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Unpaid Health Care Work: An Indicator of Equity. Summary
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Unpaid health care is a gender issue, an equity issue and a human rights issue. It is a gender
issue because women and girls throughout the world do the overwhelming majority of unpaid
health care. It's an equity issue not only because women do much more of this labour and more
of the labour that is most demanding and daily. It is also an equity issue because women with
the fewest economic resources are the most likely to do the heaviest work and because those
who need care experience inequities in the amount and quality of care they receive as a result.
Recognizing, as the Universal Declaration of Human Rights (1948) does, that everyone has the
right to health means recognizing that unpaid health care is a human rights issue because those
who provide unpaid care too often suffer disproportionately from ill health as a consequence of

this work and are thus denied the highest attainable physical and mental health.

The right to health includes the right to provide or not provide unpaid health care, and thus
access to the conditions that support this right. Yet the demand for unpaid care is growing while
the alternatives and supports to unpaid health care are not. Across countries in the Organization
for Economic Cooperation and Development, more than one in ten adults does unpaid care
work and this is the case for one in three adults over age 50. Two thirds of the care workers
over age 50 are women." Half a million Canadian women compared to a quarter million men,

spent 10 or more hours a week providing unpaid care or assistance to seniors.?

This paper makes the case for unpaid health care labour as an indicator of equity in health
services, and identifies strategies for addressing the inequities that result from the nature and
distribution of unpaid care work. It recognizes the tensions that need to be balanced when
developing strategies and argues that contexts must be taken into account in determining the
most appropriate ones. It is a policy paper intended to provide an integrated picture of the
factors shaping changes in unpaid health care work, in the nature, extent and distribution of this
work , and of the consequences not only for individuals doing the work but also for the labour
force , for those with care needs and for societies in general. It is designed for a broad
audience, including policymakers, health care workers, health care advocates and members of
the general public. It seeks to contribute not only to analysis of health policies but also to the

development of new approaches to equity in the health field.



Contexts: There are political, economic, technological, demographic, health and value factors
shaping the changing demand for and nature of unpaid health care. While the impact of any
specific factor varies not only among countries but within them and while the various factors
interact in different ways, there are some common patterns. The aging of the population,
declining fertility and smaller households, technological advances that allow more care outside
hospitals as well as longer survival for those with disabilities, the growing demand for female
labour force participation combined with new managerial practices, and new policies
emphasizing free markets and free market strategies together contribute to a growing demand
for unpaid health care work that is combined with a decreasing number of people available to
provide the labour. These developments are shaped by new values stressing individual

responsibility and old ones assuming women naturally do such work willing and well.

Unpaid Health Care Activities: Unpaid health care involves a host of overlapping and
increasingly complex activities. The six identified here cover broad categories that are involved
to varying degrees depending on the country, the location within the country and the person with
care needs. They include Instrumental Activities of Daily Living which are for healthy people
usually provided in and by household members and mostly by women; Activities of Daily Living
which involve those things such as bathing which we most commonly do for ourselves; nursing
care which is mainly about medical care formerly provided primarily in institutions; health care
management which has become increasingly important as care is fragmented through
privatization; advocacy, which has also become more necessary as governments cut back
services; and finally the social and emotional support which, although often provided in
households, has altered significantly as more people are sent home quicker and sicker. These
various aspects of care may be provided by the same person, by different people or by more
than one person at a time and for more than one person. The location of the unpaid work also
varies. Not everyone has a home and not everyone in a health care facility receives the full
range of support, creating the need within these facilities for various forms of unpaid health

care.

Unpaid Care Workers. The daily work of providing unpaid health care and especially the
personal care is disproportionately done by women in every country for which we have data.
Men not only do less; they are also more likely to do the work that is more flexible in terms of
when and where it can be done. Children, too, provide care and so do neighbours, volunteers
and some workers otherwise paid to do the work. However, there are differences within these

patterns depending on location, culture and economic status, with poorer women doing more



and heavier care labour with fewer supports. Although some women have the resources to pay
others to do the work and some countries provide paid care at home, the overwhelming majority
of health care work in the home is unpaid and that even when some paid care is provided,
unpaid work is still required and is still done. Equally important, those paid to provide the care
are frequently low-paid workers who have migrated across and within national boundaries to do

the care labour while leaving a care deficit at home.

