronic
degenerative disease.?*

Aging also intersects with poverty for
many women. Over 20% of senior women
have not engaged in the paid labour mar-
ket, resulting in little or no pension bene-
fits, even though they may have been
engaged in household labour and care-
giving activities for much of their
lives.!?2% Importantly, the relationship
between poor health status and socio-
economic status often emerges with age
such that health problems associated with
maturation are reported at an earlier age by
those who are less affluent. Nearly 25% of
senior women, compared to 12% of men,
live below the poverty line. Single and wid-
owed mature women have even higher
rates of poverty: just under 50%.2°* This
contrasts with the situation south of the
border where 80% of widows are plunged
into poverty after the death of their part-
ners.””® Women of colour are more vulner-
able to poverty and many women who
have witnessed the disadvantages of gen-
der, ethnicity and age are more anxious
about growing old than Euro-Canadian
women.?*>27 Gay, lesbian, bisexual and
transgendered seniors may confront addi-
tional problems as they mature; single les-
bian seniors may report poorer health than
those who are living with a partner.?

Health Conditions and Interaction
with Health Services
Health services utilization is influenced by
gender as it interacts with socio-economic
and immigration status and gender roles.
Moreover, diagnosis and treatment options
are potentially shaped by the patient’s gen-
der, as are decisions to access health ser-
vices and social support, these all con-
tribute to disparate health outcomes.
Health care reform has been implement-
ed without consideration of its potentially

gendered impact,?”

yet restructuring has
had a tremendous impact, particularly on
women as caregivers, patients and health
care staff. Immigrant and visible minority
women comprise a disproportionate num-
ber of health care workers who have been

employed in positions such as: food and

laundry services that have been contracted
out to non-union employees;*"* and the
most recently hired nursing staff who were
laid off during the height of restructur-
ing.?'! In hospitals, nurses are required to
economize their interactions with patients
in ways that can potentially further dis-
advantage minority women, as has been
observed in labour and delivery units.?'?
Furthermore, early discharge policies that
involve releasing women from hospital
24 to 36 hours following delivery have
resulted in increased re-admission rates for
disadvantaged newborns.?'? Time stress
and restructuring of health services mean
that nurses and other health professionals
are unable to invest in building ongoing
trusting relationships with migrant
Women‘l79,212,214

Health services utilization has been
problematic at times for some culturally,
physically and sexually marginalized
women. Once diagnosed, women with dis-
abilities are often regarded as problem
patients and may be patronized if they
desire to become pregnant.”’® Lesbian and
bisexual women may avoid health care
providers due to previous experience with
homophobia or fear of disclosure, especial-
ly in rural regions. In a Canadian survey,
38% of the respondents admitted to avoid-
ing seeking help due to sexual orientation.
Lesbian and bisexual women may also
avoid health screening and diagnostic and
preventive services.?!°

Access to health services is also problem-
atic for many migrant women and women
of colour who generally occupy the lowest
echelons of the Canadian workforce. Low-
wage jobs are less likely to provide supple-
mentary employee benefits and may also
lack the flexibility that would allow
employees to take time off for health
appointments. Lack of interpreter services
may make the hospital an unwelcoming
environment for non-English or French
speakers. In addition, the focus on individ-
ualism and self-care in our health care sys-
tem makes it difficult for economically and
culturally marginalized women who may
not be able to afford, or are unwilling to
expend, household resources on individual
self-care.!>>212217:218 Reductions in settle-
ment services and community health pro-
grams, new co-pay arrangements for pre-
scription medications and longer waiting
periods to be eligible for provincial health
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care insurance plans have been burden-
some for many new Canadians.?”® In cer-
tain regions of the country, newcomers
have a difficult time finding physicians
who can take on new patients. Language
barriers, lack of information about services
and the impression that physicians are not
listening to them may also affect the use of
medical services.?® Isolation from Euro-
Canadian society due to differing values
can affect health not only due to inappro-
priate health services, but also stigmatiza-
tion.!'® Stereotyping, lack of respect and
inappropriate care have been cited as barri-
ers for Aboriginal women seeking health
services'$3212221 a5 well as for migrant
women. 04210220 Tn the U.K., women of
colour are offered more hysterectomies and
more Depo-Provera than other British
women, sending the message that this
group of women should be encouraged to
control their reproduction.???

Opverall, gender has not figured promi-
nently in health-care policy and planning.
In their review of provincial regional
health plans, Horne, Donner and
Thurston? found that policy-makers and
planners lacked appropriate sex-disaggregated
data on the health of women and men, rel-
egated women’s health to reproductive
issues and breast or cervical cancer,
refrained from consulting women’s organi-
zations and feared backlash if they moved
forward with any women’s health initia-
tive. Despite this apparent lack of attention
to gender, women tend to use the health
care system with greater frequency than
men. Ninety-five percent of women com-
pared to ninety percent of men consulted a
health professional between 1996 and
1997. Moreover, women were more likely
to be hospitalized than men primarily due
to pregnancy and childbirth and condi-
tions related to aging.'® Notably, low-
income individuals avail themselves less
often of preventive health programs.?*

Males tend to access health services for
specific problems rather than preventive
services. Help-seeking behaviour is viewed
by some men as incompatible with mas-
culinity.??»?2¢ The pattern of eschewing
health services appears in late adolescence.
Young adolescent boys use health service at
the same rate as girls; however, as they
become older, they begin to avoid health
professionals.?”” This avoidance behaviour,
coupled with value placed on stoicism,

may result in delays in diagnosis and treat-
ment that may account for higher mortali-
ty rates for conditions such as cancer.”

If reproductive health services are
excluded from consideration, health-care
expenditures for women and men appear
fairly similar;*® however, women may not
receive an equitable share of certain treat-
ments and technologies. For instance,
women are less likely to undergo kidney
transplants, cardiac catheterization and
revascularization when presenting with
coronary heart disease than men. Men are
more apt to be candidates for hip-replacement
surgeries, renal and heart transplants and
to be offered AZT for treatment of
HIV/AIDS.2»

Some conditions, such as multiple scle-
rosis and fibromyalgia, can be difficult to
diagnose. This can contribute to health
professionals’ perceptions that women are
neurotic clients.?> Women with disabilities
are more likely to have their conditions
attributed to psychiatric causes than men
and physicians are more inclined to pro-
vide a diagnosis of depression to female
patients.?*?*#! Depression has also been
cited as a reason why women report more
symptoms and functional decline than
men.?*?* Differential patterns of symp-
toms and disparate responses to pain may
be grounded in physiology as the result of
hormonal influences on opiate receptors.?®®
Moreover, women may be more perceptive
about somatic stimuli due to an internal
focus, the sensations produced by the men-
strual cycle, and gender socialization that
shape response to such bodily sensations.?*
While women complain of pain more
often than men, men receive stronger and
more frequent prescriptions of anal-
gesics.”?

The proliferation of mental health diag-
noses for women has been contentious.
Some authors assert that notions of normal-
cy are configured by hetero-normative stan-
dards that reinforce narrow gender stereo-
types and unjustly pathologize women.?7-*%
For instance, Stein and Nair** note that
routine aspects of female physiology such as
the luteal phase of the menstrual cycle,
pregnancy, and lactation are being placed
under medical surveillance, constructing an
image of the female body as one that
requires medical intervention.

Both under-diagnosis and over-
medicalization are problematic; however,

these issues cannot allow us to lose sight of
the fact that some women truly suffer from
mental health problems, most notably
depression; women in North America
report significantly higher rates of depres-

sion than men,'®?4!

although suicide rates
are higher among men.?? Weidner** sug-
gests that men are less able to cope with
the effects of depression due to more limit-
ed social integration and social support
than can be generally mobilized by
women. Furthermore, men who subscribe
to more traditional gender roles are more
likely to experience anxiety, depression,
distress and problems with intimacy.?*

Depression is disproportionately found
among low-income populations such that
nearly half of single mothers in the US can
be defined as clinically depressed.'® Stress
pertaining to finances, personal safety and
household inequality can predict depres-
sion.'”?® In Canada, single mothers who
are unemployed report twice the rates of
distress compared to all other groups.
Patel®” observes that depression has
become a world-wide issue for women as
globalization contributes to gender
inequities, declining living standards and
reduced government spending on health
and social services as well as the disruption
of social support networks engendered by
movements of urban and out-migration for
economic survival. Poor mental health
among women can also be the result of
physical and sexual abuse and state vio-
lence.?®2% Females are generally socialized
to internalize distress and indeed adoles-
cent girls report more depression, eating
disorders and suicide attempts than their
male counterparts.’»**! The internaliza-
tion of distress is also problematic for les-
bian and bisexual women who report high-
er levels of depression than heterosexual
wormen. 252253

The attribution of complaints to psycho-
logical origins and misunderstandings
about sex differences in presentation of
symptoms may result in misdiagnosis of
conditions, most notably heart disease.
Studies have found that some physicians
have failed to appropriately diagnose the
condition, postponing access to appropri-
ate care and have prescribed contraindicat-
ed activities in the interim.?*?*> This delay
can be even more problematic as women
suffer twice the number of silent heart
attacks as men and thus may have already
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sustained damage prior to presenting in a
physician’s office.”> US statistics demon-
strate that women under 50 years of age
perish from heart attacks at twice the rate
as men and are five times more likely to die
in hospital.®® Once diagnosed, women are
less likely to be offered invasive treatments;
those who have been are more inclined to
suffer from surgical complications.?7-2%
Some pharmaceutical therapies are also less
effective or even contraindicated for
women; for instance, according to one ran-
domized controlled trial, digoxin increases

mortality for women.*!

