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Concerns about increasing numbers of Canadians living in poverty and on low
incomes have primarily been raised by the social development and social welfare
sectors ( Yalnizyan, 1998). The health-related consequences of these increases are
profound yet the public health and health care communities have been strangely
silent concerning these issues (Raphael, 2000a). This is surprising as accumulating
evidence indicates that poverty and low income have significant effects upon the
health of populations (Raphael, 2001b). The current policy environment in
Canada is one where increases in numbers of Canadians living in poverty and on
low incomes are not seen by policy makers as particularly problematic. Yet such
increases clearly threaten the health of Canadians and the sustainability of the
Canadian health care system.

In an earlier paper in CRSP, an overview of health-related effects of income
inequality—including increasing poverty and low income—was presented (Raphael,
1999). Here, the health-related threats posed to Canadians by increasing levels of
poverty and low income are illustrated through the specific example of cardiovas-
cular disease in Canada (Raphael, 2001¢). Mechanisms by which poverty and low
income contribute to the incidence of cardiovascular disease are outlined. The
social and health policy implications of having increasing numbers of Canadians
living in poverty and on low incomes are considered with afocus on the sustainability
of the public health care system.

The Social Determinants of Health

While significant improvements in health status among the populations of West-
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ern industrialized nations during the past century are apparent, wide disparities in
health occur between nations as well as within them (Marmot & Wilkinson, 1999;
Evans, Barer & Marmor, 1994). Access to medical care has been hypothesized as
being responsible in part for such differences as have differences in lifestyle
behaviours (Raphael, 2000b).

For example, the incidence of cardiovascular disease has been related to the
risk factors of elevated serum cholesterol hypothesized to result from diets rich in
saturated fats, tobacco use, and lack of physical activity. But significant questions
about these conclusions have been raised and numerous studies in the United
Kingdom, United States, Canada, and elsewhere find that most of the variation in
deaths from cardiovascular disease among population groups are not accounted for
by these factors (Fitzpatrick, 2001; Taubes, 2001; Marmot, Rose, Shipley &
Hamilton, 1978; Lantz, House, Lepkowski, Williams, Mero & Chen, 1998;
Feldman, Makuc, Kleinman & Cornoni-Huntley, 1989). What might these other
determinants of disease be?

Societal factors that influence health go by a variety of titles such as prereg-
uisites for health, determinants of health, and social determinants of health. And
a wealth of research indicates that these factors account for most of the variation
in incidence of disease among and between populations. The Ottawa Charter for
Health Promotion identified the prerequisites for health as being peace, shelter,
education, food, income, a stable ecosystem, sustainable resources, social justice
and equity (World Health Organization, 1986). Health Canada (1998) took
direction from the Canadian Institute for Advanced Research in outlining deter-
minants of health—only some of which are social determinants—of income and
social status, social support networks, education, employment and working con-
ditions, physical and social environments, biology and genetic endowment, per-
sonal health practices and coping skills, healthy child development, and health
services.

A World Health Organization working group more recently explicitly identi-
fied the social determinants of health as being the social [status health] gradient,
stress, early life, social exclusion, work, unemployment, social support, addiction,
food, and transport (Wilkinson & Marmot, 1998). Common to all of these
formulations is income. In addition, income influences the presence and quality of
many other health determinants. Income influences the quality of early life, levels
of stress, social exclusion, availability of food and transport, incidence of addic-
tions, and so on. In this paper the focus is upon income as the key social determinant
of health.

The case of cardiovascular disease in Canada is used to illustrate how the
increasing incidence of poverty and low income threatens Canadians’ health and
health care system. The argument will be made that social policy—especially in
regards to income distribution—is in actuality health policy.
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Income Distribution and the Health of Populations

Research shows the profound effects upon the health of individuals and populations
of how income is distributed within a society. There is continuing debate about
whether income inequality—rather than absolute level of average wealth—
predicts longevity in Western nations (Lynch, Davey Smith, Hillemeier, Shaw,
Raghunathan & Kaplan, 2001). But clearly, the increases in incidence of poverty
associated with increasing income inequality is negatively related to a wide number
of indicators of health in North American states/provinces and cities (Kawachi,
Kennedy & Wilkinson, 1999).

Canada’s death rates from diseases are strikingly lower than comparable US
rates as are provincial and city levels of poverty, low income and income inequality
(Ross, Wolfson, Dunn, Berthelot, Kaplan & Lynch, 2000). As of 1991, however,
overall distribution of income did not contribute additional predictability of degree
of illness than that provided by absolute income levels among Canadian cities and
provinces. Within these jurisdictions however, income level is a potent predictor
of health and the incidence of disease. A variety of hypotheses have been advanced
to explain the findings that income inequality differences among U.S. jurisdic-
tions—and potentially among Canadian jurisdictions as Canada moves towards
U.S. models of social policy—contributes to poor health. The most obvious one is
that jurisdictions with unequal distribution of incomes are those with greater
numbers of poor and low-income people. And it has been known since the
nineteenth century that these individuals are the ones most likely to experience
disease and premature death (Sram & Ashton, 1998).

A second hypothesis is that even individuals not living in poverty or on low
incomes in unequal communities experience stress associated with comparisons of
their life situations with that of others. In this psycho-social view, the material
needs of people may be met, yet they suffer health effects related to these
comparisons. Related to this is the view that this distancing of citizens from each
other leads to a weakening of social cohesion and the social capital of jurisdictions
with associated health effects (Kawachi & Kennedy, 1997).

The third hypothesis is that unequal jurisdictions are also the ones that—in
addition to having greater numbers of poor and low-income people—spend less on,
and therefore have weaker social infrastructures and social safety nets. The lack of
these resources damages the health of both low- and not-low-income persons
within these jurisdictions. This neo-materialist interpretation also focuses on the
differences in material resources that accrue to individuals across the socioeco-
nomic spectrum rather than on perceptions of relative deprivation (Lynch, Davey
Smith, Kaplan & House, 2000). Whatever interpretation proves most accurate, the
one shared conclusion is that societies with higher numbers of people living in
poverty and low income will show evidence of poorer population health.
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The Cardiovascular Health Effects of Poverty and Low Income

Numerous reports from the UK, U.S., and Canada document how the lowest
income groups have a greater likelihood of suffering and dying from a wide range
of diseases at every stage of the life cycle (Acheson, 1998; U.S. Department of
Health and Human Services, 1998; Wilkins, Adams & Brancker, 1989). And
cardiovascular diseases are especially sensitive to income effects. The magnitude of
the differences among income groups differ between nations with gradients
especially steep in unequal nations such as the UK and the U.S. and less so in more
equalitarian nations such as Sweden and Finland (Raphael, 2001c).

In Canada, data on individuals’ social and income status is not routinely
collected at death, so national analyses rely upon residence census tracts to estimate
neighbourhood income level which is then correlated with incidence and cause of
death. In 1986, it was estimated that 21 per cent of premature years of life lost prior
to age 75 in Canada were associated with income differences and this estimate
increased to 23 per cent by 1996 (Wilkins et al., 1989; Wilkins, Ng & Berthelot,
2001).In both 1986 and 1996 the diseases most related to income differences were
cardiovascular diseases. In 1996, 22 per cent of years lost related to income
differences were caused by cardiovascular disease. These estimates are very similar
to those obtained in Australiaand Holland (Turrell & Mathers, 2000; Middelkoop,
Struben, Burger & Vroom-Jongerden, 2000).

There were significant declines in deaths from 1986 to 1996 caused by
cardiovascular disease in Canada (Statistics Canada, 2001). Death rates declined
the most for males living in the lowest income neighbourhoods. Nevertheless, the
income differences were still steeped from richest to poorest neighbourhoods and
the differences between quintiles were still very large. For females, differences
between income quintiles were smaller than for males but still large, with succes-
sively higher rates in poorer quintiles. Figure 1 shows the death rates from
cardiovascular disease for urban men and women as a function of income quintile
of neighbourhood.

It should be noted that the ratio of death rates from cardiovascular disease
between the lowest income quintile and the highest income quintile declined for
men from 1.35in 1991 t0 1.32 in 1996. But the same ratio increased for women from
1.12 in 1991 to 1.20 in 1996. Overall, it is estimated that income differences
account for an excess in premature deaths (death prior to 75 years) from cardiovas-
cular disease among Canadians of 23.7 per cent. Were all Canadians’ rates of death
from cardiovascular disease equal to those living in the wealthiest quintile of
neighbourhoods, there would be 6,366 less annual premature deaths from cardio-
vascular disease.