Consequences: Unpaid health care has consequences Canadian research found

for both the individuals who need care and those who that, among those providing
four or more hours of care a
week, approximately two-
thirds of the women and
families and others. Governments too are affected, as nearly half of the men

are employers and the labour force. Unpaid health care experienced significant job-
related consequences."

provide it. It has an impact on families and on the next

generation as well as on social relationship between

has an impact on health and costs, on social solidarity

and on equity. It may be
done willing and well and In Argentina, more than nine out of
it may be rewarding for ten unpaid care workers are women
both those who need the and women account for more than
four out of five providing care in

services and those who Chile, Cuba and Uruguay.

provide them. However,

this is most likely to be

the case when alternatives and supports are in place. Otherwise, the consequences are more
likely to be negative. Given that women bear the primary responsibility for the most intense and
long-term unpaid health care, it is women’s health and future that is most at risk as the pressure
to do the work and the work itself increases. In addition, the unpaid work limits women’s labour
force participation in ways that can make them more economically dependent on men, limiting
their power in the household and beyond. It can also mean they cannot do their best at their
paid job. It is not only the women doing the unpaid work who are at risk however. Men who take
the primary responsibility for providing intensive care also experience negative consequences.
Employers and governments can also face rising costs as a result, and so can the next
generation. What suffers as well is equity, with women who are poor in particular losing out and

differences among women increasing.



Strategies for Equity: Assessing the strategies for equity in unpaid health care work involves
both an analytical framework and an ethical one, as well as an evaluation of impact. A useful
analysis of unpaid health care takes context into account, recognizing both overall patterns
within and across countries as well as differences among them. It recognizes not only the
developments but also the forces and power differentials at play, along with their consequences.
In that play, the female unpaid care provider is often the least powerful and the most vulnerable
and it is the poorest women, regardless of location or culture, who are most likely to provide the
daily, heavy unpaid health care and who have the fewest options. While ideas about women
play a role, they are far from the only factor contributing to the increase in the demand for
unpaid health care work or to women'’s responsibility for that work. Thus strategies that focus
primarily on values rather than on the structures and institutions that enforce women’s work are
bound to fail, as are strategies that focus on men doing more of the unpaid health care labour.
As the World Health Organization report on ethical choices in long-term care makes clear,
“putting respect for human dignity at the centre of the social paradigm means accepting laws
and social practices that protect the weak and vulnerable from domination, exploitation and
neglect”.® Both the unpaid health care provider and the person or persons for whom they
provide care are weak and vulnerable in many cases. Their relationships, as well as their health,
are too often at risk and inequities grow. Governments have an interest and the leading
responsibility in ensuring people are treated equitably, and with dignity and respect. To do so
means avoiding the assumption that unpaid health care is provided willingly and well by women;
that health care needs are the same for everyone or that households have the time or
membership to provide care. The goal must be the right to care, which implies the right not to

provide and not to rely on unpaid health care.’

There is an array of tensions in policy options, tensions that are often the result of assumptions
and values rather than of evidence. These tensions, which combine and balance in different
ways in different places, need to be made explicit and taken into account in developing
strategies for equity. These include tensions between affection and obligation; between rights of
the workers and rights of the person requiring care; between decision-making at the care place
and outside it; between paid and unpaid workers; between levels of responsibility; between the
short and long terms and between support that encourages women’s unpaid health care work

and those that allow women real options.

The most important supports are related to basic rights, including appropriate housing, a

guaranteed minimum income as well as decent wages, and health services. These are the



most fundamental to human rights but they also have a profound impact on what unpaid care is
required, on how it is provided and on whether those who willingly do the unpaid care work can
reach the highest attainable physical and mental health. Respite services and adult day care
can relieve some of the workload but may also serve to reinforce women’s responsibility for the
rest of care. Training and appropriate, accessible information can improve the quality of care
and relieve some of the anxiety involved in the work but it too may primarily serve to ensure this
is women’s work. Employment supports such as flexible work hours, care leaves and carer
pensions can make it easier to combine paid and unpaid care work but can also ensure women
take on double workloads. Cash and tax supports, while some help, too often reinforce the low
value attached to the work and limit options. Developing any of these strategies requires the
measurement and valuing of unpaid health care work, although this too must be undertaken
with care to ensure the data are an accurate reflection of what women and men, as well as boys
and girls, actually do and what is required. Developing these strategies also requires an
assessment of the impact on equity not only between women and men but also among women

and for children.