Women’s propen-
sity to succumb to heart disease is related
to social location. Heart disease is greater
amongst those who suffer from depression
and anxiety, people who work in low-
control environments and those who care
for large families — all factors that indicate
Women.l38,262,263

Social environment plays a role in the
development of osteoporosis throughout
the lifecycle. Stress, maternal and child-
hood nutrition, constrained use of public
space (which limits physical activity and
exposure to sunlight), and eating disorders
such as anorexia nervosa all contribute to
loss of bone mineral density.>264-266

While marginalized women throughout
the world are increasingly vulnerable to
HIV/AIDS due to low sexual autonomy,*’
lack of power is also linked to the pattern
of HIV/AIDS in Canada. Socially, cultur-
ally and geographically marginalized indi-
viduals such as rural residents, Aboriginal
Canadians and intravenous drug users are
less likely to seek medical attention for the
condition; as women appear to decline
faster than men, this delay may be particu-
larly detrimental. HIV-positive women
face particular challenges in prioritizing
their needs as women are often inclined to
meet their family’s needs before their

OWl’l.Z()S’Z()()

Health Behaviours

Gender differences in drug and alcohol use
have been noted; men are more likely to
use them to socialize, cope with distress
and reaffirm their masculinity while
them to
stress.?#4270-272 Moreover, women with

women may use relieve
addiction issues are judged more harshly
by others than men and tend to be of
lower socio-economic status.?””? There is,
however, a paucity of data on women’s use

of substances in Canada.””# The impact of
alcohol abuse appears to be more deleteri-
ous for women as they sustain brain and
liver injury more quickly and die at rates
50-100% higher than males.””>?”” Female
alcoholics are also more likely to experi-
ence physical and emotional abuse than
males.?’”8 A history of family violence,
childhood abuse and negative life events
are associated with substance use by young
women.””? Birth mothers of fetal alcohol
syndrome (FAS) children have often con-
tended with mental health problems, vio-
lence and abuse, and controlling relation-
ships. FAS is an outcome often associated
with First Nations women who are already
familiar with the impact of systemic
racism, therefore, imposing further surveil-
lance and labels can only contribute to fur-
ther marginalization.?’

While alcohol consumption is more
prevalent among Canadians in higher sta-
tus occupations, smoking rates are higher
in low-income populations.’>** Smoking is
also more prevalent among adolescent
women who may use tobacco as a means of
weight loss, as a coping mechanism or as a
projection of their identity.?®-%3 According
to 2001 statistics, 25% of men and 21% of
women smoke. Among low-income
Canadians, 40% of men and 36% of
women are smokers. Rates are highest
among Francophone and Aboriginal
women.?*2284 Tn British Columbia, 17% of
adolescent females and 13% of adolescent
males smoke. Girls who feel more adversar-
ial about school are likely to be smokers
while boys who share these sentiments are
generally non-smokers. Smoking, there-
fore, may be a way for disenfranchised
young women to assert themselves.?®
Smoking may also be regarded both as a
coping mechanism used by women manag-
ing the stress of poverty and motherhood
and as a method of claiming some time
and space for themselves.”®® Female smok-
ers tend to have poorer nutrition than non-
smokers and can suffer miscarriage, infer-
tility, increased menstrual symptoms,
reduced bone density as well as increased
risk of lung cancer, COPD, heart disease,
stroke and myocardial infarction.?7->*!
When coupled with oral contraceptives,
risk of coronary heart disease increases sta-
tus dramatically as well.”” Smoking during
pregnancy can produce conditions such as
gestational diabetes and can increase risk of

miscarriage and low birthweight
infants.®"?%® While these issues must be
addressed, much of the literature on preg-
nant women and mothers tend to blame
them for harming the health of their chil-
dren.??

Health-promoting practices differ across
geographical, cultural, educational and
economic divides.””> Men engage in leisure
activities more often and for longer periods
of time than women.?** Rates of physical
activity decline with income, although the
trend is more obvious for women than
men.”® While physical activity is a decid-
edly healthy option, women may find it
increasingly difficult to pursue these activi-
ties. The demands of the double shift
mean that women have more fragmented
time, resulting in less potential time to
engage in exercise. Moreover, women are
often too fatigued to engage in physical
activities. In addition, activities may be too
costly and difficult to partake in if child
care is not readily available. Some activities
may be regarded as culturally inappropriate
and facilities may feel unwelcoming to
members of minority groups if participants

are relatively homogeneous.?’3%

FUTURE DIRECTIONS

This review suggests health is detrimentally
affected by gender roles and statuses as
they intersect with economic disparities,
cultural, sexual, physical and historical
marginalization as well as the strains of
domestic and paid labour. These condi-
tions result in an unfair health burden
borne by women in particular whose access
to health determinants is, to various
degrees, limited. The federal government,
however, has documented its commitment
to gender equality in the Federal Plan on
Gender Equality' and its support of inter-
national conventions on the elimination of
discrimination and violence against
women. Many of the issues identified in
those agreements, such as racism and vio-
lence against women and members of
other marginalized communities, are
deeply entrenched in Canadian society and
will require concerted and committed
efforts to dislodge them from the social
landscape; however, without ongoing
work, the wounds they produce will con-
tinue to fester. Progress on other issues
such as affordable housing, child-care pro-
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grams, equal pay for work of equal value,
assistance for rural women, and a commit-
ment to gender-based analysis throughout
all levels of government, however, appear
to have slowed or stalled over the past
number of years. Indeed, government rep-
resentatives responding to the criticisms of
CEDAW committee members to its 2002
report'! concede that the country has
struggled with its priorities in the period
since 1995 as it moved on efforts to
address deficit and debt issues.®

While progress has certainly been made
on some fronts, the persistence of health
disparities among diverse populations of
women and men suggests a postponement
of the vision of a just society with health
for all that was articulated in the Federal
Plan on Gender Equality. The evidence pre-
sented in this paper demonstrates that
there is a considerable amount of work to
do to bring this vision to fruition; how-
ever, a blueprint for action detailed in a
host of documents produced by the federal
government and its agencies provide a
solid basis from which we can take action.

If Canada is to meet its international
commitments and adhere to policy as out-
lined by Health Canada, then it must
move forward with strategies that will
address major issues regarding women’s
poverty, discrimination against women,
migrants and people of colour, violence,
and inappropriate and inadequate health
services. Furthermore, more attention must
be paid to the health consequences of male
gender roles among men who are members
of both dominant and marginalized com-
munities.

Interdisciplinary initiatives that facilitate
holistic and situated approaches to gender
and health research will not only be useful
to this field, but can enrich the disciplines
involved in the projects. Innovative pro-
grams have been developed in Canada and
beyond that have worked to reduce health
disparities by building on the strengths of
local communities, using peer mentorships
and community health development. For
instance, the work of a cultural brokers
cooperative where bi-cultural women have
been trained in health promotion and
community health development has not
only helped employ immigrant and refugee
women, but has benefited client families
and contributed to the development of
greater gender and culture sensitivity in the

mainstream health institutions with whom
they work.’” In other instances, the use of
photo-novellas, storytelling and focus
groups have been used to convey the voices
of women and minority community mem-
bers to policy-makers and program plan-
ners; these processes can also engender fur-
ther collective action.’®3%” For example,
Kieffer et al.?*® describe how ongoing
community-university alliances that foster
participatory research have not only helped
to illuminate explanatory models of disease
for health professionals, but have con-
tributed to community action to enhance
availability of nutritious foods and
demands for safer streets in disadvantaged
neighbourhoods. Resources such as the
Commonwealth Secretariat’s 2001 publi-
cation, Models of Good Practice Relevant to
Women and Health: Women’s Health
Initiatives contains numerous examples of
innovative participatory programs that
attend to issues of gender and health.3%
Opverall, these models may all contribute to
a re-shaping of community-based as well as
institutional health services. More partici-
patory research is required that can build
on the strengths of women, men and their
communities to help develop empowering,
appropriate and long-term solutions.>”
Enhancing health by strengthening resis-
tance resources such as social support and
social capital are also offering potential
avenues of insight and intervention.?!®3!!

On a more general level, mainstreaming
gender analysis is essential to health-care
planning and setting the agenda for health
research. Developing what Miers terms
gender-sensitive care, wherein health ser-
vices are designed to account for the gen-
dered lives of groups and individuals®? —
both clients and staff — is also vital. Health
Canada’s 2003 publication Exploring
Concepts of Gender and Health is an impor-
tant resource available to policy-makers
and program planners that can help them
work through the gendered implications of
programs and policies.?'?

Finally, the root of an individual’s expe-
rience of health disparities lies predomi-
nantly in economic inequalities and
unequal gender roles; therefore, efforts to
close the gap in health must address these
issues. Raising the rates for provincial min-
imum wages and social assistance levels
might bring about improvements in health
that exceed those of a singular interven-

tion. Studying the impact of these issues
and experimenting with other schemes
such as a guaranteed annual income might
provide some valuable information about
the importance of economic security to
health. In addition, the health of foreign-
born Canadians might be improved if the
means of adjudicating foreign credentials
and enhancing opportunities for educa-
tional or occupational upgrading were
given greater priority. A national child-care
program might have considerable impact
on alleviating the caregiving burden on
women and would enable women to par-
ticipate more actively in the public arena.
National investment in an affordable hous-
ing program including cooperative housing
could reduce homelessness, build safer
neighbourhoods and enhance social capi-
tal.

CONCLUSION

The considerable affluence of Canadian
society may mask the disparities that exist
between women and men and within these
categories. Individuals occupy various loca-
tions on our social landscape that can
change throughout the life cycle; each
position offers a range of potential oppor-
tunities and experiences, oppressions and
insights. The pathways by which persons
can be constituted as vulnerable — or con-
versely, placed on the road to good health
— depends in part on where one is located
in this social tableau. Health disparities
may begin prior to birth as maternal health
will have an impact on the life chances of
children. Notions about what is appropri-
ate behaviour for boy or girl children will
have an impact on physical activity, the
development of social skills and sense of
self. At the level of the household, expo-
sures to hazards, violence or other adverse
conditions, allocation of health resources,
nutrition, education, and gender socializa-
tion will further influence health and well-
being. Neighbourhood and community
can offer opportunities to form trusting
relationships with others, provide a sense
of identity and security or conversely, be a
source of anxiety, the setting for discrimi-
nation and/or the site of environmental
hazards and poor housing stock. Ethnicity,
sexual orientation, mental health, physical
ability, age, and socio-economic status also
shape identities, opportunities and atti-
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tudes that dominant Euro-Canadian soci-
ety has towards individuals and groups of
individuals. Access to health and social ser-
vice facilities and housing, the status, con-
ditions and strains of paid employment,
the configuration of domestic life and its
interaction with labour market involve-
ment can all enhance social capital or con-
tribute to stress. Importantly individual
pathways are largely shaped and con-
strained by cultural values and gender roles
and ideologies as well as structural phe-
nomena including the “isms” of racism,
sexism, ableism, agism and homophobia,
globalization and neo-liberalism that
underpin the policies and practices that
have wrought a restructuring of workplace
and home life with little concern over their
impact on women and men. Examining
these pathways through a gender lens sug-
gests that — in general — women are decid-
edly more vulnerable to worsening health
status due to their association with lower
socio-economic status, domestic and famil-
ial responsibilities and gender ideologies.
Notably, some men, particularly those who
are members of marginalized groups, are
similarly affected. The result is that, to dif-
fering degrees, all Canadians need more
equitable access to determinants of health
— or to phrase it more precisely, power — in
order to reduce health disparities.
Commitment, creativity and collaboration
from stakeholders ranging from various
levels of government, communities, acade-
mics, non-governmental agencies and
health professionals will be required to
reduce and eliminate health disparities
between and among all members of our
society.