The 1996 analysis also revealed that within each income quintile of neigh-
bourhoods, the percentage of low income people increased from 1991 to 1996 with
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Figure 1: Cardiovascular Deaths Per 100,000, Urban Canada, 1996
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the greatest increases occurring in lower income neighbourhoods. The implica-
tions of greater numbers of Canadians living on low incomes for cardiovascular
health are discussed in later sections.

A particularly striking example of the relationship between income level and
heart disease is provided by an Ontario study which looked at the relationship of
median income of neighbourhood and the incidence of—rather than death from—
acute myocardial infarction (heart attack) among 51,000 Ontario patients admit-
ted to hospital (Alter, Naylor, Austin & Tu, 1999). Ontario neighbourhoods were
categorized into five quintiles as a function of average income. Anyone who had
suffered a heart attack within the previous year was excluded as were those less than
20 or more than 105 years of age. Figure 2 shows how the overwhelming proportion
of victims came from lower income neighbourhoods.

The Costs to Canada of Income-Related Differences in
Cardiovascular Disease

Increasing numbers of Canadians living in poverty and low income pose a threat
to the sustainability of the health care system. Very little work has calculated the
costs to the health care system of income-related differences in cardiovascular and
other diseases. One analysis carried out in Southeast Toronto compared hospital
admissions and associated costs for neighbourhoods that differed in income level
(Glazier, Badley, Gilbert & Rothman, 2000). Admissions from the highest income
quintile of neighbourhoods averaged 60 per 1,000 population. However, the
admission rate was 85 per 1,000 or almost 50 per cent higher for those residing in
the lowest income quintile of neighbourhoods.

Since cardiovascular diseases are the ones most associated with income
differences, it can be hypothesized that excess costs associated with hospital use for
cardiovascular disease of low income people are similar to those for hospital use in
general—that is, about 50 per cent.

Actually, the data that are available suggests that the annual cardiovascular
health costs associated with the lowest income quintile of citizens compared to the
highest income quintile may actually be higher than the 50 per cent figure
suggested by these Toronto researchers. The ICES Atlas for Cardiovascular Health
and Services tracked hospitalization rates for heart attack, congestive heart failure,
angina, and chest pains in Ontario from 1992/93 until 1996/1997 (Basinski, 1999).
The place of residence for each patient was used to identify them as being from
neighbourhoods that were ranked from highest to lowest in income. Figure 3 shows
hospitalization rate by neighbourhood.

The hospitalization rates for the lowest income quintile of neighbourhoods
were 69 per cent higher for heart attacks, 65 per cent higher for congestive heart
failure, 97 per cent higher for angina, and 121 per cent higher for chest pain than
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Figure 3: Hospitalization Rates by Area Income, Ontario, 1992-97
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those living in the highest income quintile of neighbourhoods. I used the highest
income quintile of neighbourhoods as the baseline group—the levels of health to
which we can reasonably aspire—to calculate an estimate of excess cardiovascular
disease associated with income differences.

The overall age/sex specific hospitalization rates in Ontario for men and
women for heart attacks from 1992-1997 was 240/100,000. The specific rate for
those residents in the highest income quintile of neighbourhoods was 190/100,000.
The difference of 50/100,000 between the possible rate and the observed overall
rate represents a 26 per cent excess over the baseline rate for the highest income
residents of Ontario. Using this process, observed hospitalization rates for the
Ontario population related to income differences represent a 26 per cent excess for
heart attacks, 24 per cent for congestive heart failure, 44 per cent for angina, and
53 per cent for chest pain. Figure 4 shows the percentage excess for these four
ailments for Ontario men and women related to income differences calculated in
this manner.

The Heart and Stroke Foundation of Canada (2000) estimates the total annual
cost to Canada of cardiovascular disease as close to $20 billion. Since it is estimated
that 23.7 per cent of premature deaths from cardiovascular disease can be attributed
to income differences, this figure can be used as a conservative—as demonstrated
by the ICES data on income-related differences in hospitalization—estimate of
excess burden in cardiovascular disease costs related to income differences. Since
one-year survival rates show relatively small differences among income groups—
that is, poor people do not die more quickly and therefore save health care costs—
it can be expected that the rapidly increasing costs of new technologies for treating
heart disease will continue. Lowering even this estimate to a 20 per cent excess
burden, it can be estimated that the cost to Canada of cardiovascular illness related
to income differences is at least 20 per cent of the total cost of cardiovascular disease
of $20 billion—$4 billion a year.

These excess costs associated with low income and income inequality are just
for cardiovascular disease. Income differences are also related to the incidence of
premature deaths and premature years of life due to injuries, cancers, and a variety
of other diseases such as diabetes. The true dollar cost of income differences in
health between the wealthy, middle class, and poor in Canada is tremendous.
Increasing the number of poor and low-income people will only increase the health
and health care cost burden to Canadians, thereby threatening the sustainability
of the public health care system.

Mechanisms by Which Poverty and Low Income Lead to Cardiovascular
Disease and Death

The fact that poverty and low income is associated with disease in general and
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cardiovascular disease in particular is not in dispute. While the exact mechanisms
by which cardiovascular disease results from poverty and low income is a focus of
research, current evidence is converging around three main explanations. All three
explanations contribute to understanding how poverty and low income lead to
cardiovascular disease.

First, poverty and low income leads to material deprivation during early life
and adulthood that create a cardiovascular health burden that is carried from
childhood and added to during adulthood. Second, living in poverty or on low
income leads to psycho-social stress by which bodily functions, including the
immune system, are compromised. Third, living in poverty and on low income lead
to the acquisition of health threatening behaviours.

Material Deprivation Leads to Cardiovascular Disease

People going hungry, lacking housing or shelter, or unable to buy warm clothing
suffer clear material deprivation. The data showing strong increases the past decade
in Canadians use of food banks, shelters for the homeless, and living below low
income cut-offs provides ample evidence of the presence of such absolute material
deprivation. However, material deprivation is increasingly seen as a graded
phenomena by which members of a society lack in varying degrees the life
circumstances and resources that support health and development. This approach
allows for the consideration of how material resources differ not only between the
poor and not-poor but also across the entire income range. Mary Shaw, Don

Dorling, David Gordon and George Davey Smith (1999) argue:

More accurately, the social structure is characterized by a finely graded
scale of advantage and disadvantage, with individuals differing in terms of
the length and level of their exposure to a particular factor and in terms
of the number of factors to which they are exposed. (p. 102)

It should be noted that while each level of the income scale shows different
levels of developing cardiovascular disease, the greatest burden is concentrated on
the lower end of the income range (Wilkinsetal., 1989; Wilkinsetal., 2001; Lynch,
2000). Income effects—especially among those with lower incomes—play their
greatest health role during important life transitions such as fetal development,
nutritional growth and health in childhood, entering the labour market, job loss or
insecurity, and episodes of illness among others. Health burdens resulting from low
income and the absence of societal supports during these periods accumulate over
the life span and increase the risk of cardiovascular disease (Davey Smith, Ben-
Shlomo & Lynch, 2002; Davey Smith, Grunnell & Ben-Shlomo, 2001).

Material deprivation during very early life has especially important implica-
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tions for the development of cardiovascular disease. Numerous studies show that
low birth weight—itself strongly associated with low income—is associated with
greater incidence of cardiovascular disease in later life (Barker, Osmond &
Simmonds, 1989; Forsen, Eriksson, Tuomilehto, Osmond & Barker, 1999; Eriksson,
Forsen, Tuomilehto, Winter, Osmond & Barker, 1999; Eriksson, Forsen, Tuomilehto,
Osmond & Barker, 2001). Since material conditions in childhood and adulthood
make independent contributions to death by illness over the life span, the
cardiovascular health consequences of increasing numbers of Canadian families
living on low incomes may be manifest for the entire next generation. And
considering the magnitude of the increases in the incidence of poverty and low
income among children and families, such consequences pose direct threats to the
sustainability of the health care system.