It is clear that, regardless of location, the right to care for both providers and recipients requires
structural supports from governments, employers and communities and real alternatives to
unpaid health care work for those who now provide or are pushed to provide the labour and for
those who need the care. It is also clear that the demand for unpaid care cannot continue to
grow without profound negative consequences for individuals, families, communities, employers
and governments. Indeed, the demand needs to shrink. Without such strategies, inequalities will
increase not only between women and men but also among women and among men. It will also
increase among countries, which is one reason why unpaid health care work provides an

indicator of equity.
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Unpaid health care is a gender issue, an equity issue and a human rights issue. It is a
gender issue because women and girls throughout the world do the overwhelming
majority of unpaid health care. It's an equity issue not only because women do much
more of this labour and more of the labour that is most demanding and daily. Itis also
an equity issue because women with the fewest economic resources are the most likely
to do the heaviest work and because those who need care experience inequities in the
amount and quality of care they receive as a result. For example, in 2006, half a million
women compared to a quarter million men, spent 10 or more hours a week providing
unpaid care or assistance to seniors, with half those women putting in 20 or more
hours." If we are to recognize, as the Universal Declaration of Human Rights (1948)
does, that everyone has the right to health, then unpaid health care is a human rights
issue because those who provide unpaid care too often suffer disproportionately from ill
health as a consequence of this work and are thus denied the highest attainable
physical and mental health. This includes the many children, and especially girls, who

also do such work.

The right to health requires the right to provide or not provide unpaid health care, and
thus access to the conditions that support this right. Yet the demand for unpaid care is
growing while the alternatives and supports to unpaid health care are not. Across
countries in the Organization for Economic Cooperation and Development, more than one in ten
adults does unpaid care work and this is the case for one in three adults over age 50.
Two thirds of the care workers over age 50 are women.? Half a million Canadian
women compared to a quarter million men, spent 10 or more hours a week providing

unpaid care or assistance to seniors.?

This paper makes the case for unpaid health care labour as an indicator of equity in

health services, and identifies strategies for addressing the inequities that result from



the nature and distribution of unpaid care work. It recognizes the tensions that need to
be balanced when developing strategies and argues that contexts must be taken into
account in determining the most appropriate ones. It is a policy paper intended to
provide an integrated picture of the factors shaping changes in unpaid health care work,
in the nature, extent and distribution of this work, and of the consequences not only for
individuals doing the work but also for the labour force, for those with care needs and
for soci/eties in general. It is designed for a broad audience, including policymakers,
health care workers, health care advocates and members of the general public. It seeks
to contribute not only to analysis of health policies but also to the development of new

approaches to equity in the health field.

Unpaid health care is complex in terms of the contexts, the activities, the actors, and the issues.
It is becoming increasingly complex as demand for such care grows alongside fundamental
alterations in the nature of the care required. Although it is difficult to capture unpaid health care
in all its complexity —in part because unpaid care has not been a top priority of governments-,
there is more than enough evidence to identify the main factors that are shaping unpaid health
care, the consequences for different populations, and the urgency of developing policies in this
field. As the Human Development Report 2010 makes clear, “people are the real wealth of a
nation”. Assessing “whether people can lead long and healthy lives, whether they have the
opportunity to be educated and whether they are free to use their knowledge and talents to
shape their own destinies” is a critical measure of a country’s success.* Unpaid health care
serves as both a reflection and a gauge of a nation’s human development. It provides an
indicator of the growing inequalities between women and men as well as among them that are
the subject of increasing concern throughout the world. It is a means of addressing inequities for
both those who need such care and those who provide it. Unpaid health care also has
consequences for the formal economy, as well as for the future of women, of families and of the

next generation. As a result, governments everywhere have a responsibility to take action.
The Contexts Shaping Unpaid Health Care

There are political, economic, technological, demographic, health and value factors shaping the

changing demand for and nature of unpaid health care. While the impact of any specific factor



varies not only among countries but within them and the various factors interact in different

ways, there are some common patterns.

Demographic changes are both the most discussed and the most obvious factor influencing
demand for unpaid care. Although life expectancy has declined in former Soviet Union countries
and in nations where HIV or armed conflict have had a heavy impact, people are living longer in
most countries. “Life expectancy is expected to rise across all categories of countries and is
projected to increase from 68 years to 81 by the years 2095 to 2100”.° In Latin America and the
Caribbean, for example, life expectancy has increased by 24 per cent since 1970.° As of 2011,
life expectancy in all countries included in the Pan American Health Organization is at least 70
and women can expect to live longer than that.” Living to be over 70, as more people now do,
does not necessarily mean health care dependency or even significant care needs but even if
the proportion of the older population requiring care remains the same, the actual numbers will

increase significantly.