REFERENCES

1. Pearcy ], Keppel K. A summary measure of
health disparity. Public Health Rep
2002;117(May/June):273-80.

2. Amaratunga C (Ed.). Made to Measure: Women,
Gender and Equity. Halifax, NS: MCEWH,
2000.

3. Hayes M. Man, disease and environmental asso-
ciations: From medical geography to health
inequalities. Progress in Human Geography
1999;23(2):289-96.

4. Mathews S, Manor O, Power C. Social inequal-
ities in health: Are there gender differences? Soc
Sci Med 1999;48:49-60.

5. Doyal L. Gender equity in health: Debates and
dilemmas. Soc Sci Med 2000;51:931-39.

6. Committee on the Elimination of
Discrimination Against Women (CEDAW).
Anti-discrimination committee praises Canada
for advancing women’s rights, but expresses
concern over number of women in poverty:

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

Considers country’s fifth periodic report on
convention compliance [press release on the
Internet]. Available from: http://www.un.org/
News/Press/docs/2003/ wom1380.doc.htm
(Accessed on August 28, 2003).

United Nations. Declaration on the Elimination
of All Forms of Discrimation Against Women,
1967. Available from: http://www.unhchr.ch/
html/menu3/b/21.htm.

United Nations. Convention on the Elimination
of All Forms of Discrimination Against Women.
New York, NY: United Nations, 1981. [updat-
ed 2005 February 10] Available from:
hetp://www.un.org/womenwatch/daw/cedaw/
cedaw.htm.

UN Declaration on the Elimination of Violence
Against Women. General Assembly Resolution
48/104 of 20 December 1993. August 28,
2003. Available from: http://www.unhchr.ch/
huridocda/huridoca.nsf/(Symbol)/
A.RES.48.104.En?Opendocument (Accessed on
November 10, 2003).

United Nations. United Nations Millennium
Declaration of 2000. New York, NY: United
Nations, 2000.

Government of Canada. Fifth Periodic Report of
States Parties-Addendum. New York, NY:
United Nations, 2002.

Government of Canada. Setting the Stage for the
Next Century: The Federal Plan for Gender
Equality, 1995. Available from: www.swc-
cfc.gc.ca/pubs/066261951X/199508_0662619
51X_4_e.html (Accessed on August 29, 2003).
Health Canada. Women’s Health Strategy.
Ottawa: Women’s Health Bureau, 1999.
Health Canada. Exploring Concepts of Gender
and Health. Ottawa, ON: Women’s Health
Bureau, 2003.

Stewart M, Kushner KE, Spitzer DL. Research
priorities in gender and health. Can J Nurs Res
2001;33(3):5-15.

Statistics Canada. Women in Canada 2000: A
Gender-Based Statistical Report. Ottawa, ON:
Minister of Industry, 2000.

Barsky A, Peckna H, Borus J. Somatic symptom
reporting in women and men. J Gen Intern Med
2001;16:266-75.

Brower V. Sex matters: In sickness and in
health, men and women are clearly different.
EMBO Reports 2002;3(10):921-23.

DesMeules M, Manuel D, Cho R. Mortality, life
and health expectancy of Canadian women. In:
DesMeules M, Stewart D (Eds.), Women's Health
Surveillance Repors: A Multi-Dimensional Look at
the Health of Canadian Women. Ottawa, ON:
Canadian Institute for Health Information, 2003.
Haas J. The cost of being a woman. N Engl |
Med 1998;338(23):1694-95.

Dunn ], Dyck 1. Social determinants of health
in Canada’s immigrant population: Results
from the National Population Health Survey.
Soc Sci Med 2000;51:1573-93.

Moss N. Gender equity and socioeconomic
inequality: A framework of the patterning of
women’s health. Soc Sci Med 2002;54:649-61.
Federal, Provincial and Territorial Advisory
Committee on Population Health (FPT).
Strategies for Population Health: Investing in the
Health of Canadians. Ottawa, ON: Minister of
Supply and Services Canada, 1994.

Chumbler N, Foster A, Grimm ], Williams P.
The influence of mid-life and functional health
status on health lifestyles. Health, Illness, and
Use of Care: The Impact of Social Factors
2000;18:249-67.

Courtney W. Constructions of masculinity and
their influences on men’s well-being: A theory
of gender and health. Soc Sci Med
2000;50(10):1385-401.

Green C, Freeborn D, Polen M. Gender and

alcohol use: The roles of social support, chronic

illness, and psychological well-being. J Behav
Med 2001;24(4):383-99.

27. Wilsnack R, Vogeltanz N, Wilsnack S, Harris
R. Gender differences in alcohol consumption
and adverse drinking consequences: Cross-
cultural patterns. Addiction 2000;95(2):251-65.

28. Gabhainn S, Kelleher C. School health educa-
tion and gender: An interactive effect? Health
Educ Res 2000;15(5):591-602.

29. Kolip P. Gender differences in health status
during adolescence: A remarkable shift. /nz J
Adolescent Med Health 1997;9(1):9-17.

30. Pickett W, Garner M, Boyce W, King M.
Gradients in risk for youth injury associated
with multiple-risk behaviours: A study of
11,239 Canadian adolescents. Soc Sci Med
2002;55:1055-68.

31. Lundberg U, Parr D. Neurohormonal factors,
stress, health and gender. In: Eisler R, Hersen
M (Eds.), Handbook of Gender, Culture and
Health. Mahwah, NJ: Lawrence Erlbaum
Associates, Publishers, 2000.

32. Woatkins PL, Whaley D. Gender role stressors
and women’s health. In: Eisler R, Hersen M
(Eds.), Handbook of Gender, Culture and Health,
Mahwah, NJ: Lawrence Erlbaum Associates,
Publishers, 2000.

33. Das Gupta M. Life course perspectives on
women’s autonomy and health outcomes. Am
Anthropologist 1995;97(3):481-91.

34. Noor N. Work-family conflict, locus of control,
and women’s well-being: Tests of alternative
pathways. J Soc Psychol 2002;145(5):645-62.

35. Artazcoz L, Borrell C, Benach J. Gender
inequalities in health among workers: The rela-
tion with family demands. J Epidemiol
Community Health 2001;55:639-47.

36. Messer E. Intra-household allocation of food
and health care: Current findings and under-
standings — introduction. Soc Sci Med
1997;44(11):1675-84.

37. Brewer L. Gender socialization and the cultural
construction of elder caregivers. J Aging Studies
2001;15(3):217-36.

38. Armstrong P, Armstrong H. Thinking It
Through: Women, Work and Caring in the New
Millennium. Halifax, NS: Maritime Centre of
Excellence for Women’s Health, 2001.

39. Botting I, Neis B, Kealey L, Solberg S. Health
restructuring and privatization from women’s
perspective in Newfoundland and Labrador. In:
Armstrong P, Amaratunga C, Bernier J, Grant
K, Pederson A, Willson K (Eds.), Exposing
Privatization: Women and Health Care Reform
in Canada. Aurora, ON: Garamond Press,
2002.

40. Scott CM, Horne T, Thurston W. The differ-
ential impact of health care privatization in
Alberta. In: Armstrong P, Amaratunga C,
Bernier J, Grant K, Pederson A, Willson K
(Eds.), Exposing Privatization: Women and
Health Care Reform in Canada. Aurora, ON:
Garamond Press, 2002.

41. Navaie-Waliser M, Spriggs A, Feldman P.
Informal caregiving: Differential experiences by
gender. Med Care 2002;40(12):1249-59.

42.  George U. Caring and women of colour: Living
the intersecting oppressions of race, class and
gender. In: Baines C, Evans P, Neysmith S
(Eds.), Women's Caring: Feminist Perspectives on
Social Welfare. Oxford, UK: Oxford University
Press, 1998.

43.  Neufeld A, Harrison M, Stewart J, Hughes K,
Spitzer DL. Immigrant women: Making con-
nections to community resources for support in
family caregiving. Qualitative Health Res
2002;12(6):751-68.

44.  Spitzer DL, Neufeld A, Harrison M, Hughes K,
Stewart MJ. Caregiving in transnational per-
spective: My wings have been cut, where can I

fly? Gender & Soc 2003;17(2):267-86.

MARCH - APRIL 2005

CANADIAN JOURNAL OF PUBLIC HEALTH S91



ENGENDERING HEALTH DISPARITIES

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

63.

64.

65.

Stein CH, Wemmerus VA, Ward M, Gaines
ME, Freeberg AL, Jewell TC. “Because they’re
my parents”: An intergenerational study of felt
obligation and parental caregiving. J Marriage
Fam 1998;60(August):611-22.

Lee C. Health, stress, and coping among
women caregivers: A review. J Health Psychol
1999;4(1):27-40.

Bullers S. The mediating role of perceived control
in the relationship between social ties and depressive
symptoms. Women Health 2000;31(2/3):97-116.
Allen S. Gender differences in spousal care-
giving and unmet need for care. Journals
Gerontol 1994;49:5S187-95.

Colvez A, Joél M-E, Ponton-Sanchez A, Royer
A-C. Health status and work burden of
Alzheimer patients’ informal caregivers:
Comparisons of five different care programs in
the European Union. Health Policy
2002;60:219-33.