Excessive Psychosocial Stress Leads to Cardiovascular Disease

Living on low income creates uncertainty, insecurity, and lack of control over one’s
life; these are all conditions that have powerful effects on health. The National
Population Health Survey found that among Canadians in the lower third of the
income distribution, 47 per cent reported seeing the world as not being meaningful,
events as being incomprehensible, and life’s challenges as being unmanageable.
The comparable figure for the middle third of Canadians was 33 per cent and for
the highest third income group, 26 per cent. Similarly, people in the lower income
group were 2.6 times more likely to have a low sense of control over their lives than
the higher income third (31 per cent vs. 12 per cent) (Health Canada, 1998).

Plausible models of how stress leads to disease and death have been developed
(Stansfeld & Marmot, 2002). The social environment can create adverse condi-
tions that produce the “fight or flight” reaction. This works through the sympa-
thetic nervous system and the hypothalamic pituitary-adrenal axis to produce lipid
abnormalities, high blood pressure, and clotting disturbances (Brunner & Marmot,
1999).

Additionally, animal researchers have identified the mechanisms by which
chronic stress and hierarchy creates illness and eventually death. These stress
models are consistent with many studies that describe the experience of living on
low incomes and provide plausible models that explain the low income and
cardiovascular disease relationship (Shivey, Laird & Anton, 1997; Sapolsky &
Share, 1994).

Adoption of Health Threatening Behaviours Leads to Cardiovascular
Disease

The behavioural risk factors for cardiovascular disease—tobacco smoking, exces-
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sive alcohol use, poor diet, and inactivity—are associated with lower income.
However, much of the cardiovascular health literature assumes these behavioural
patterns are adopted through voluntary lifestyle choices. Researchers increasingly
view these patterns of health behaviours as being heavily structured by the social
and economic environments in which people live. High levels of stress lead to
behaviours aimed at ameliorating tension such as eating food rich in carbohydrates
and fat, using tobacco, and excessive alcohol consumption. Poor and low-income
individuals engage in these high-risk activities to cope with needs unfulfilled by
society. The following conclusion concerns use of tobacco—an important con-
tributor to cardiovascular disease—but also applies to excessive alcohol use, poor
diet, and inactivity:

The factors that predict smoking involve material circumstances, cultural
deprivation, and indicators of stressful marital, personal, and household
circumstances. This illustrates what might be proposed as a general law of
Western industrialized society; namely that any marker or disadvantage
that can be envisaged and measured, whether personal, material or
cultural is likely to have an independent association with cigarette

smoking. (Jarvis & Wardle, 1999, p. 242)

A recent analysis of the determinants of adults’ health-related behaviours such
as cigarette smoking, physical activity, excessive alcohol consumption, and healthy
diets, found these behaviours were predicted by poor childhood conditions, low
levels of education, and lower status employment (Lynch, Kaplan & Salonen,
1997). The study found childhood factors also predicted adult rates of feelings of
hopelessness, cynical hostility, and low sense of coherence—all factors related to
health status. The authors concluded:

Given the disturbing increases in income inequality in the United States,
Great Britain, and other industrial countries, it is vital to consider the
impact of placing ever larger numbers of families with children into lower
SES groups. In addition to placing children into conditions which are
detrimental to their immediate health status, there may well be a negative
behavioural and psychosocial health dividend to be reaped in the future.
(Lynch et al., 1997, p. 817)

The Spill-Over Health Effects of Poverty and Low Income

It is not surprising then that societies with greater numbers of people with low
incomes show poorer population health. There is also evidence that some societies
with greater numbers of low income people begin to show a spillover effect by which
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the health of those not living on low incomes begin to deteriorate as well. For
example, after decades of rapidly increasing economic inequality, the most well-off
in Britain now have higher infant and adult male death rates than the less well-off
in Sweden (Leon, Vagero & Otterblad, 1992). The well-off in economically
unequal American communities have greater rates of health problems—including
deaths from cardiovascular disease—than the well-off in relatively equal commu-
nities (Lynch, Kaplan, Pamuk, Cohen, Heck, Balfour & Yen, 1998).

Societies with high levels of poverty, low income, and income inequality show
symptoms of societal disintegration. The form this takes in each society may be
unique. In Britain these effects have included increased alcoholism, crime rates,
deaths by road accidents and infectious diseases, lowered reading scores, drug
offences, family functioning, and decreased voter turnout among others (Wilkinson,
1996). In the U.S. economic inequality among the states and between communi-
ties is related to levels of homicide, low birth weight, smoking, and disability
(Kennedy, Kawachi, Glass & Prothrow-Stith, 1998; Diez-Roux, Link & Northridge,
2000). In Canada, relatively little attention has been paid to considering the
economic inequality and health relationship beyond documenting the lower
health status of those living in poverty.

Poverty is Increasing in Canada

The explosive increases in numbers of Canadians living on low incomes have been
documented elsewhere (Yalnizyan, 1998; Hurtig, 1999). More recently, a Statistics
Canada study of neighbourhood income inequality found increases in income
inequality from 1980 to 1995 in Quebec City, Montreal, Ottawa-Hull, Toronto,
Winnipeg, Calgary, Edmonton and Vancouver:

In most cities the inequality indexes rose more or less continually between
1980 and 1995 with the exception of Ottawa-Hull and Vancouver. Quebec
City also displayed relatively little increase in equality. The cities with the
largest proportional increases included Edmonton, Calgary, Winnipeg, and
Toronto, where the Theil index increased by between 50 per cent and 60 per
cent during the 1980-1996 period and the Gini index by between 24 per cent
and 31 per cent. (Myles, Picot & Pyper, 2000, p. 9)

The Theil and Gini indices are standard measures of income inequality with
the Theil being more sensitive to changes at the bottom of the distribution. The
average family pretax income in the poorest neighbourhoods in all cities, except
Ottawa-Hull, fell by 8-18 per cent while in the highest income neighbourhoods,
income rose by 2-10 per cent. Calculations using after tax income also show that
income inequality increased in Toronto, Montreal, and Vancouver by 8-10 per
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cent using the Gini index and from 9-21 per cent using the Theil index.

In Britain, such increases in income concentration have been associated with
increases in death rates between citizens for a range of diseases. Data from the 2001
census will examine the hypothesis that increasing number of poor and low income
people in Canada will be associated with either a greater incidence of a range of
deaths from diseases including cardiovascular diseases or a weakening of the trend
towards lower rates that have occurred the past few decades.

Are there signs of disintegrating health in Toronto, Canada’s largest city?
There has been a doubling of families living on low incomes since 1989, much of
this a result of policy decisions related to provincial government reductions in
social assistance, elimination of new social housing, and the elimination of rent
control (Raphael, 2001d).

The Federation of Canadian Municipalities’ March 2001 Quality of Life
indicators report found that while there was a recent decrease in low birth weight
babies and infant mortality, the City of Toronto showed an increase, counter to
overall Canadian trends, in premature mortality rate—death before the age of 75
years—during the period 1991 to 1997. There was also an increase from 1996 to
1998 in work hours lost to illness or disability among workers. If research from other
jurisdictions apply in Canada, increasing evidence of poor health may be expected
to appear in Toronto and other Canadian cities following similar social policies
that increase poverty and the numbers of citizens living on low incomes.

Barriers to Making the Links Between Social Policy and Health Policy

Despite numerous federal and provincial documents that emphasize the impor-
tance of the social determinants of health—including income—on population
health, there is remarkably little evidence of any influence of such knowledge on
the development of social policy (Raphael 2001a). Numerous authors have
documented how federal and provincial policy decisions have systematically
increased income inequality with the result being growing numbers of Canadians
living in poverty and on low incomes (Yalnizyan, 1998; Raphael, 1999; Raphael,
2001c). In addition, there is extensive documentation concerning Canadian
governments’ lack of commitment to supporting social infrastructure and the social
safety net (National Council of Welfare, 2000). This is being done in spite of the
accumulating evidence that such actions are threats to population health. And it
is being done in spite of the ongoing expression by Canadians of the importance of
health and sustaining the public health care system.

Barriers to Effective Action by the Health Sector

In the public health area, health workers decide whether to identify poverty and
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low income or the health effects of poverty and low income as action areas. Clearly,
Canadian public health practice is focussed—with some notable exceptions—on
the latter with a proliferation of programs designed to address issues of tobacco use,
inactivity, poor diet, and excessive alcohol use (Raphael, in press). If public health
responses to the core problem of poverty and low income have been sporadic,
health care sector responses have been virtually non-existent.