Whether the aging population will need care and of what kind is partly shaped by the kinds of
lives these older people have experienced and both the nature and the range of alternative
supports available. Data from PAHO countries indicate considerable variation in the need for
care, with for example one in five Argentinean older women experiencing limitations in coping
with daily living in ways that mean they require assistance, compared to a quarter of Chilean
women.? Older men are considerably less likely than women to experience such limitations in
part because they have shorter life spans, although the gap between women and men also
varies by country. For example, a quarter of older Cuban women experience limitations in
relation to the carrying out essential tasks for themselves on a daily basis while this is the case
for 14 per cent of the men.? These gender differences have important implications, given that
women are likely to need care and for a longer time period at the same time as they are
expected to do the care work. Income is a critical factor in all countries in the need for unpaid
health services, with higher socio-economic status associated with better health as well as with
more opportunities to hire health services. Because women are more likely than men to be poor,

they are less likely to be able to either pay for care or hire substitutes for their labour.

Households are also changing in ways that have profound implications for unpaid care
provision. Although it is important to avoid assuming that all families, and especially the women

and girls within them, have traditionally provided unpaid health care willing and well, it can be
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assumed that most of the unpaid care provided in households has in the past been provided by
the females within them. And although it is also important to avoid assuming that traditionally all
households had an earning husband and a wife and/or daughters —as well as other extended
family members- available to provide care, it can be assumed that new patterns in household
formations alter who is available or able to provide care. These patterns vary across and within
countries. For example, fertility rates are still quite high in some countries in the Central
American Isthmus,'® but there are some clear overall demographic trends. “The projections also
indicate that population ageing is the fastest in low-fertility countries. Today, 11 per cent of the
population in low-fertility countries is 65 years or over. In 2050, the percentage is expected to be
26 per cent for this age group.”"" In 2011, fertility rates throughout the region were very close to
those in the United States and some were lower."? Fertility decline means there will be fewer
children around to do care work for aging parents or other siblings with disabilities, even

assuming children did so in the past and would or could do so now."

Moreover, children and even spouses are increasingly likely to seek employment far from their
family of origin, making unpaid care difficult if not impossible to perform. Urbanization has also
disturbed family and neighbor connections. Extended families have become less common, with
fewer people per household, while same-sex marriages that tend to involve few children have
become more common'*. Because women tend to marry men older than them and to live longer
than men, they tend to be without a partner in old age even if they stayed married. Meanwhile,
the number of divorces is rising, and more never-married women are parenting alone. “One-
parent families are soaring in Latin America and, in particular, in Brazil”,"® while lone-parent
families accounted for one out of four Canadian families with children.'® One—parent families
have fewer resources and the majority are headed by women with low incomes. Remarriage
after divorce may create larger households but reconstituted families can bring more people
requiring care. HIV and armed conflict in particular have devastated households, often removing
those most likely to provide care. In addition, a growing number of women are migrating within
and across national boundaries to do care work, in the process leaving their own families
without access to any unpaid care contribution from them. The growing numbers of homeless
are usually without family or estranged from them, and thus are unlikely to have family willing or

able to provide care.

Neighbourhoods and other social networks are also changing. If you google social engagement,
the most common sites talk about social media and the ways people connect over the web.

While such technologies expand acquaintance networks and may link families, there is little
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indication that they could or would provide a source of unpaid health care. Canadian data show
that half the respondents did not know their neighbours and only a minority belong to the kinds
of community and religious organizations that provide volunteer health care services, including

the kinds of social support networks essential to health."”