Sharlach AE, Runkle MC, Midanik LT,
Soghikian K. Health conditions and service uti-
lization of adults with elder care responsibilities.
J Aging Health 1994;6(3):336-52.

Kushner KE, Harrison M]J. Employed mothers:
Stress and balance-focused coping. Can |
Nursing Research 2002;34:47-65.

Laditka S, Pappas-Rogich M. Anticipatory care-
giving anxiety among older women and men.
J Women Aging 2001;13(1):3-18.

Anderson L, Shinn C, St. Charles J, Fullilove
M, Scrimshaw S, Fielding J, et al. Community
interventions to promote healthy social environ-
ments: Early childhood development and family
housing. A report on recommendations of the
task force on community preventative services.
MMWR 2002;51(1):1-8.

Anderson L, Shinn C, Fullilove M, Scrimshaw
S, Fielding J, Normand J, Crande-Kulis V, the
Task Force on Community Preventative
Services. The effectiveness of early childhood
development programs: A systematic review.
Am J Prev Med 2003;24(3S):32-46.

Federal, Provincial, Territorial Advisory
Committee on Population Health. Toward a
Healthy Future: Second Report on the Health of
Canadians. Ottawa, ON: Minister of Supply
and Services, 1999.

Raphael D. Health inequalities in Canada:
Current discourses and implications for public
health action. Crit  Public Health
2000;10(2):193-216.

Ross DP, Scott K, Smith PJ. The Canadian Fact
Book on Poverty. Ottawa, ON: Canadian
Council on Social Development, 2000.
Northridge M, Stover G, Rosenthal J, Sherard
D. Environmental equity and health:
Understanding complexity and moving for-
ward. Am J Public Health 2003;93(2):209-14.
Javaid MK, Cooper C. Prenatal and childhood
influences on osteoporosis. Best Practice &
Research Clinical Endocrinology and Metabolism
2002;16(2):349-67.

Kane P. Women’s Health from Womb ro Tomb.
New York, NY: St. Martin’s Press, 1991.

Zaren B, Lindmark G, Wilbell L, Folling I. The
effect of smoking on glucose homeostasis and
fetal growth in pregnant women. Ups ] Med Sci
2000;105(1):41-56.

Weinstock M. Does prenatal stress impair cop-
ing and regulation of hypothalamic-pituitary-
adrenal axis? Newurosci Biobehav Rev
1996;21(1):1-10.

Doyal L. What Makes Women Sick: The Political
Economy of Women’s Health. Houndsmill, UK:
Macmillan Press, 1995.

Gopalan HNB, Saksena S. Domestic
Environment and Health of Women and
Children. Delhi, India: Replika Press, 1999.
Wasserman G, Liu X, Pine DS, Graziano JH.

Contribution of maternal smoking during preg-

66.

67.

68.

69.

70.

71.

72.

73.

74.

75.

76.

77.

78.

79.

80.

81.

82.

83.

84.

85.

86.

nancy and lead exposure to early child behavior
problems. Newurotoxicology and Teratology
2001;23(1):13-21.

Witorsch R, Witorsch P. Environmental tobac-
co smoke and respiratory health in children: A
critical review and analysis of the literature from
1969 to 1998. Indoor and Built Environments
2000;9(5):246-64.

Bryson L, McPhillips K, Robinson K. Turning
public issues into private troubles: Lead conta-
mination, domestic labor, and the exploitation
of women’s unpaid labor in Australia. Gender &
Society 2001;15(5):754-72.

De Burbure C, Buchet J-P, Bernard A, Leroyer
A, Nisse C, Haguenoer J-M, et al. Biomarkers
of renal effects in children and adults with low
environmental exposure to heavy metals.
J Toxicol Environ Health A 2003;66:783-98.
Vahter M, Berglund M, Akesson A, Lidén C.
Metals and women’s health. Environ Res A
2002;88:144-55.

Helman CG. Culture, Health and Iliness.
London, England: Butterworth Heinemann,
1990.

Brooks F. Beneath contempt: The mistreatment
of non-traditional/gender atypical boys. In:
Cassese ] (Ed.), Gay Men and Childhood Sexual
Trauma. Binghamton, NY: Haworth Press, 2000.
Hong L. Towards a transformed approach to
prevention: Breaking the link between mas-
culinity and violence. J Am Coll Health
2000;48(6):269-79.

Phillips D, Henderson D. “Patient was hit in
the face by a fist . . .” Discourse analysis of male
violence against women. Am J Orthopsychiatry
1999;69(1):116-21.

Hollander ]J. Vulnerability and dangerousness:
The construction of gender through conversa-
tion about violence. Gender & Society
2001;15(1):83-109.

Heise L, Ellsberg M, Gottmoeller M. A global
overview of gender-based violence. Inz J
Gynaecol Obstet 2002;78 (Suppl.1):55-14.
Fontanella C, Harrington D, Zuravin S.
Gender differences in the characteristics and
outcomes of sexually abused preschoolers.
] Child Sexual Abuse 2000;9(2):21-40.

Clapp L. Ending domestic violence is everyone’s
responsibility: An integrated approach to
domestic violence treatment. Nurs Clin North
Am 2000;35(2):481-88.

Westlund A. Pre-modern and modern power:
Foucault and the case of domestic violence.
Signs 1999;24(4):1045-66.

Zimmerman MK, Hill SA. Reforming gendered
health care: An assessment of change. Int J
Health Serv 2000;30(4):771-95.

Economic and Social Council. Report of the
Working Group on Violence Against Women.
Vienna, Austria: United Nations, 1992.

Hotton T. Spousal Violence After Separation.
Ottawa, ON: Canadian Centre for Justice
Statistics (Statistics Canada), 2001.

Johnson H, Hotton T. Spousal violence. In:
Family Violence in Canada: A Statistical Profile.
Ottawa, ON: Minister of Industry, 2001.
Mosher J. Caught in tangled webs of care:
Women abused in intimate relationships. In:
Baines C, Evans P, Neysmith S (Eds.), Women's
Caring: Feminist Perspectives on Social Welfare,
Toronto, ON: Oxford University Press, 1998.
Brownridge M. Cultural variation in male part-
ner violence against women: A comparison of
Québec with the rest of Canada. Violence
Against Women 2002;8(1):87-115.

Brownridge M. Male partner violence against
Aboriginal women in Canada. J Interpersonal
Violence 2003;18(1):65-83.

Agnew V. In Search of a Safe Place: Abused and
Culturally Sensitive Services. Toronto, ON:
University of Toronto Press, 1998.

87.

88.

89.

90.

91.

92.
93.

94.
95.

96.

97.

98.

99.

100.

101.

102.

103.

104.

105.

106.

107.

Aldarondo E, Kaufman Kantor G, Jasinski J. A
risk marker analysis of wife assault in Latino
families.  Violence  Against  Women
2002;8(4):429-54.

Lombardi E, Wilchins RA, Priesing D, Malouf
D. Gender violence: Transgender experiences
with violence and discrimination. J Homosex
2001342(1):89-101.

Murray B, Welch C. Attending to lavender
bruises: A dialogue on violence in lesbian rela-
tionships. In: Timmins L (Ed.), Listening ro the
Thunder: Advocates Talk about the Battered
Women's Movement. Vancouver, BC: Women’s
Research Centre, 1995.

Grimm K, Maldonado J. No home of her own:
Gender and homelessness. Women and
Environments 1995;14:20-22.

Allodi F, Cowgil G. Ethical and psychiatric
aspects of torture: A Canadian study. Can J
Psychiatry 1982:27 March:98-112.

Allodi F, Stiasny S. Women as torture victims.
Can ] Psychiatry 1990;35:144-48.

Fischbach R, Herbert B. Domestic violence and
mental health. Soc Sci Med 1997;45(8):1161-
76.

Jewkes R. Intimate partner violence: Causes and
prevention. Lancer 2002;359:1423-29.

Stevens L. A practical approach to gender-based
violence: A programme guide for health care
providers and managers developed by the UN
Population Fund. Inz J Gynaecol Obstet
2002;78(Suppl.1):S111-17.

Young A, Boyd C, Hubbell A. Self-perceived
effects of sexual trauma among women who
smoke crack. / Psychosoc Nurs Ment Health Serv
2002;40(10):46-53.

Graham-Bermann S, Brescoll V. Gender,
power, and violence: Assessing the family
stereotypes of the children of batterers. J Fam
Psychol 2000;14(4):600-12.

Haatainen K, Tanskanen A, Kylmi J,
Honkalampi K, Koivumaa-Honkanen H,
Hinktikka J, et al. Gender differences in the
association of adult hopelessness with adverse
childhood experiences. Soc Psychiatry Psychiatr
Epidemiol 2003;38:12-17.

Heise L. Reproductive freedom and violence
against women: Where are the intersections?
J Law Med Ethics 1993;21(2):206-16.

O’Leary A, Purcell D, Remien R, Gomez C.
Childhood sexual abuse and sexual transmission
risk behaviour among HIV-positive men who
have sex with men. AIDS Care 2003;15(1):17-26.
Johnson R, Kaplan H. Gender, aggression and
mental health intervention during early adoles-
cence. | Health Soc Behav 1998;29(1):53-64.
Rosenfield S, Vertefuille J, McAlpine D.
Gender stratification and mental health: An
exploration of dimensions of the self. Soc Psychol
Q 2001;63(3):208-23.

Silverman AB, Reinherz HZ, Gianconia RM.
The long-term sequelae of child and adolescent
abuse: A longitudinal community study. Child
Abuse Negl 1996;20(8):709-23.

Zucker Goldstein M. Depression and anxiety in
older women. Prim Care: Clinics in Office
Practice 2002;29(1):69-80.

Beckett C, Macey M. Race, gender and sexuali-
ty: The oppression of multiculturalism.
Women’s Studies International Forum
2001;24(3/4):309-19.

Cann K, Withnell S], Shakespeare H, Doll H,
Thomas J. Domestic violence: A comparative
survey of levels of detection, knowledge, and
attitudes in healthcare workers. Public Health
2001;115:89-95.