The reasons for this include competition between varying concepts of health
and health determinants; political issues related to the actions of government
masters; institutional issues related to what are appropriate health promotion
activities; issues of knowledge and competence in policy analysis and community
development; and attitudinal issues related to the motivation and commitment
of health workers to address these issues. Each of these reasons is considered in
turn.

Ideological Issues. The concepts of health, health determinants, and actions to
improve health are contested. Differences exist among health workers as to
medical, lifestyle, and societal explanations for health and means to improve it.
This is particularly the case in regards to cardiovascular disease. There is also the
ongoing dispute as to the importance of public health versus health care action in
relation to the maintaining the health of Canadians.

Political Issues. Many health workers are employed or funded by the very
governments whose policies threaten health. Many workers proceed in their
activities supported by government and agency documents that at least on paper
sanction their activities. The Medical Officer of Health of the Montreal Region
has raised poverty and low income as a key public health issue (Lessard, 1997).
Such focus on poverty and low income as a public health issue is uncommon in
Canada.

Institutional Issues. Related to the first two issues is the role that an institution
sees itself playing in supporting health. Clearly, it is less contentious for hospitals
to offer medical treatments and public health workers to offer clients lifestyle
programs than to focus upon social conditions and government actions that create
health-threatening environments. Such courses of least resistance are certainly
means of generating institutional activity. Whether they serve to enhance the
health of Canadians is less clear.

Personal Issues of Knowledge and Competence. Moving beyond providing
medical treatments and lifestyle programs involves skills of community develop-
ment and policy analysis. Many health workers feel they do not possess the
knowledge to challenge policy decisions that affect health.

Attitudinal and Motivational Issues. Health workers, like many others, find it
difficult to buck the forces that control their work environments. Public health
workers know that poverty and low income are key determinants of health but
feel helpless to raise these issues in the face of pressures to downplay them.
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Implications for the Social Welfare Sector

The social welfare sector has been in the forefront of highlighting the increasing
incidence of poverty and low income among Canadians. It has also been successful
in securing media coverage concerning the growing gap in income among Cana-
dians. Drawing upon the emerging literature concerning the health effects of
poverty and income could reinforce the message that poverty and low income isnot
good for Canadians, whether poor or not-poor.

Health is a highly prized value among Canadians and pointing out health
effects may help communicate the implications of increasing poverty and inci-
dence of low income for Canadians. The health focus may also provide an appeal
to enlightened self interest which may be more effective than appeals based upon
fairness and justice. Numerous overviews of the poverty, low income, income
inequality and health relationship in Canada are available (Raphael, 1999, 20004,
2001b, 2001c).

Of course, barriers to such action may exist. Social welfare workers may feel
they do not possess expertise in the health field. The media may not afford them
much credibility if they venture into the health field. Additionally, they must be
cautious concerning the reaction of policy makers and the media to a health
message that is being delivered by the social welfare sector rather than the health
sector.

One of the greatest barriers to having the public understand the importance
of the social determinants of health has been the unwillingness or inability of the
media to cover this story. It has been the author’s experience that any media
coverage that occurs concerning these issues is likely to come from columnists
rather than health or medical reporters. It may be that social policy reporters may
be more receptive to the message that social policy is health policy. At least this
avenue to educating the public should be tried.

Towards the Future

There is no shortage of literature concerning the increasing incidence of poverty
and low income in Canada (Ross, Shillington, Lochhead, 2000). At the same time,
there is increasing concern about the sustainability of the health care system
(Romanow, 2002). Canadian policy makers, the media, and the public need to be
made aware of the links between increasing income inequality and the threats to
the health care system. The case of cardiovascular disease may be one means of
doing this. Cardiovascular disease is a leading killer of Canadians and a major
contributor to health care system costs. It is also the disease most sensitive to the
effects of poverty and low income. It may be the one disease most sensitive to the
societal disintegration associated with growing poverty and income inequality.
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The report Inequality is Bad for Our Hearts: Why Low Income and Social
Exclusion are Major Causes of Heart Disease in Canada (Raphael, 2001c) provides
extensive documentation of the roles poverty and low income play in causing
cardiovascular disease. It should prove useful for those concerned with helping to
place the issue of increasing poverty and low income on the social and health policy
agenda.

This paper was presented at the Tenth Biennial Conference on Social Welfare Policy, June
18, 2001, Calgary, Alberta. The preparation of this paper and the extended report
Inequality is Bad for Our Hearts: Why Low Income and Social Exclusion are Major
Causes of Heart Disease in Canada was supported by funding provided by the North
York Heart Health Network.

Dennis Raphael, Ph.D., is an Associate Professor in the School of Health Policy and
Management at York University in Toronto, Canada. His recent work has focused on the
health effects of income inequality and poverty, the quality of life of communities and
individuals, and the impact of government decisions on North American’s health and well-
being.
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Unhinging the Assumptions
Within Independence

Toward a Broader Conceptualization
of Diversity and Difference in Home Care

AMANDA M. GRENIER
SCHOOL OF SOCIAL WORK, MCGILL UNIVERSITY

In recent years, use of the term independence has proliferated in the field of health
and long-term care.! Originally associated with the normalization and de-institu-
tionalization movements, use of this term has extended into gerontology and
policy. Emphasis on demographic transition? of older persons and the associated
health care costs have brought aging and cost restriction of care for persons
considered dependent’ to the forefront. At the same time, policy and service
provision is being altered dramatically. Current health and long-term care policy
efforts concentrate on balancing the independence of persons requiring services with
the costs of providing these services.

While efforts to measure, promote, and increase independence dominate
professional and public debate, the term has been taken for granted; there is little
consistency with regards to an accepted meaning or application, instead, defini-
tions and conceptualizations vary according to context and situation. Despite its
policy significance, there has been little attention to uncovering the underlying
values, assumptions and subtle meanings of using the term independence in rela-
tion to older persons with disabilities* within home care.” This poses problems
both for those concerned with discourse as well as those concerned with demon-
strating effectiveness and efficiency of service- it is difficult to measure an
unconceptualized term.

At this time, public debates and efforts focused on service provision continue
to include the term implicitly in numerous documents without explication of the
meaning, nor consensus about what the condition of independence should look like
in home care. As such, an absence exists at both the conceptual and implementa-
tion levels.
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Context of Care: Response to Dependent Persons

Social historical transitions provide clues to understanding current issues, debates
and social responses. A brief exploration of the context of care demonstrates how
policy developments within the Canadian welfare state resulted in the current
emphasis on independence. Similar to the United States and Britain, persons
requiring care in Canada were labeled dependent, and emphasis was placed on
determining appropriate responses to them (Chrichton and Jongbloed, 1998). In
recent Canadian history, the response to dependent persons experienced three
main shifts, which correspond with the establishment of and retreat from the
welfare state. These transitions include the move from the charity model to public
responsibility within institutions, the move from institutional to community care,’
and the move from community care to a system of managed home or ambulatory
care. Prior to 1940 and the development of the welfare state, dependent persons
were cared for within the charity model by family, parish’ and poorhouses
(Armitage, 1973). In this model, older persons and persons with disabilities were
categorized as the deserving poor in contrast to non-deserving/able-bodied persons
requiring assistance. From 1940 onward, the response to dependent persons became
public/state responsibility; Canada, along with the United States and Britain
addressed the problem of unequal resource distribution by setting up comprehen-
sive welfare states (Chrichton & Jongbloed, 1998). Persons identified as dependent
were segregated into public institutions; older persons were cared for in homes for
the aged.