With the exception of changes in women’s economic activity, economic factors shaping the
growing demand for unpaid have received less attention. The focus women’s paid work is not
surprising given the assumption that women are able and willing to do the unpaid care work. A
growing number of women are counted among those who supply labour for the production of
goods and services in virtually all countries. With the exception of the middle east, Pakistan and
a few other, mainly very small countries, significant portions of the female populations over age
15 are now active in the formal labour force and many are active in the informal one.'® Among
member countries in PAHO, the majority has 50 percent or more of the women defined as part
of the formal labour force. While women'’s increasing education levels play a role in motivating
them to seek paid work in the formal economy, the overwhelming majority of these women enter
the labour force because they need the money." In spite of the continuing labour force
segregation that keeps many women in the lowest paid jobs, women’s income has helped
reduced inequalities in Latin America.”® However, even with rising female labour force
participation inequality has been growing among households in the wake of the most recent
economic crisis?'. Moreover increasing numbers of women are the sole economic support,
because either they do not have a partner or their partner is unemployed. It is difficult to tell how
many are involved for how many hours in the informal economy but this work too has an impact
on the time available for unpaid health care. In Latin America, for example, it is estimated that

58 per cent of women workers are in the informal sector.?

But the economic issues shaping unpaid health care are about more than women’s growing
labour force participation. With the emergence of managerial practices justified in terms of
global competition and flexibility, the work itself is changing. As a result, women and men are
working longer hours in their paid jobs and they move from job to job more frequently. Women
especially often work irregular hours that make it difficult for them to take on regular and unpaid
healthcare work involving heavy time commitments.?® Indeed, with employment becoming more
precarious for women and men, few may be willing to leave work or refuse overtime in order to

provide care because they may fear losing their jobs. For many, technology and pressures to
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compete combine to extend the paid work day into the home. Moreover, some paid work has
been moved into the home, which may make it possible for women to combine it with unpaid
health care but may also make it difficult to do either job well. Moreover, this intensification of
work can mean neither women nor men have energy left to take on unpaid care work at home.
This is especially the case for the women who make up the majority of the paid health care

labour force and of those in precarious employment.?

“Ninety per cent of

HIV/AIDS care-giving takes
Domestic Product (GDP), also varies considerably place outside of hospitals”.’

The rate of economic growth, as measured by Gross

among countries in the Americas.?® A significant

number have registered a decline in recent years and

this decline shapes ideas about the possibilities for supports for unpaid and paid health care by
governments. Some aspects of the informal economy that produce goods are captured in this
indicator but these measures of GDP exclude unpaid care work. As a report prepared for the
United Nations Research Institute for Social Development points out, this approach to
measuring economic output “could well result in ill-thought-out policies if they do not take into
account unpaid care work and its interaction with SNA [System of National Accounts] production
as well as its impact on the general well-being of the population”.?® The result is that much of
women’s work remains invisible in the economic accounting and the accounting itself provides
an inaccurate basis for planning. In addition, lack of investment in supporting paid and unpaid
health care now could mean higher costs in the future in terms of the labour force supply as well

as in terms of medical costs.

Technological advances, including mechanical, medical and therapeutic ones, also contribute
not only to the growing demand for unpaid health care but also to its changing nature. New
technologies have made it possible to do more day surgeries, sending people home for their
recovery while still in need of considerable and complicated care. Technologies have also been
critical in allowing people to live after severe injuries or with chronic illnesses, often at home.
Those with HIV, for example, are living longer and living outside facilities. “Ninety per cent of
HIV/AIDS care-giving takes place outside of hospitals”.?” Although the prevalence of other
communicable diseases has been declining in PAHO member countries, chronic ilinesses have
become more prevalent.?® Such conditions often require extensive and daily support. Equally
important, technologies have made it possible to send home the kind of care previously only

possible in hospitals. People now go home with catheters, monitoring devices and oxygen
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masks, have dialysis and a wide range of injections, and frequently require a variety of therapies
and complex equipment. Technologies can be used as well to link patients at home with
professionals outside it or to family members, reducing the need for transport to services while
increasing the amount of care left to be done at home. “For example, for seniors receiving home
care services, a medication monitoring system equipped with a sensor-trigger system allows
family members to monitor which medications were taken when from anywhere in the world.”*
This is not sending care back home but rather using technologies to relocate care, mostly to
unpaid providers who are usually unqualified for the increasingly complicated care work

required.

More babies are surviving with disabilities, thanks in part to new technologies and health
services for pregnant women. Others become disabled in later years as a result of injury or
illness, malnutrition, lack of health services, abuse and alcohol or drug addiction, to name only
some of the major causes. War is also a significant factor in the growing number of disabled. All
these developments mean there are a growing number of young people who need care on a
daily basis.*® Current estimates indicate that 10 per cent of the world’s population lives with a
disability and most of them are in low-income countries. According to the World Bank, between
80 and 90 per cent of people in Latin America and the Caribbean with disabilities do not have
paid jobs.*" They are less likely than others in the population to have higher education or paid
jobs that would allow them to purchase care.* In the majority of nations women are more likely
than men to live with disabilities,* often making it more difficult for them to provide care for

others.