Murray LR. Sick and tired of being sick and
tired: Scientific evidence, methods and research
implications for racial and ethnic disparities in
occupational health. Am J Public Health
2003;93(2):221-26.

$92 REVUE CANADIENNE DE SANTE PUBLIQUE

VOLUME 96, SUPPLEMENT 2



ENGENDERING HEALTH DISPARITIES

108.

109.

110.

111.

112.

113.

114.

115.

116.

117.

118.

119.

120.

121.

122.

123.

124.

125.

126.

127.

128.

Brooker A-S, Eakin JM. Gender, class, work-
related stress and health: Toward a power-cen-
tred approach. J Community Applied Soc Psychol
2001;11:97-109.

Hall E. Gender, work control, and stress: A the-
oretical discussion and an empirical test. /nz J
Health Serv 1989;19(4):725-45.

McDonough P. Job insecurity and health. 7nz J
Health Serv 2000;30(3):453-76.

Griffen JM, Fuhrer R, Stansfield SA, Marmot
M. The importance of low control at work and
home on depression and anxiety: Do these
effects vary by gender and social class? Soc Sci
Med 2002;54:783-98.

Messing K. Women’s occupational health: A
critical review and discussion of current issues.
Women Health 1997;25(4):39-68.

Siegrist J, Marmot M. Health inequalities and
the psychosocial environment — two scientific
challenges. Soc Sci Med 2004;58:1463-73.
National Forum on Health. Canada Health
Action: Building on the Legacy. Ottawa, ON:
Minister of Public Works and Government
Services, 1997.

Matthews S, Hertzman C, Ostry A, Power C.
Gender, work roles and psychosocial work char-
acteristics as determinants of health. Soc Sci Med
1998;46(11):1417-24.

Ibrahim S, Scott F, Cole D, Shannon H, Eyles
J. Job strain and self-reported health among
working women and men: An analysis of the
1994/5 Canadian national population health
survey. Women Health 2001;33(1-2):105-24.
Borg V, Kristensen TS, Burr H. Work environ-
ment and changes in self-rated health: A five-
year follow-up study. Stress Medicine
2000;16:37-47.

Lewchuk W, de Wolff A, King A, Polyani M.
From job strain to employment strain: The
health effects of precarious employment. Just
Labour 2003;3:23-35.

Women’s Environment and Development
Organization (WEDO). Risks, Rights and
Reforms. Ottawa, ON: WEDO, 1999.

Vingird E, Kilbom A. Diseases of the muscu-
loskeletal system and how they affect men and
women. In: Ostlin P, Danielsson M,
Diderichsen F, Hirenstam A, Lindberg G
(Eds.), Gender Inequalities in Health: A Swedish
Perspective. Boston, MA: Harvard Center for
Population and Development Studies, 2001.
Messing K, Courville J, Boucher M, Dumais L,
Seifert AM. Can safety risks of blue-collar jobs
be compared by gender? Safery Science
1994;18:95-112.

Paul M, Daniels C, Rosofsky R. Corporate
response to reproductive hazards in the work-
place: Results of the family, work and health
survey. Am J Ind Med 1989;16(3):267-80.
Robinson JC, Giacomini MK. A reallocation of
rights in industries with reproductive health
hazards. Milbank Q 1992;70(4):587-603.
Messing K. Ergonomic studies provide informa-
tion about occupational exposure differences
between women and men. J Am Med Womens
Assoc 2000;55(2):72-75.

Tiichsen F, Krause N, Hannerz H, Burr H,
Kristensen T. Standing at work and varicose
veins. Scand | Work Environ Health
2000;26(5):414-20.

Stenberg B, Wall S. Why do women report
“sick building symptoms” more often than
men? Soc Sci Med 1995;40(4):491-502.
McDuffie H. Women at work: Agriculture and
pesticides. J Occup Med 1994;36(11):1240-46.
McDuffie H, Pahwa P, McLaughlin J, Spinelli
J, Fincham S, Dosman J, et al. Non-hodgkin’s
lymphoma and specific pesticide exposures in
men: Cross-Canada study of pesticides and
health. Cancer Epidemiol Biomarkers Prev
2001;10:1155-63.

129.

130.

131.

132.

133.

134.

135.

136.

137.

138.

139.

140.

141.

142.

143.

144.

145.

146.

147.

Evans O, Steptoe A. The contribution of
gender-role orientation, work factors and home
stressors to psychological well-being and sickness
absence in male- and female-dominated occupa-
tional groups. Soc Sci Med 2002;54:481-92.
Roxburgh S. Gender differences in work and
well-being: Effects of exposure and vulnerabili-
ty. ] Health Soc Behav 1996;37:265-77.

Denton M, Zeytinoglu I, Webb S, Lian J.
Occupational health issues among employees of
home care agencies. Can [ Aging
1999;18(2):154-81.

Walters V, Lenton R, French S. Paid work,
unpaid work and social support: A study of the
health of male and female nurses. Soc Sci Med
1996;43:1627-36.

Arnetz ], Arnetz B, Soderman E. Violence
toward health care workers: Prevalence and inci-
dence at a large, regional hospital in Sweden.
AAOHN ] 1998;46(3):107-14.

Holroyd E, Molassiotis A, Taylor-Pilliae R.
Filipino domestic workers in Hong Kong:
Health related behaviors, health locus of control
and social support. Women Health
2001;33(1/2):181-205.

Messias D, Hilfinger K. Transnational perspec-
tives on women’s domestic work: Experiences of
Brazilian immigrants in the United States.
Women Health 2001;33(1/2):1-20.

Putnam C, Loppie C. Who's on the Line?
Women in Call Centers Talk about Their Work
and its Impact on their Health and Well-being.
Halifax, NS: MCEWH, 2000.

Bird C. Gender, household labor, and psycho-
logical distress: The impact of the amount and
division of housework. / Health Soc Behav
1999;40(1):32-45.

Gjerdingen D, McGovern P, Bekker M,
Lundberg U, Willemsen T. Women’s work
roles and their impact on health, well-being,
and career: Comparisons between the United
States, Sweden, and the Netherlands. Women
Health 2000;31(4):1-20.

Ballantyne P. The social determinants of health:
A contribution to the analysis of gender differ-
ences in health. Scand ] Public Health
1999;27(4):290-95.

Barnett R. Home-to-work spillover revisited: A
study of full-time employed women in dual-
earner couples. J Marriage Fam 1994;56:647-
56.

Walters V, McDonough P, Strohschein L. The
influence of work, household structure, and
social, personal and material resources on gen-
der differences in health: An analysis of the
1994 Canadian National Population Health
Survey. Soc Sci Med 2002;54:677-92.

Lynn M, Todoroff M. Women’s work and fam-
ily lives. In: Mandell N (Ed.), Feminist Issues.
Scarborough, ON: Prentice Hall Allyn and
Bacon Canada, 1998.

Lochhead C, Scott K. The Dynamics of Women'’s
Poverty in Canada. Ottawa, ON: Status of
Women Canada, 2000.

Schechter S, Paquet B. Contested approaches in
the study of poverty: The Canadian case and
the argument for inclusion. Current Sociology
1999;47(3):43-58.

Ross N, Wolfson M, Dunn J, Berthelot J-M,
Kaplan G, Lynch ]. Relation between income
inequality and mortality in Canada and in the
United States: Cross sectional assessment using
census data and vital statistics. Br Med |
2000;320:898-902.

Kawachi I, Kennedy B, Gupta V, Prothrow-
Smith D. Women’s status and the health of
women and men: A view from the States. Soc
Sci Med 1999;48:21-32.

Arber S, Cooper H. Gender differences in
health in later life: The new paradox? Soc Sci
Med 1999;48:61-76.

148.

149.

150.

151.

152.

153.

154.

155.

156.

157.

158.

159.

160.

161.

162.

163.

164.

165.

166.

167.

168.

169.

Rosenberg M, Wilson K. Gender, poverty and
location: How much difference do they make in
the geography of health inequalities? Soc Sci
Med 2000;51:275-87.

Mishra G, Ball K, Dobson A, Byles J, Warner-
Smith P. Which aspects of socio-economic sta-
tus are related to health in mid-aged and older
women? Int | Behav Med 2002;9(3):263-85.
Tisdell C. Poverty and economically-deprived
women and children: Theories, emerging policy
issues and development. /nt J Soc Economics
2002;29(1/2):73-86.

Krieger N, Rowley DL, Herman AA, Avery B,
Phillips MT. Racism, sexism and social class:
Implications for studies of health, disease and
well-being. Am ] Prev Med 1993;9:6.

Smith GD, Chaturvedi N, Harding S, Nazroo
J, Williams R. Ethnic inequalities in health: A
review of UK epidemiological evidence. Crit
Public Health 2000;10(4):375-408.

Benach J, Yasui Y, Borrell C, Sdez M, Pasarin
M. Material deprivation and leading causes of
death by gender: Evidence from a nationwide
small area study. J Epidemiol Community Health
2001;55:239-45.

Mackenbach J, Kunst A, Groenhof F, Borgan
JK, Costa G, Faggiano F, et al. Socioeconomic
inequalities in mortality among women and
men: An international study. Am J Public
Health 1999;89(12):1800-6.

Meleis A, Lindgren T. Man work from sun to
sun, but woman’s work is never done: Insights
on research and policy. Health Care for Women
Int 2002;23:742-53.

Baunach D. Gender, mortality, and corporeal
inequality. Sociological Spectrum 2003;23:331-58.
Townson M. A Report Card on Women and
Poverty. Ottawa, ON: The Canadian Centre for
Policy Alternatives, 2000.

Phipps S, Burton P. Sharing within families:
Implications for the measurement of poverty
among individuals in Canada. Can J Economics
1995;28:1.

Armstrong P. The feminization of the labour
force: Harmonizing down in a global economy.
In: Bakker I (Ed.), Rethinking Restructuring:
Gender and Change in Canada. Toronto, ON:
University of Toronto Press, 1996.