Segregation and institutional care, however, were soon called into question.
From the establishment of the welfare state in 1940 until the late 1970s, the
normalization and independent living movement gained momentum (Sarage,
1998). Fighting against abuses and the institutional model, activists popularized
the terms independence and autonomy which called into question the construction
of disability as dependence, revealed the structural oppression of disabled persons,
exposed institutional abuses, and proposed a new model based on rights (Morris,
1991). These rights-based movements, which were based on recognizing the worth
and decisional capacities of individuals with disabilities, resulted in the recognized
need for community care and initiated the general de-institutionalization move-
ment of all persons identified as dependent. Shifts in service provision began in the
1960s, and by the 1980s there was a major transition from institutional to
community care. From 1980 forward, however, Canada, along with Britain and the
United States questioned their social organization and financial commitments and
began what has been labeled the “retreat from the welfare state” (Chrichton and
Jongbloed, 1998). This transition to community care during a period of cost
restriction and retreat from the welfare state had a direct impact on both the
responses to dependent persons and public debate. The primary result was a poor
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implementation of community care, however, a “crisis rhetoric” which paired the
increasing numbers of older persons with social problems and the drain of public
resources also developed (Minkler & Estes, 1991). This “overselling of demo-
graphic crisis” (Gee &Gutman, 2000), resulted in public debate about the burden
of “non-productive” persons® which included older persons and persons with
disabilities.

In response to the concerns about increasing costs, emergency room over-
crowding, and criticisms of a poorly implemented community care (Joubert,
Laberge, Fortin, Paradis, and Desbiens, 1991), the final policy shift in response to
dependent persons was toward a system of managed home or ambulatory care (1980
to present). Legitimized by the earlier mentioned crisis-rhetoric about increasing
costs, care for dependent persons in Canada and Britain shifted from rights based
community care to “managed care” administered by case managers (Dean & Ellis,
2000; Neysmith & McAdam, 1999). Within this third transition toward ambula-
tory care, discourse about dependent persons took on business rhetoric of manage-
ment and cost control. The rights of the dependent client became overshadowed
by obligations of the independent “consumer” and terminology such as “partner-
ship” emerged (Joubert et al., 1991)—the policy emphasized decreased involve-
ment of the state and increased family, neighbour, and community responsibility.
[t was during this final shift to managed care, where current conceptions of
promoting and maintaining independence as they are now articulated surfaced.
Considering the social context of cost restriction and retreat from the welfare state,
combined with notions of dependent persons as undeserving and a public burden,
as well as the new focus business rhetoric, it is striking that a rights-based term such
as independence, continued to proliferate. Taking the third transition as evidence
of the movement from universal support to a system of targeted or managed risk, it
seems that the term independence was appropriated into the context of managed
care, where the meanings and conditions are quite different from those within the
earlier rights-based movements. Prior to exploring the underlying assumptions of
independence as currently conceptualized in home care, the literal definition of
independence requires clarification.

Defining and Contextualizing Independence

A keyword search conducted in varying social science search engines reveals that
the context and use of the term independence ranges from political freedom, to rights
for persons with disabilities, and connections with wage labour. In these contexts,
independence seems to involve intersecting notions of rights, productivity and
freedom from subordination. While varying uses and subtle nuances within the
meaning of independence were also reflected in the 2" Edition of the Oxford English
Dictionary (1989), the general definition of independence is:
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The condition or quality of being independent; the fact of not depending on
another (with various shades of meaning; see adj); exemption from
external control or support; freedom from subjection, or from the influence
of others; individual liberty of thought or action. [emphasis mine] (OED,
1989)

The nuances of not being dependent that exist within the general definition
are made explicit in the definition of independence’ as an adjective. As expanded in
the Oxford English Dictionary 2™ Edition (1989), “not depending on another”
means:

Not dependent or having to rely on another for support or supplies. Not
dependent on any one else for one’s living; not needing to earn one’s
livelihood; possessing a competency. Thinking or acting, or disposed to
think and act for oneself. Refusing to be under the obligation to others; having
a self-respect, which declines unearned assistance. [emphasis mine] (OED,

1989)

Defined as such, the literal definition provides a point of departure to explore
the underlying values and implications of using independence within the current
context of care. To start, the meaning of independence reflects and is reflected in the
context of modern discourse. Specifically, the definition of independence is situated
within the discourses of western modernity and twenty-first century capitalism
where the individual subject is constructed as a responsible, productive, contribu-
tor to the state. The general definition establishes an obvious dichotomy between
independence and dependence;'® within the definition, the negation of dependence
is clearly linked with notions of control, freedom, individual responsibility and
productivity. To be considered independent, the individual subject must achieve
control and freedom. Within the current social order, control and freedom are
achieved in relation to individual responsibility, labour contributions, or inde-
pendent wealth.

While achievement of control and freedom may be less contestable in relation
to the independent worker or independently wealthy citizen, the clarification of
the adjective independent is helpful in understanding how independence may be
problematic for older persons with disabilities who need or require care. The
achievement of independence is not an independent or autonomous state of being,
but may be achieved only through distinction or separation from the control or
reliance on others for support or supplies (OED, 1989). Independence is connected
with tangible support or supplies as well as moral values of competence, deservedness
(e.g., unearned), and self-respect seen in the development of social response to
dependent persons. This connection between personal autonomy of the individual
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subject (e.g., thinking and acting for oneself) and deservedness (unearned assist-
ance) is made explicit in the last line “having a self-respect, which declines
unearned assistance” (OED, 1989). When placed within western modern dis-
course, the notions within independence evoke many questions in relation to older
persons with disabilities. For example, questions surface regarding the social value
of past contributions of previously productive workers, recognition of humanistic
contributions, as well as contributions in kind (e.g., caregiving). Similarly, the
dichotomous position of independence and dependence that include connections to
control and freedom also bring about questions for older persons with cognitive
impairments. Does the definition of independence imply absolute control and deny
moments of interdependence throughout the life cycle? Does this definition
position service-eligible older persons with disabilities as incompetent and lacking
self-respect? Under what conditions is assistance considered as earned?

The discourse on independence and the inherent contradictions within the
current context of twenty-first century capitalism have specific implications for
older persons and persons with disabilities. The largest of which is the situation
whereby capital wants to pay the social costs (i.e., pensions) but does not want to
contribute to these costs via taxation (Leonard, 1997). This contradiction creates
both differences in the way independence is conceptualized depending on group
status or social location, as well as stigmatization based on moral discourse about
deservedness and self-respect. In this context, bourgeois independence is considered
freedom from dependence on the relations of production which are exploitative
and cause alienation, while independence for dependent/non-productive persons is
the avoidance of the financial assistance/services which are the social costs of the
relations of production (Leonard, 1997). Thus from the literal point of view
situated within the currentsocial order, although independence differs depending on
social location, for dependent persons, independence is established as the ideal and
dependence as the negative and stigmatized situation to be avoided. The connec-
tion between means (e.g., income) and independence when combined with expec-
tations of individual responsibility, western productivity, and moral values, blame
the dependent person and maintain his/her status as undeserving. As such,
independence seems problematic when used to describe the qualities of a person
requiring assistance. Before explicating these values further, however, it is impor-
tant to understand how the literal definition and implicit discourse has been
applied into practice within a home care policy.

Use of the Term Independence in Home Care

Using the home care policy within Quebec as an example,!! this section moves
beyond the literal definition to consider how independence has been interpreted and
applied in practice. Although it is clear that the term independence as it is currently
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conceptualized within the context of managed care, including cost restriction, has
a different meaning than within the earlier rights-based trend of community care,
current policy and practice do not clearly state what this term embodies. The
meaning of independence espoused in Quebec home care is not explicitly stated,
however, it seems to be used in three main ways: as a guiding value for the policy,
to determine eligibility criteria or access, and finally as an outcome measure.

Independence: A Guiding Value for Home Care

The first line of the policy on home care reads: “A large number of people with
atemporary or permanent disability wish to remain at home in their community for
as long as they can, leading as independent life as possible and taking responsibility
for themselves” (Quebec, 1994, p. 1). In this statement, which sets the tone and
rationale for the document, independence and the notion of home or community are
established as hopes/desires of persons with a temporary or permanent disability.
There is an appeal to the notion of home and community, and an implication that
aperson with a disability may live an independent and satisfactory life within these
settings. Not only does this statement connect independence to the notion of home
and community, but implies that this document and the policy behind it encourage
choice and support the wishes of persons with disabilities. Drawing connections
between the application of the concept and earlier transitions, it may be said that
the first stanza of this phrase seems to reflect the rights-based sentiments of support,
choice and responsibility. On first reading, and on the social level, the use of
independence as a guiding value for home care seems to respect the desires of persons
with disabilities.