Political developments influence the demographic, economic and technological factors
shaping demand for unpaid health care. The decades-old emphasis on market strategies has
had a profound impact. Tax cuts intended to promote competition, combined with an emphasis
on smaller government and concern over rising government debt, have resulted in smaller and
fewer public health and social services. The imposition of structural adjustment policies have
also meant a significant reduction in public services, including health services and a range of
social supports that had helped both those who need health services and those who provide
unpaid health care. Most of those who provide these public services and of those who use them
are women. Meanwhile, the market strategies applied to the public services that remain have
resulted in women especially losing paid work in the public sector at the same time as they have

been pressured to take on more unpaid health care work that has been sent home. As a report
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for the World Health Organization puts it, “Under the guise of health reform, some societies are
offloading responsibility from the central government to the least capable and most vulnerable
local authorities and family units, without a concomitant decentralization of resources.”* And
‘family unit’ usually means women. Similarly, a report for the United Nations identifies the “ever
growing gap in services and safety nets on the part of governments associated with health
sector reforms, decentralization, privatization and cuts to social spending” as critical factors in
the increase in demands for unpaid care work.* Governments to varying degrees have
promoted responsibilization, encouraging the voluntary sector, families and individuals to take
responsibility for their own care in ways that increase the amount of unpaid care required.*® The
extent to which countries have privatized or failed to develop public services varies significantly
by country, however. “In Latin America and the Caribbean, health financing schemes differed
according to the income level of the country”, with the poorest countries offering the least public

support and services.*’

Values also have an impact on the demand for unpaid care. There are a host of often
contradictory developments in expressed and assumed values that influence the demand for
unpaid health care. While there are significant differences among countries in terms of values,
there is increasing emphasis placed by governments and economic leaders on individual and
family responsibility for care. This responsibilization®® is often characterized as choice but

without options this choice may reflect “compulsory altruism”®

or “conscription” into unpaid
health care work, especially for the women and girls who are assumed to be natural
caregivers.*’ Furthermore, choice is often equated with having services available for hire and
thus with the ability to purchase-an ability many, and especially many women, do not have. At
the same time, women are described as choosing to take on paid work, even though economic
need is the primary motivation for women’s paid employment. Increasingly, governments have
been promoting a restriction of services to their ‘core business’ and the transfer of services to
the private, often for-profit, sector where costs are higher and access more limited. This
emphasis has coincided with a strong critique of institutionalization as oppressive and hospitals
as dangerous places in terms of infections, malnutrition and loss of mobility. The critique is

linked in turn to stress on independent living for those with disabilities.

There is as well a widespread belief that the best and preferred care is at home, assuming there
is a home, and that families or more particularly the women within them, want to and can

provide quality care. And there is also an assumption that most want to die at home. Yet
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Canadian research “offers little empirical evidence that the first choice of most frail elderly is to
depend on family for hands-on caregiving, nor that most family members would freely and
willingly choose to do so”.*' Indeed, North American research suggests that income and
education matter at least as much as culture in terms of the kinds and amounts of unpaid health
care women provide. Those who can afford to buy services or can access public services do
s0.%? Similarly, research in Nicaragua shows that although for both women and men there is a
“clear pattern of diminishing participation rates” in unpaid care work with rising income and of
fewer hours put into such work, this is especially the case for women.*® In contrast, a Mexican
study of parents providing care for children with multiple sclerosis concluded that their relatively
high level of satisfaction could be attributed to “familism” values and high respect for people with
disabilities.** However, this care was provided more often by low-income families with little
access to alternative services and the values were used to explain data and were not measured
in the data. Caution is needed in assuming not only that some cultures or genders naturally
want to provide unpaid care or that providing care means it is a choice but also in assuming that

stated values match practices or that practices result in quality care.

In addition, there has been a growing conviction that markets and for-profit practices provide the
most effective and efficient services and supports. This is combined with the assumption that
private delivery and the right to buy allows more choice. However, like the belief that all women
can and want to provide unpaid, appropriate care, it is a value that tends to be based on belief
rather than evidence. Unquestionably, when services must be bought there are those who
cannot afford to buy. Moreover, there is little evidence to demonstrate that the quality is better
when access declines as a result or that the for-profit sector provides better care. As markets
increasingly dominate in health services, they become luxury, private goods rather than
accessible public ones and access to health care is no longer a human right or even understood

as such.