Luxton M, Corman J. Getting By in Hard Times:
Gendered Labour at Home and on the Job.
Toronto, ON: University of Toronto Press, 2001.
Krieger N, Chen ], Selby J. Class inequalities in
women’s health: Combined impact of child-
hood and adult social class — a study of 630
U.S. women. Public Health 2001;115:175-85.
Kazemipur A, Halli S. The changing colour of
poverty in Canada. CRSA/RCSA 2001;38:2.
Mulvihill MA, Mailloux L, Atkin W. Advancing
Policy and Research Responses to Immigrant and
Refugee Women's Health in Canada. Ottawa, ON:
Centres of Excellence in Women’s Health, 2001.
Young D, Spitzer DL. Understanding the Health
Care Needs of Canadian Immigrants. Edmonton,
AB: Prairie Centre of Excellence for Research in
Immigration and Integration, 1998.

Naraine M. Employment access for persons
with disabilities. Womens Education — Educa-
tion des femmes 1996;12(6):16-21.

Barile M. Disablement and feminization of
poverty. Women in Action 2001;49(2).

Cassidy B, Lord R, Mandell N. Silenced and
forgotten women: Race, poverty and disability.
In: Mandell N (Ed.), Feminist Issues: Race, Class
and Sexuality. Scarborough, ON: Prentice-Hall
Canada, 1998.

National Council of Welfare (NCW). The Cost
of Poverty. Ottawa, ON: Minister of Public
Works and Government Services, 2001.
Miranda J, Bruce M. Gender issues and socially
disadvantaged women. Mental Health Services
2002;4(4):249-53.

MARCH - APRIL 2005

CANADIAN JOURNAL OF PUBLIC HEALTH S93



ENGENDERING HEALTH DISPARITIES

170. Zierler S, Krieger N. Reframing women’s risk: 190. Rew L, Fouladi R, Yockey R. Sexual practices of Grant K, Pederson A, Willson K (Eds.),
Social inequalities and HIV infection. Annu Rev homeless youth. J Nurs Scholarsh Exposing Privatization: Women and Health Care
Public Health 1997;18:401-36. 2002;34(2):139-45. Reform in Canada. Aurora, ON: Garamond

171. Hankivsky O. Social justice and women’s 191. Cochran B, Stewart A, Ginzler J, Cauce AM. Press, 2002.
health: A Canadian perspective. In: Amaratunga Challenges faced by homeless sexual minorities: 211. Guruge S, Donner GJ, Morrison L. The impact
C, Roy P, Stanton, P (Eds.), Made to Measure: Comparison of gay, lesbian, bisexual and trans- of Canadian health care reform on recent
Women, Gender and Equity. Halifax, NS: gender homeless adolescents with their hetero- women immigrants and refugees. In: Gustafson
Maritime Centre of Excellence for Women'’s sexual counterparts. Am J Public Health D (Ed.), Care and Consequences: The Impact of
Health, 2000. 2002;92(5):773-77. Health Care Reform. Halifax, NS: Fernwood

172. Carty L, Brand D. “Visible minority” women: 192. Fineran S. Sexual harassment between same-sex Publishing, 2000.

A creation of the Canadian state. In: Bannerji H peers: Intersection of mental health, homopho- 212. Spitzer DL. In visible bodies: Minority women,
(Ed.), Returning the Gaze: Essays on Racism, bia, and sexual violence in schools. Social Work nurses, time and the new economy of care. Med
Feminism and Politics, Toronto, ON: Sister 2002;47(1):65-74. Anthropol Q 2004;18(4):490-508.

Vision Press, 1993. 193. Leveille SG, Resnick HE, Balfour K. Gender 213. Johnson D, Jin Y, Truman C. Early discharge

173. Gee G. A multilevel analysis of the relationship differences in disability: Evidence and under- of Alberta mothers post-delivery and the rela-
between institutional and individual racial dis- lying reasons. Aging Clinical Experimental tionship to potentially preventable newborn
crimination and health status. Am J Public Research 2000;12:106-12. readmissions. Can ] Public Health
Health 2002;92(4):615-23. 194. Rousso H. Strong Proud Sisters: Girls and Young 2002;93(4):276-80.

174. Karlsen S, Nazroo ]. Relation between racial Women with Disabilities. Washington, DC: 214. Spitzer DL. Migration and Menopause: Women's
discrimination, social class, and health among Center for Women Policy Studies, 2001. Experience of Maturation in Three Immigrant
ethnic minority groups. Am J Public Health 195. Katz S, Kabeto M, Langa K. Gender disparities Communities. [Unpublished dissertation],
2002;92(4):624-31. in the receipt of home care for elderly people Edmonton, AB: University of Alberta, 1998.

175. Cooper H. Investigating socio-economic expla- with disability in the United States. JAMA 215. Thomas C. Medicine, gender and disability:
nations for gender and ethnic inequalities in 2000;284(23):3022-27. Disabled women’s health care encounters.
health. Soc Sci Med 2002;54:693-706. 196. Mangione C, Reynolds E. Disparities in health Health Care for Women Int 2001;22:245-62.

176. Krieger N. Embodying inequality: A review of and health care. J Gen Intern Med 216. Mathieson C, Bailey N, Gurevich M. Health
concepts, measures, and methods for studying 2001;16(4):276-81. care services for lesbian and bisexual women:
health consequences of discrimination. /nt J 197. Yoshida KK, Li A, Odette F. Cross-cultural Some Canadian data. Health Care for Women
Health Serv 1999;29(2):295-352. views of disability and sexuality: Experiences of Int 2002;23:185-96.

177. Remennick L. Immigrant from Chernobyl- a group of ethno-racial women with physical 217. Anderson J, Kirkham SR. Constructing nation:
affected areas in Israel: The link between health disabilities.  Sexuality and Disability The gendering and racializing of the Canadian
and social adjustment. Soc Sci Med 2000;17(4):321-27. health care system. In: Strong-Boag V, Grace S,
2002;54:309-17. 198. Health Canada: Division of Aging and Seniors. Eisenberg A, Anderson ] (Eds.), Painting the

178. Spitzer DL. Gender, stress and migration. Canada’s Seniors: Life Expectancy Longer for Maple: Essays on Race, Gender, and the
Proceedings of the 8th International Metropolis Women. Ottawa, ON: Statistics Canada, 2000. Construction of Canada. Vancouver, BC: UBC
Conference; September 2003; Vienna, Austria. 199. National Advisory Council on Aging. 1999 and Press, 1998.

179. Meleis A, Lipson J, Muecke M, Smith G. Beyond. Challenges of an Aging Society. Ottawa, 218. Spitzer DL. “They don’t listen to your body”:
Immigrant Women and their Health: An Olive ON: Government of Canada, 1999. Minority women, nurses and childbirth under
Paper. Indianapolis, IN: Center Nursing Press, 200. Adler S, McGraw S, McKinlay J. Patient health reform. In: Gustafson D (Ed.), Care and
1998. assertiveness in ethnically diverse older women Consequences. Halifax, NS: Fernwood, 2000.

180. Spitzer DL, Bitar S, Kalbach M. In the Shadows: with breast cancer: Challenging the stereotypes 219. Steele L, Lemieux-Charles L, Clark J, Glazier R.
Live-In Caregivers in Alberta. Edmonton, AB: of the elderly. J Aging Studies 1998;12(4):331- The impact of policy changes on the health of
Changing Together, 2002. 50. recent immigrants and refugees in the inner

181. Hyman 1. Immigration and Health. Ottawa, 201. Health Canada: Division of Aging and Seniors. city: A qualitative study of service providers’
ON: Minister of Public Works and Canada’s Seniors: Seniors Receiving Social perspectives. Can | Public Health
Government Services, Canada, 2001. Support. Ottawa, ON: Statistics Canada, 2000. 2002;93(2):118-39.

182. Bhui K, Abdi A, Abdi M, Pereira S, Dualeh M, 202. Lunenfeld B. Aging men — Challenges ahead. 220. MacKinnon M, Howard LL. Affirming
Robertson D, et al. Traumatic events, migration Asian ] Androl 2001;3:161-68. Immigrant Women's Health: Building Inclusive
characteristics and psychiatric symptoms among 203. Weitz T, Estes C. Adding aging and gender to Health Policy. Halifax, NS: Maritime Centre of
Somali refugees. Soc Psychiatry Psychiatr the women’s health agenda. / Women Aging Excellence for Women’s Health, 2000.
Epidemiol 2003;38:35-43. 2001;13(2):3-20. 221. Benoit C, Carroll D. Marginalized Voices from

183. Dion-Stout M, Kipling G, Stout R. Aboriginal 204. Health Canada: Division of Aging and Seniors. the Downtown Eastside: Aboriginal Women Speak
Women’s Health Research: Synthesis Report. Canada’s Seniors: Gender Differences in Income. about their Health Experiences. Toronto, ON:
Winnipeg, MB: Canadian Women’s Health Ottawa, ON: Statistics Canada, 2000. [updated National Network on Environments and
Network, 2001. 2005 February 16] Available from: www.hc- Women’s Health, 2001.

184. Elias B, Leader A, Sanderson D, O’Neil J, Tate sc.gc.ca/seniors-aines/pubs/factoids/en/ 222. Douglas J. Meeting the needs of women from
B. Living in Balance: Gender, Structural no23.htm. black and minority ethnic communities. In:
Inequalities and Health Promoting Behaviours in 205. Brotman S. The incidence of poverty among Doyal L (Ed.), Women and Health Services.
Manitoba First Nation Communities. Winnipeg, seniors in Canada: Exploring the impact of gen- Buckingham, England: Open University Press,
MB: Northern Health Research Unit, der, ethnicity and race. Can ] Aging 1998;69-82.

University of Manitoba, 2000. 1998;17(2):166-85. 223. Horne T, Donner L, Thurston W. [lnvisible

185. Wilson K, Rosenberg M. Exploring the deter- 206. Buckley C, Angel J, Donahue D. Nativity and Women: Gender and Health Planning in
minants of health for First Nations peoples in older women’s health: Constructed reliance in Manitoba and Saskatchewan and Models for
Canada: Can existing frameworks accommodate the health and retirement study. / Women Aging Progress. Winnipeg, MB: Prairie Women’s
traditional activities? Soc Sci Med 2000;12(3/4):21-37. Health Centre of Excellence, 1999.
2002;55:2017-31. 207. Cummings S, Kropf N, DeWeaver K. 224. Sharif N, Dar A, Amaratunga C. Ethniciry,

186. Murphy B. On the Street: How We Created the Knowledge of and attitudes toward aging Income and Access to Health Care in the Atlantic
Homeless. Winnipeg, MB: Gordon Schilling among non-elders: Gender and race differences. Region: A Synthesis of the Literature. Halifax, NS:
Publishing, 2000. J Women Aging 2000;12(1/2):77-91. MCEWH, 2000.