At the same time however, this use of independence reflects appropriated
language which in the current context of care, establishes connections with
modern western elements of choice and individual responsibility and lends itself to
the new business rhetoric within care. Without trying to delineate the differences
within these discourses, attention will be drawn to the significant absences within
the opening stanza which have implications for interpretation. The word care or
support are absent, as is an explication of what is meant by responsibility. The
inclusion of care or support in this statement would represent a commitment to
care, implying an acceptance of need and support, as well as a commitment to
support persons with disabilities. The second major absence is the context in which
responsibility is interpreted. Although this use of independence as a guiding value
seems to involve elements of choice, the connections between independence and
taking responsibility for themselves seems to imply something other than choice.
In the context of twenty-first century capitalism including cost restriction, retreat
from the welfare state, and the new managed care, it would seem that “taking
responsibility for themselves” could easily be interpreted as the retreat of govern-
ment support, justification for non-intervention, and a move toward Margrit
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Eichler’s (1997) notion of “family-based care” in which the family (i.e., woman)
provides non-remunerative care. As such, choice and responsibility under the
conditions of managed care become very different than within the earlier rights-
based movements. Independence as a guiding value for home care is situated both
within social rights of choice and support as well as problematically connected with
competing rights-claims between groups, discourse on non-productivity, as well as
managed care discourse which has implications for older persons and persons with
disabilities.

Determining Eligibility: Dependence As Access

The terms independence and functional independence are both used within
home care without clarification of the differences between the two. It seems that
the use of independence in isolation represents the remnants of earlier social or
rights-based sentiments (i.e., rights, autonomy and choice) although appropriated,
while the use of functional independence, which focuses on limitations, seems to
play the largest part in determining eligibility and restricting access to services."?
Service eligibility is determined by classification within the target population, level
of functional dependence according to a standardized scale, and need. In general,
the target population for services includes “Anyone, regardless of age, who presents
one or more temporary or permanent disabilities, the cause of which is physical,
social or psychological, and who should receive part or all of the service he requires
in his own home” (Quebec, 1994, p. 6). As such, the policy frames eligibility in
global and inclusive terms, recognizes temporary or permanent disabilities as
progressive, and both recognizes and expects decline (Quebec, 1994, p. 6).1* While
a central concept is the ability to look after oneself, care providers and case
managers assess the level of care needed to prevent institutionalization. To achieve
this, eligibility is determined using a standardized evaluation tool which is func-
tional in nature;'4 persons seeking home care are ranked according to the severity
or level of loss of independence.

In this sense, it is not the global right to receive care that defines eligibility and
creates access to service, but restrictions according to the level of functional
dependence. Implicit within the use of functional independence is the consideration
of cost restriction, where services are provided only to those most in need;" priority
is determined by urgency of the need, degree of support by family and friends, and
socio-economic level. Standards of access are set quite high and are tied to medical
notions, making it difficult for persons to gain access to services based on
maintenance criteria or social needs; further, research suggests that resources are
insufficient to meet policy objectives (Lesseman & Nahmiash, 1993). As such, the
eligibility criteria seems to exclude persons based on a hierarchy of disability,
impairment, limitation, and decline. Similar to the formal definition, functional
independence is applied as the avoidance of dependence brought on by a progressive
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loss of functional capacity—disability is paired with loss and limitation, and need
is reduced to the measurement of the severity of bodily disability. Recognition of
capacities and lower level/maintenance needs are often absent within the
conceptualization and measurement of functional independence within home
care.'¢

Independence: Criteria for Measuring Service Outcomes

Functional independence, client and agency participation, and judicious and
efficient utilization of health and social resources, form the triad of goals for home
care services. (Quebec, 1994, p. 15) Connected with managed care ideals of
partnership and efficiency, functional independence becomes the implicit criteria
for judging the outcome of service. In the managerial context, which emphasizes
effectiveness and efficiency, goals are considered measurable outcomes. Independ-
ence, however, is a difficult concept to measure. Although the use of functional
independence may be useful to assess and restrict eligibility for health-related service
(e.g., physio) within a risk-based model, considering the expectation of decline, it
seems a rather unrealistic goal to assume that service-eligible persons with high
levels of functional impairment will surpass these obstacles. In typical goal setting
strategies, this matching of dependence as eligibility and independence as outcome
seems logical, yet in health and long term care, the matching of the goal and
outcome presents inherent contradictions as well as problematic conceptualization.
The achievement of independence depends on how the concept is defined. It would
not seem realistic for a person with a chronic degenerative condition to be
completely independent when independence is defined as not depending on the
support of others. Here we see how notions of productivity and individual
responsibility are caught up within independence. Further, questions must be raised
on whether it is possible or ethical to place human lives under the lens of financial
audit. Instead, a humanistic perspective has been suggested opposed to an “human
economy” perspective, which measures effectiveness and efficiency in dollar value
only (Clark, 1993, Gee, 2000). Conceptualization of independence as productivity,
responsibility, and self sufficiency as intended outcomes within care has the
potential to subject human lives to unrealistic and unethical standards, shape
services in an incremental fashion thereby failing to achieve service intentions, and
exclude the lower-level needs which may in-turn prevent later crisis. Drawing
attention to how independence operates in practice raises questions about the
underlying values, usefulness in relation to home care, and implications of using

independence in relation to older persons with disabilities.?

Exposing the Underlying Values

Situating independence within discourses of dependence and productivity as well
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as conceptions of the body, this section makes explicit some underlying values and
meanings of using independence within home care, and how these values are
problematic for older persons with disabilities. Discussions will focus on the stigma
of dependence, the concept of measuring bodies at risk, and mythical control,
which includes the denial of disability and difference.

Stigma of Dependence

For years now, authors have critiqued the matching of dependence, disabili-
ties, and burden (Walker, 1982). However, the current definition and use of the
term independence contextualized within western modern discourse of avoiding
dependence on the state, maintains the notion that older persons with disabilities
who require publicly funded services are deemed less valued. The use of independ-
ence involves an illusion of control and choice, especially when applied in home
care as an overarching value or moral guide. The illusion of choice is often evident
in the consumer rhetoric used to appeal to public debates, indicating that home
care represents choice.

Yet, instead of representing the control to choose services or make decisions,
which is advocated by disabilities rights perspective, control and choice within
home care are grounded in western modern discourse which positions persons with
disabilities as having a lack of control, as non-productive, and therefore a financial
burden. In relation to older persons with disabilities, assumptions about need and
cost of support intersect with attitudes about age. According to Jenny Morris
(1997), persons with disabilities confront the two main stereotypes of being
dependent and grateful or demanding and undeserving. While, these stereotypes
also apply to older persons, stigma of decline for being past “productive” years and
blame for poor financial planning also play into the discourse about older persons.
Although anti-ageist and anti-ablest arguments are often made separately, inter-
secting discourses about independence and dependence, which include the restric-
tion of public support, maintain and support the stigma of dependence for older
persons with disabilities.

Bodies at Risk

In addition to maintaining a stigma of dependence, the use of functional
independence within home care fragments the bodies of older persons with disabili-
ties, creates a hierarchical classification based on bodily impairment and risk, and
subsequently restricts access to services in the interest of cost. In both gerontology
and social policy, the normal body has been placed in opposition to the abnormal
body; gerontology has tended to study, classify, and pathologize the older body
(Katz, 1996), while, social policy has focused on discriminating between functional
and non-functional bodies to determine eligibility (Dean and Ellis, 2000). Meas-
uring independence or functional impairment to determine eligibility or access to
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services, when contextualized within service restriction and considered as a
medicalized notion has serious implications for older persons with disabilities. The
current conceptualization and measurement of functional independence seems to
deny differences amongst bodies, disability and decline. Framed in terms of
impairment and inevitable decline, older persons with disabilities are defined only
by their declining bodily capacities or absence of functional ability. As such,
although the older person and their families are often involved in service planning,
and may be given the space to discuss their needs, they often must fit into service
classifications of decline and available services.

Functional independence as risk determined through assessment of impairments
not only partializes the experiences of persons through body parts, but creates a
hierarchical classification of disability according to medical criteria, in which the
more-able disabled persons are excluded from services. This hierarchical classifica-
tion creates divisions amongst persons with disabilities based on an avoidance of
the stigma associated with death/decline. Further, the notion of restricting services
is contrary to notions of support and care. This notion of bodies at risk however,
does not exist within a vacuum. Within the current context, risk for older persons
may refer to the risk of death accompanied by stigma of devalue, as well as the risk
of increased costs. As argued by Nancy H. Harding and Colin Palfrey (1997), in the
era of medicalization, the search for a cure for aging is ultimately a search for the
cure to death. Age then becomes, as Sally Gadow (1996) says, the “death
rehearsal,” where aging is automatically paired with dependence, disability and
decline until death. It is these ideas which pair age, disability, decline, and death
with risk, need, and cost that are problematic. To restrict costs and control
demands, eligibility requirements for home care are set high and difficult to attain.
In the current context of service restriction, eligibility is limited through discrimi-
nating amongst varying bodies at risk. Further, although the rationale for risk is
often stated as the avoidance of institutionalization, the aging body undeniably
exists within a larger social context of productivity, which devalues the shift from
productive worker to unproductive, dependent person.!® As such, functional
independence and the ranking of bodies at risk perpetuates the dichotomy of body
and mind, structures inequality by restricting access and perpetuates the stigma of
both age and disability.

Mythical Control and the Denial of Disability and Difference

Within home care, notions of control are explicitly presented as the way to
achieve independence. Independence as control however, is not articulated in the
disability-rights sense of empowerment, choice, and control (Wincup, 1998), or
“control in principle” (Magnus Reindal, 1999). Instead, control seems to be
articulated in terms of Susan Wendell’s (1996) notion of the “myth of control”
or rational model of “overall control” (Magnus Reindal, 1999)" which refers to
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the “widespread myth that the body can be controlled” (Wendell, 1996, p. 93).

This myth of control maintains the Cartesian distinction between mind and body
and regulates that one must present the individual self as strong despite a weak
body. This myth indicates that all persons should have control of their bodies at
all times, and positions persons with illness or disability as unable to exercise
control, or less controlled, and therefore, less valued. Implicit in this myth of
control are discourses of normalcy which promote the avoidance of disability and
decline. The myth of control ignores and denies moments of interdependence in
life. Within the current context, this need for independence at all times is regu-
lated by market value; independence is not reinforced for those who earn a wage
and are therefore considered productive.

In contrast, the older person’s moments of dependence or interdependence
are viewed as an absence of control and deemed negative as a result of their
position in terms of labour and productivity. In addition, the underlying myth of
control within independence in home care, buys into the dichotomy of body as
pathological and self as normal. This notion of control over the body is problem-
atic in situations of expected decline. As such, there is a contradiction between
expecting control and independence and the experience of decline and need. As
such, the mythical notion of control within independence perpetuates harmful
notions about being older and having a disability.

Further, the use of independence in home care is located within a particular
ideological discourse, which denies differences amongst persons with disabilities
and between varying social locations.?” Undeniably, persons with disabilities have
real needs which are related to their disability. These may be in the form of standard
claims for access, but may also include specific individual needs. Independence
connected with the myth of control does not recognize the existence of systemic
issues such as inaccessibility and institutional ableism. The mythical control
emphasizes control of the individual subject, and therefore denies the need for
public support or interdependence. As such, western values of the individual
subject and individual responsibility within independence are placed as the norm;
possible social locations such as the place of some elders in the Aboriginal
community or grandparents within Asian communities are ignored and replaced by
dominant notions of the older body at risk. In current context of risk-based
restrictive services, available services may not account for differences in social
location, nor meet the individual needs of the person. Changing notions of state
combined with restricted notions of eligibility pose particular issues for older
persons with disabilities; older persons who do not meet functional criteria may be
excluded from services. As such, the right to support has been overlooked. The use
of independence as control is situated within a dominant western discourse that
denies both disability and different realities/experiences of older persons with
disabilities that dependant on social location.

Spring/Summer 2003, No. 51 39



Amanda M. Grenier
What Should Independence Look Like?

A Broader Conceptualization of Diversity and Difference

Having explored the meaning, practice application, and implications of using the
term independence in relation to older persons with disabilities, it is clear that
independence in the current context of managed care and cost restriction is a
problematic notion that cannot continue to be used as is. Independence as articu-
lated in home care is situated within a western modern discourse and is packed with
underlying assumptions that carry the implications of stigma, myths of control, and
hierarchical risk-provided services for older persons with disabilities. Independence
is more problematic when differences within disability and social location is
considered. If indeed the rising number of older persons does result in increased
demands for service, the use of independence for older persons with disabilities has
the potential to impact on the lives of many persons. As such, I am cautious of
making choices that further marginalize diverse persons with disabilities, and wish
to open a debate concerning how concepts, goals, outcomes, and values in
homecare should be articulated. The argument below intends to highlight the
tensions and struggles of conceptualizing a term and conditions which include
difference and diversity and are thus relevant for diverse older persons with
disabilities.

Although independence has become problematic within the current context, it
was not always so. The term independence offered much success to the disability
rights movement when conceptualized as choice and access to rights. Considering
Judith Butler’s (2000) suggestion to move between the language critique and
struggles of everyday life, although the use of independence in homecare raises many
questions for older persons with disabilities, it also has the potential to inform
change when articulated differently. As I lean toward reconceptualization of
independence along a continuum of acceptable conditions, I am aware of the risks
that since independence is inseparable from the current context, there is a potential
to both sustain ablest policy and/or fall short of making much needed change. In
the past, authors have suggested the replacement term interdependence as a more
inclusive and humanistic term (Leonard, 1997; Magnus Reindal, 1999). While 1
also suggest a more human understanding and would agree with the fundamental
changes inherent in replacement, I am skeptical of the position of interdependence
within the dependence/ independence debate. Further, I am not sure that the term
interdependence within the current context would avoid the continued movement
from state support which assumes that women will provide care services unrecog-
nized and without compensation (Baines, Evans, Neysmith, 1998). As such, I will
articulate how notions of human need, right, diversity, and difference may inform
the concept and application of independence so that it is relevant and important for
older persons with disabilities.
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The earlier successes of independence within the disability rights movement beg
the questions: Could independence be used within home care if it is conceptualized
as a choice and framed from a rights-perspective? How would independence look
under these conditions? Answering these questions draws in questions of rights and
human need. The use of independence as a right requires a base of commitment to
supportand the consideration of dependence and need asacceptable. In the current
context, dependence is perceived as negative, illegitimate, undesirable. Use of
independence conceptualized from a rights based perspective would require viewing
dependence as acceptable. In this sense, Pat Armstrong’s (2001) concept of the
“Right to Care” and Len Doyal and Ian Gough’s (1991) articulation of “Universal
Human Needs” are helpful as starting points.?! Independence would look very
different if care were considered as either a basic human right or a basic human
need. Both of these concepts represent a shift toward integrating both humanistic
notions into care as well as the all-inclusive or universal. As such, health framed
as a universal human right or need within homecare would alter the conditions
under which dependent persons are perceived and responded to. Such a commit-
ment to human notions of care and rights may lessen the dichotomy between
dependence as the state to be avoided and independence as the ultimate aim. In this
sense, independence may be conceptualized as relevant for older persons with
disabilities.

Following this, independence would look very different if care/support were
considered/provided as an entitlement. As an example, consider the Nordic
Welfare State where the choice of service provision places humanistic ideals at the
forefront. Although the placement of human need before economic need is
admirable, considering that this choice of humanistic rights means a sacrifice in
global competitiveness (Gough, 2000), it is most unlikely that the current context
will shift to this choice of welfare state. Yet, human need and care as entitlement
are useful concepts to inform priorities about care, which have and continue to shift
to a decisional framework of managed risk. As ill-health has an economic cost,
choices informed by human need, rights, and the commitment to care may actually
benefit the current system through preventative investments (Gough, 2000). This
choice to consider a human needs framework based on rights, and work within the
current limits is only a step toward greater flexibility in care. The intention is to
begin exploring ways that to move away from the stigma associated with depend-
ence/independence to a conceptualization that is useful for older persons with
disabilities receiving care.

In addition to human needs as universal values in homecare, flexibility must
be incorporated within this universal concept so that it does not continue to
exclude persons based on social location or essentialize diversity or difference
within experiences. Herein lies the integration of ‘thick’ needs which attempts to
understand the naming of needs in specific cultural contexts (Drover & Kerans,
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1993).22 As such, independence may be an acceptable term if the diversity and
different ways of achieving independence are recognized and taken into account in
relation to service. Acceptable conditions would mean that independence be
considered a western modern value that may not have the same meaning for all
persons (e.g., Aboriginal, Asian communities, etc.).