187. Banyard V, Graham-Bermann S. Surviving 208. Grossman A, D’Augelli A, Hershberger S. 225. Schofield T, Connell RW, Walker L, Wood JF,
poverty: Stress and coping in the lives of housed Social support networks of lesbian, gay, and bi- Butland DL. Understanding men’s health and
and homeless mothers. Am J Orthopsychiatry sexual adults 60 years of age and older. illness: A gender-relations approach to policy,
1998;11:479-89. J Gerontol B Psychol Sci Soc Sci research, and practice. J/ Am Coll Health

188. Fitzpatrick K, La Gory M, Ritchey F. Factors 2000;55B(3):171-79. 2000;48(6):243-47.
associated with health-compromising behavior 209. Grant K. Is there a Method to this Madness? 226. Tudiver F, Talbot Y. Why don’t men seek help?
among the homeless. J Health Care Poor Studying Health Care Reform as if Women Family physicians’ perspectives on help-secking
Underserved 2003;14(1):70-86. Mattered. Ottawa, ON: Women’s Health behavior in men. J Fam Pract 1999;48(1):47-52.

189. Klein J, Hallwoods A, Wilson K, Prospero M, Bureau, 2000. 227. Marcell A, Klein J, Fischer I, Allen M,
Greene J, Ringwalt C. Homeless and runaway 210. Armstrong P, Armstrong H. Women, privatiza- Kokotailo P. Male adolescent use of health care
youths’ access to health care. J Adolesc Health tion and health care reform: The Ontario case. services: Where are the boys? J Adolesc Health
2000;27:331-39. In: Armstrong P, Amaratunga C, Bernier J, 2001;30:35-43.

$94 REVUE CANADIENNE DE SANTE PUBLIQUE VOLUME 96, SUPPLEMENT 2



ENGENDERING HEALTH DISPARITIES

228.

229.

230.

231.

232.

233.

234.

235.

236.

237.

238.

239.

240.

241.

242.

243.

244.

245.

246.

247.

248.

Nicholas DR. Men, masculinity, and cancer:
Risk-behaviors, early detection, and psycho-
social adaptation. J Am Coll Health
2000;49(1):27-33.

Raine R. Does gender bias exist in the use of
specialist health care? J Health Services &
Research 2000;5(4):237-49.

Doyal L. Introduction: Women and health ser-
vices. In: Doyal L (Ed.), Women and Health
Services. Buckingham, England: Open
University Press, 1998;3-21.

Stoppe G, Sandholzer H, Huppertz C, Duwe
H, Staedt J. Gender differences in the recogni-
tion of depression in old age. Maruritas
1999;32(2):205-12.

Hommel KA, Wagner J, Chaney J, Mullins L.
Gender-specific effects of depression on func-
tional disability in rheumatoid arthritis: A
prospective study. Int J Rehabil Med
1998;4(3):183-91.

Jason L, Taylor R, Kennedy K, Jordan K, Song
S, Johnson D, Torres S. Chronic fatigue syn-
drome—sociodemographic sub-types in a
community-based sample. Evaluation & the
Health Professions 2000;23(3):243-63.
Wijnhoven H, Kriegsman D, Snock F,
Hesselink A, de Haan M. Gender differences in
health-related quality of life among asthma
patients. J Asthma 2003;40(2):189-99.
Hoffman D, Tarzian A. The girl who cried
pain: A bias against women in the treatment of
pain. J Law, Medicine & Ethics 2001;29(1):13-
27.

Gijsbers Van Wijk C, Kolk A. Sex differences in
physical symptoms: The contribution of symp-
tom perception theory. Soc Sci Med
1997;45(2):231-46.

Bondi L, Burman E. Women and mental
health: A feminist review. Feminist Review
2001;68:6-33.

Horsfall J. Gender and mental illness: An
Australian overview. [ssues in Mental Health
Nursing 2001;22:421-38.

Nehls N. Borderline personality disorder:
Gender stereotypes, stigma, and limited system
of care. Issues in Mental Health Nursing
1998;19(2):97-112.

Stein D, Nair M. Psychiatric aspects of
women’s health. Int Clin Psychopharmacol
2000;15(Suppl. 3):S1-4.

Cairney J, Wade T. The influence of age on
gender differences in depression: Further
population-based evidence on the relationship
between menopause and the sex difference in
depression. Soc Psychiatry Psychiatr Epidemiol
2002;37:401-8.

McQueen C, Henwood K. Young men in “cri-
sis”: Attending to the language of teenage boys’
distress. Soc Sci Med 2002;55:1493-509.
Weidner G. Why do men get more heart dis-
case than women? An international perspective.
J Am Coll Health 2000;48(6):291-94.

Good G, Sherrod N, Dillon M. Masculine gen-
der role stressors and men’s health. In: Eisler R,
Hersen M (Eds.), Handbook of Gender, Culture
and Health. Mahwah, NJ: Lawrence Erlbaum
Associates Publishers, 2000.

Elliott M. Gender differences in causes of depres-
sion. Women Health 2001;33(3/4):163-77.
Maclean H, Glynn K, Asara D. Multiple roles
and women’s mental health in Canada. In:
Desmeules M, Stewart D (Eds.), Women’s
Health Surveillance Report: A Multi-Dimensional
Look at the Health of Canadian Women. Ottawa,
ON: Canadian Institute for Health
Information, 2003.

Patel V. Cultural factors and international epi-
demiology. Brit Med Bull 2001;57:33-45.
Chung R C-Y, Bemak F. Revisiting the
California Southeast Asian mental health needs
assessment data: An examination of refugee eth-

249.

250.

251.

252.

253.

254.

255.

256.

257.

258.

259.

260.

261.

262.

263.

264.

265.

266.

267.

268.

269.

270.

271.

nic and gender differences. J Counseling &
Development 2002;80(1):111-14.

Ouimette P, Kimerling R, Shaw J, Moos R.
Physical and sexual abuse among women and
men with substance use disorders. Alcoholism
Treatment Quarterly 2000;18(3):7-17.

Barrett A, White HR. Trajectories of gender
role orientations in adolescence and early adult-
hood: A prospective study of the mental health
effects of masculinity and femininity. J Health
Soc Behav 2002;43:451-68.

Jacquin P. La différence des sexes dans la
demande de soins 4 'adolescence. Gynecol
Obstet Fertil 2002;30:596-602.

Gruskin E. Behavioral Health Characteristics and
Sexual Orientation of Women Enrolled in a Large
HMO. [Dissertation abstract] 1999.

Horowitz S, Weis D, Laflin M. Differences
between sexual orientation behavior groups and
social backgrounds, quality of life, and health
behaviors. J Sex Research 2001;38(3):205-14.
McKinlay J. Some contributions from the social
system to gender inequalities in heart disease.
J Health Soc Behav 1996;37(March):1-26.
Remennick L, Ranaan O. Institutional and atti-
tudinal factors involved in higher mortality of
Israeli women after coronary bypass surgery:
Another case of gender bias. Health
2000;4(4):455-78.

Giardina E-G. Heart disease in women. Int J
Fertil 2000;45(6):350-57.

Beery T. Gender bias in the diagnosis and treat-
ment of coronary artery disease. Heart and Lung
1995;24(6):427-35.

Halm M, Penque S. Heart failure in women.
Prog Cardiovasc Nurs 2000;Fall:121-33.
Martensson JR, Karisson JE, Fridlund B.
Female patients with congestive heart failure:
How they conceive their life situation. J Adv
Nurs 1998;28(6):1216-24.

Mendes LA, Davidoff R, Cupples LA, Ryan T7,
Jacobs AK. Congestive heart failure in patients
with coronary artery disease: The gender para-
dox. Am Heart ] 1997;134(2):207-12.

Rathore S, Wang Y, Krumholz H. Sex-based
differences in the effect of digoxin for the treat-
ment of heart failure. N Engl | Med
2002;347(18):1403-11.

Heart and Stroke Foundation. Women, Heart
Disease and Stroke in Canada. Ottawa, ON:
Heart and Stroke Foundation, 1997.

Plotnikoff RC, Hugo K, Wielgosz A, Wilson E,
MacQuarrie D. Heart disease and stroke in
Canadian women: Policy development. Can J
Public Health 2000;91(1):58-59.

Notelovitz M. Overview of bone mineral densi-
ty in postmenopausal women. J Reprod Med
2002;47:71-81.

Kooh SW, Noreiga E, Leslie K, Muller C,
Harrison JE. Bone mass and soft tissue compo-
sition in adolescents with anorexia nervosa.
Bone 1996;19(2):181-88.

Tsigos C, Chrousos G. Hypothalamic-pituitary-
adrenal axis, neuroendocrine factors and stress.
J Psychosom Res 2002;53:865-71.

Amaro H, Raj A, Reed E. Women’s sexual
health: The need for feminist analyses in public
health in the decade of behavior. Psychology of
Women Quarterly 2001;25(4):324-34.

Fortin M-C. Le VIH-sida au féminin: impact
du diagnostic de séropositivité sur les conditions
de vie des femmes hétérosexuelles de Québec.
Canadian Women's Studies 2001;21(2):20-24.
Ship §J, Norton L. HIV/AIDS and Aboriginal
women in Canada. Canadian Women’s Studies
2001;21(2):25-31.

Barber J, Bolitho F, Bertrand L. The predictors
of adolescent smoking. J Social Service Research
1999;26(1):51-66.

Lash SJ, Copenhaver M, Eisler R. Masculine

gender role stress and substance abuse among

272.

273.

274.

275.

276.

277.

278.

279.

280.

281.

282.

283.

284.

285.

286.

287.

288.

289.

290.

substance dependent males. J Gender, Culture
and Health 1998;3(3):183-91.