This flexible interpretation of need could include both the necessity of
meeting basic human needs as well as recognizing the importance of the ‘how’ or
the ‘process’ of having these needs met. In this sense, the focus on the differences
in how independence is conceptualized and negotiated is important. Subsequently,
independence may be interpreted differently depending on social location, culture
and identity. For one person or group, independence may mean choice, while for
another it may mean connection with one’s family, or maintaining an image of
oneself as strong despite decline. As such, a flexible notion of need may open
possibilities to take account of differences within human need and contribute to a
broader conceptualization of independence in homecare which is relevant and
useful.

Move toward a broader conceptualization of independence, which incorpo-
rates diversity and difference in home care, may be a relevant and useful concept
for older persons with disabilities. In this sense, I suggest that a more flexible
interpretation be adopted in homecare. This interpretation would be informed by
a social or human model of care, which both considers care as a human needs or
right, and accounts for different understandings and experiences of independence
according to social location and within-group differences. In terms of application
within homecare, | would make an important distinction between promoting
independence as a value or ideal (i.e., choice of how services would be provided),
and achieving independence as goal or outcome (i.e., avoiding dependence/myth
of control). Take for example the disability-rights argument, independence is not
about doing everything for yourself, but about having control over help is pro-
vided (Morris, 1997, p. 56; Oliver, 1989). In this sense, independence promotes the
flexibility for a definition that is inclusive and way of articulating that is helpful
as opposed to stigmatizing.?’ Independence within a human model would allow for
viewing the body as a site of resistance, where identity, need, and service delivery
could be negotiated. New conceptualizations such as this could assist older
persons with disabilities to negotiate or resist dependency and live within their
bodies as opposed to fragmented from them (i.e., embodied selves). It is from this
negotiated or contested position that we may view not only the similarities
amongst groups of older persons and persons with disabilities, but respect differ-
ences within.
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Notes

1.

5.

This article has limited the discussion of independence to the context of public

homecare services. As such, it neglects at least two central ideas. One is a discussion
of the real differences that exist between the target group of this article (i.e., group
labeled “dependent” in relation to homecare policy eligibility) and healthy older
persons who are not currently in need of service and/or may purchase these services
through the private market. The distinction of the ability to purchase services is an
important factor in the equation as persons outside and inside the public system are
most likely viewed in different ways. As such, it applies only to the group of older
persons considered “dependent” and the impacts that language choice within policy
may have on both the provision of services, as well as individuals and groups who
receive services. It does not intend to paint a powerless portrait of aging and/or
disability but to question the ways in which policy may organize experience. The
second idea that is neglected within this work is the recognition of various forms of
strength and/or resistance within individuals and groups of older persons and persons
with disabilities.

The term demographic transition is a term that refers to the increasing numbers of
older persons, implying that an increase in the number of older persons will have a
significant impact on the service sector. Demographic transition is often paired with
demographic crisis. For a discussion on this topic see Gee and Gutman (2000) “The
Overselling of Population Aging: Apocalyptic Demography, Intergenerational
Challenges, and Social Policy.”

Here, persons considered dependent refers to those groups eligible under targeted
social policy efforts. This includes older persons, persons with physical disabilities,
cognitive impairment or intellectual disabilities as well as mental health issues.
Terminology used will correspond with policy transitions; the use of older persons and
persons with disabilities separately reflects periods of time where these two groups
were considered separate target groups, while the use of older persons with disabilities
reflects the current eligibility for home care policy in Quebec which includes persons
with disabilities regardless of age. This article however, does not explore issues or
implications of grouping older persons and persons with disabilities, which are beyond
the scope of this paper. For a discussion regarding the definition and politics of
recognition as “Disabled” see Wendell (1996) Chapter One: Who is Disabled.

For a discussion of independence in relation to mental health see Goodwin (1997)
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11.

12.

13.

14.

15.

44

Amanda M. Grenier

“Independence, Risk and Cumpulsion: Conflicts in Mental Health Policy.”
Community care refers to the policy framework for care. This notion represented a
shift from institutional care to care provided in the community. The idea of community
care was that the ‘sick’ person lives at home and receives support from their family,
friends, and neighbours (i.e., community). At times, community care (i.e., policy
concept) and homecare (i.e., system of service delivery) are used interchangeably.
Parish-based services were the main service providers in Quebec. As such, the
response to dependent persons in Quebec has specificity, which is beyond the scope
of this paper. The role of church involvement adds another level of discourse and
means that the transitions in response to dependent persons were experienced slightly
different in Quebec. Notably, Quebec’s involvement in formal response to dependent
persons came later, but led the way in community-based services. For a discussion of
the emergence of social services in Quebec see Mayer 1988.

Within this discourse and debate on cost and burden, early notions of deservedness
were questioned; older persons privileged status gained through labour contributions
shifted to status of non-productive and therefore undeserving.

The examples below include only the specific meanings relevant to understand
independence in the context of health and long-term care. I have excluded the
specifications that were repetitive of the general definition (i.e., not dependent),
focused on ecclesiastical polity, linear independence (i.e., axioms), politics (i.e.,
independent labour party), media (independent broadcasting), and mathematical.
For a discussion of the development of dependence see Fraser’s “A Genealogy of
‘Dependency’: Tracing a Keyword of the U.S. Welfare State.” For dependence in
relation to older persons see Walker’s “Dependency and Old Age.”

Quebec home care policy is selected as an example of how independence is applied
within practice—not for it’s specificity or differentiation from home care policies
within other Canadian provinces, the United States or Britain.

By nature, eligibility criteria distinguishes between those considered needy or most
at-risk and those who do not meet the required guidelines for services. As a result, at
the same time as eligibility criteria permits access for some it is restricting access for
others.

This is particularly the case for high-risk clients who are recognized within a specific
profile. As a result of their profile, these clients are eligible to receive special services
or increased access in comparison to the regular population. Within Quebec home
care, clients assigned the “guichet unique” profile are recognized for being at high-risk
for institutionalization and therefore are eligible for targeted services within home
care. This profile however, is managed differently according to regional health
centres (CLSCs).

“Evaluation of Autonomy: MultiClientele” for the Region of Montreal-Centre includes
sections on State of Health, Living Habits, Activities of Daily Living, Mobility,
Communication, Mental Functions, Activities of Domestic Life, Psychosocial
Situation, Economic Conditions, Physical Environment.

Criteria to determine and rank the priority for service (i.e., 1-4) include the urgency
of need, the degree of support from family and friends, and socio-economic level
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(Quebec, 1994, p. 20). Examples given within the urgency criteria include psychosocial
crisis and hospitalization, while support and socio-economic need are determined by
clinical judgement and service allocation committees.

16. Here, there is a major contradiction between the intent of the program reflected by
its title and the reality of what needs the program is able to meet under the current
conditions. The program title indicates that it is about maintenance and support,
perhaps remnants of the earlier rights-based notions of care, while in the current
context, lower level, or maintenance needs are not included within the priority
system. This difference between intent and reality seems to expose a service gap
which exists for older persons with lower level needs to receive home care support.
This raises questions regarding the options available for these clients.

17. Please note that these divisions are false, the use as value, eligibility and outcome are
overlapping and not as falsely separated as in this text.

18. Note that the current context of productivity only recognizes persons who have made
labour contributions as productive. In this sense, productivity is also a gendered
concept, which has implications for women who have made unrecognized contributions
(i.e., caring) as opposed to involvement with paid labour.

19. See Magnus Reindal (1999) for a discussion of the models of personal autonomy.

20. Here social location refers both to diversity along the lines of ability, age, ethnicity,
“race,” sexual orientation, socio-economic status, as well as differences within the
category of disability which would result in different experiences and needs.

21. Here [ am referring to the overall concept of Universal Human Need within Doyal
and Gough’s (1991) “A Theory of Human Need,” not necessarily the basic need
satisfiers or minimum level of living.

22. For a debate on “Thick” and “Thin” Theories of need see Doyal and Gough (1991)
who suggest a “thin theory of need” (i.e., best level of need satisfaction), and Drover
and Kerans (1993) who suggest a “thick theory of need.”

23. This articulation would require additional attention when cognitive or decision-
making abilities are considered, as well as exploration to determine those who may
be excluded by this change.
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