Williams R, Ricciardelli L. Gender congruence
in confirmatory and compensatory drinking.
J Psychol 1999;133(3):323-31.

Haseltine F. Gender differences in addiction
and recovery. | Womens Health Gend Based Med
2000;9(6):579-83.

Greaves L, Poole N, Cormier R. Fetal Alcohol
Syndrome and Women’s Health: Setting a
Women-Centred Research Agenda. Vancouver,
BC: B.C. Centre of Excellence in Women’s
Health, 2003.

Ely M, Hardy R, Longford NT, Wadsworth
ME. Gender differences in the relationship
between alcohol consumption and drink prob-
lems are largely accounted for by body water.
Alcohol Alcohol 1999;34(6):894-902.

Ma X, Baraona E, Goozner BG, Lieber CS.
Gender differences in medium-chain dicar-
boxylic aciduria in alcoholic men and women.
Am ] Med 1999;106(1):70-75.
Wasilow-Mueller S, Erickson C. Drug abuse
and dependency: Understanding gender differ-
ences in etiology and management. J Am Pharm
Assoc (Wash) 2001;41(1):78-90.

Pettinati HM, Rukstalis MR, Luck GJ,
Volpiceellie JR, O’Brien CP. Gender and psy-
chiatric comorbidity: Impact on clinical presen-
tation of alcohol dependence. Am J Addict
2000:9(3):242-52.

Simantov E, Schoen C, Klein J. Health-
compromising behaviors: Why do adolescents
smoke or drink? Identifying underlying risk and
protective factors. Arch Pediatr Adolesc Med
2000;154(10):1025-33.

Mustard C, Vermeulen M, Lavis JN. Is position
in the occupational hierarchy a determinant of
decline in perceived health status? Soc Sci Med
2003;57:2291-303.

Crisp AH, Sedgwick P, Halek C, Joughin N,
Humphrey H. Why may teenage girls persist in
smoking? J Adolesc 1999;22(5):657-72.
Kirkland S, Greaves L, Devichand P. Gender
differences in smoking and self-reported indica-
tors of health. In: Desmeules M, Stewart D
(Eds.), Women’s Health Surveillance Report: A
Multi-dimensional Look at the Health of
Canadian Women. Ottawa, ON: Canadian
Institute for Health Information, 2003.

Wagner E, Atkins J. Smoking among teenage
girls. J Child Adolesc Substance Abuse
2000;9(4):93-100.

Statistics Canada. The Health of Canadians.
Ottawa, ON: Statistics Canada, 2001. Available
from: http://www.statcan.ca/english/Pgdb/
people/health/health07/a/htm (Accessed on
May 23, 2001).

MacDonald M, Wright N. Cigarette smoking
and the disenfranchisement of adolescent girls:
A discourse of resistance? Health Care for
Women Int 2002;23:281-305.

Dedobbeer N, Béland F, Contrandriopoulos
A-P, Adrian M. Gender and the social context of
smoking behaviour. Soc Sci Med 2004;58:1-12.
Ernster V, Kaufman N, Nichter M, Samet J,
Yoon S-Y. Women and tobacco: Moving from
policy to action. Bull World Health Organ
2000;78(7):891-901.

Jensen PM, Coambs RB. Health and behavioral
predictors of success in an intensive smoking
cessation program for women. Women Health
1994;21(1):57-72.

Mishra G, Dobson A, Schofield M. Cigarette
smoking, menstrual symptoms and miscarriage
among young women. Aust N Z ] Public Health
2000;24(4):413-20.

Pope M, Ashley M, Ferrence R. The carcino-
genic and toxic effect of tobacco smoke: Are
women particularly susceptible? J Gender-

Specific Medicine 1999;2(6):45-51.

MARCH - APRIL 2005

CANADIAN JOURNAL OF PUBLIC HEALTH S95



ENGENDERING HEALTH DISPARITIES

291.

292.

293.

294.

295.

296.

297.

298.

299.

300.

301.

302.

Rapuri PB, Gallagher JC, Balhorn K, Ryschon
KL. Smoking and bone metabolism in elderly
women. Bone 2000;27(3):429-36.

Greaves L, Barr V. Politique ‘filtrée”: les femmes
et le tabagisme au Canada. Winnipeg, MB:
Réseau canadien pour la santé des femmes,
2000.

Maclean H, Glynn K, Cao Z, Asara D. Personal
health practices. In: Desmeules M, Stewart D
(Eds.), Women’s Health Surveillance Report: A
Multi-Dimensional Look at the Health of
Canadian Women. Ottawa, ON: Canadian
Institute for Health Information, 2003.
Canadian Fitness and Lifestyle Research
Institute. 1999 Physical Activity Monitor.
Canadian Fitness and Lifestyle Research
Institute, 1999. [cited May 27, 2000]. Available
from: http://www.cflri.ca/cflri/pa/surveys/
99survey/99survey.html.

O’Brien Cousins S. Exercise, Aging, & Health:
Overcoming Barriers to an Active Old Age.
Pennsylvania, PA: Taylor & Francis, 1998.
Bryan S, Mkin, Walsh P. Physical activity and
obesity. In: Desmeules M, Stewart D (Eds.),
Women's Health Surveillance Report: A Multi-
Dimensional Look at the Health of Canadian
Women. Ottawa, ON: Canadian Institute for
Health Information, 2003.

Garcia AW, Broda MA, Frenn M, Coviak C,
Pender NJ, Ronis DL. Gender and develop-
mental differences in exercise beliefs among
youth and prediction of their exercise behav-
iour. J Sch Health 1995;65(6):213-19.
Henderson K, Ainsworth B. Sociological per-
spectives on physical activity in the lives of older
African American and American Indian women.
Women Health 2000;31(1):1-20.

Philipp SF. Are we welcome? African American
racial acceptance in leisure activities and the
importance given to children’s leisure. J Leisure
Research 1999;31(4):385-403.

Stewart D, Abbey S, Meana M, Boydell KM.
‘What makes women tired? A community sam-
ple. ] Womens Health 1998;7(1):69-76.

U.S. Surgeon General. Healthy people 2010.
Physical activity and fitness. U.S. Surgeon
General, 2000.

Wood F. Ethnic differences in exercise among
adults with diabetes. West J Nurs Res
2002;24(5):502-15.

303.

304.

305.

3006.

307.

Multicultural Health Brokers Co-operative, per-
sonal correspondence, November 2004.

Bubel A, Spitzer D. Documenting Women’s
Stories: The Impact of Health Care Reform on
Women’s Lives. Edmonton, AB: Edmonton
Women’s Health Network, 1996.
Hajdukowski-Ahmed M, Denton M, O’Connor
M, Zeytingoglu IU. Women’s voices in health
promotion: Theoretical and methodological
implications. In: Denton M, Hajdukowski-
Ahmed M, O’Connor M, Zeytingoglu 1U
(Eds.), Women’s Voices in Health Promotion:
Theoretical and Methodological Implications.
Toronto, ON: Scholar’s Press, 1999.

Kieffer E, Willis S, Odomes-Young A, Guzman
R, Allen A, Two Feathers J, Lovelock J.
Reducing health disparities among African-
American and Latino residents of Detroit: The
essential role of community planning focus
groups. Ethn Dis 2004;14:51-27-35.

Miller S, Mushi C, Ahmed N, Larson C,
McClellan L, Marris M. Using focus groups to
understand health-related practices and percep-

308.

309.

310.

311.

312.

313.

tions of African Americans: Nashville REACH
2010 findings. Ethn Dis 2004;14:S1-70-76.
Commonwealth Secretariat. Models of Good
Practice Relevant to Women and Health:
Women’s Health Initiative. London, England:
Commonwealth Secretariat, 2001.

Stewart MJ, Anderson J, Beiser M, Neufeld A,
Spitzer DL. Multicultural Meanings of Social
Support. SSHRC Strategic Themes Grant,
2000.

McCarthy M. Social determinants and inequali-
ties in urban health. Rev Environ Health
2000;15(1-2):97-108.

Weber M. She Stands Alone: A Review of the
Recent Literature on Women and Social Support.
Winnipeg, MB: Prairie Women’s Health
Centre of Excellence, 1998.

Miers M. Developing an understanding of gen-
der sensitive care: Exploring concepts and
knowledge. / Adv Nurs 2002;40(1):69-77.
Health Canada. Exploring Concepts of Gender
and Health. Ottawa, ON: Women’s Health
Bureau, 2003.

RESUME

Quelle est I'importance du genre dans I'analyse des disparités sur le plan de la santé au Canada?
Dans le contexte de la politique du gouvernement fédéral, I’auteur de ce document de synthese
analyse la fagon dont le genre interagit avec les autres déterminants de la santé pour créer des
disparités. Il examine les problemes prépondérants dont I'impact des réles assignés a chacun des
sexes, |’exposition a I’environnement, la violence liée au sexe, les risques sanitaires en milieu de
travail, les disparités économiques, les colits associés a la pauvreté, la marginalisation et le racisme
dans la société, le vieillissement, I'état de santé, I'interaction avec les services de santé et les
comportements en matiere de santé. Ce document montre que l’interaction entre, d’une part, les
roles et le statut selon le sexe et, d’autre part, les disparités économiques, la marginalisation
culturelle, sexuelle, physique et historique et les tensions du travail impose un fardeau inéquitable
sur le plan de la santé et fait en sorte que I'acces aux déterminants de la santé — en particulier celui
des femmes — est limité a divers degrés. Cette situation se traduit par un fardeau injuste sur le plan
de la santé, porté en particulier par les femmes dont I'acces aux déterminants de la santé est, a
divers degrés, limité. Des progres ont sans nul doute été réalisés sur certains fronts, mais la
persistance des disparités en matiere de santé entre divers groupes de femmes et d’hommes indique
que la vision d’une société juste et de la santé pour tous énoncée dans le Plan fédéral pour I'égalité
entre les sexes ne peut s'incarner aujourd’hui. Les intervenants, qu’il s’agisse des divers paliers de
gouvernement, des communautés, des universitaires, des organismes non gouvernementaux et des
professionnels de la santé, devront faire preuve de détermination, de créativité et de collaboration
pour réduire et éliminer les disparités en matiere de santé entre tous les membres de notre société.
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