At the same time, there is demand for more and better services or supports of various kinds
from governments. According to a European Commission report, “the number and influence of
vocal patient groups and self-help groups is likely to increase and the trend towards
internationalizing health interest groups is set to grow.”** Alongside these value shifts is the
continuing belief in the importance of encouraging the education and labour force participation
of women and a commitment to equity, both of which depend to some extent on government

intervention and which cannot be easily combined with more unpaid health care. This contrasts
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with the persistent idea that care is women’s responsibility and that care is about “love,
attachment, duty and reciprocity” and not about work.*® Without pay in a world where more and
more services are valued in monetary terms, the unpaid labour in health care has less value
than other work. Without supports, those who do want to provide care find it difficult to do and to

do well.

In sum, a growing number of people require unpaid health care and the care they require is
more complex than in the past, even though few have the necessary training to do the work
effectively. At the same time, fewer women or other family members are available to provide
unpaid care and governments have not only failed to fill the gap; they have cut back on services
and introduced reforms in ways that increase demand. Meanwhile, shifting values
simultaneously promote individual responsibility for economic survival and health care while

emphasizing women'’s place in the home providing unpaid health care.

Unpaid Health Care Activities

Unpaid health care involves a host of overlapping and increasingly complex activities. The six
identified here cover broad categories that are involved to varying degrees depending on the
country, the location within the country and the person with care needs.*” They are briefly
described in order to provide a basis for understanding the scope of what needs to be done,

who does it and what is required to promote equity.

The most common form of care work required is what in the literature is called Instrumental
Activities of Daily Living (IADL). These activities primarily involve those usually provided in
and by households. They include cooking, shopping, cleaning and laundry as well as home
maintenance tasks and any other work frequently done in and around the home. In some
countries or households it may also include work such as feeding and tending to animals,
carrying water or other forms of household production. Some of these tasks must be done on a
daily basis and at specific times but many of them are more flexible, allowing care providers to
undertake them when their schedules allow. Many mean adding to the usual daily tasks,
although the workload is often more intense and the task frequently take more time. If the
person providing care does not live in the household, traveling is added to the work time.
Equally important, the tasks may have a significantly different form and even dangerous

consequences for both worker and the person needing care when they are provided for
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someone who is ill or disabled. For example, clothes from those with infectious diseases may
have to be washed separately and in particular ways and diets may require special preparation,
as is the case with diabetics. As a result, the quality and the risk of care become the

responsibility of the person-usually a female- doing the tasks rather of the health system.

A growing number of people require more than assistance with these instrumental activities
however. What are termed Activities of Daily Living (ADL) refer to much more personal and
increasingly medical aspects of health care work. These include assistance with dressing,
bathing, eating, using the toilet, brushing teeth and combing hair. Incontinence care is
increasingly common, as is the need to lift and move people in and out of bed. In short, this
work involves the direct, personal care that individuals who are able usually do for themselves.
Those who return from day surgery, have disabilities, or have become frail in old age may also
require assistance getting around the house, or moving outside it. Most of these tasks must be
done on a daily basis and many must be done according to a strict schedule. Some must be
done around the clock and may be made more difficult by the need to travel to provide care. All
require extra effort and some skill when they are done for others and when those others are

frail, disoriented or disabled.

There is a third set of tasks that are also becoming more visible as health reforms and new
technologies are put in place. They include giving medications, inserting needles, changing
dressings, monitoring temperature or blood pressure and using a variety of equipment such as
catheters, oxygen masks and feeding tubes. These tasks could be defined as nursing care,
even though they are seldom carried out by people with formal nursing credentials. Nurses not
only have the education to ensure they know how to do the work but they also have a
professional code of ethics covering their practices and often some form of collective
organization to protect their rights while those doing unpaid health care work seldom have any

of these.

A fourth, less visible but increasingly important form is health care management. While most
care providers do some care management, some are primarily managers and care navigators.
They investigate and arrange for more formal care services, as well as ensure such services are
provided. In effect, unpaid providers act as what in the formal system are called case managers,
determining hours of service and eligibility, making appointments and convincing care recipients

to participate. They mediate between the formal and informal system, as well as between the
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system and the person with care needs. Managing money, completing forms, assembling
documents, investigating options, and tracking tests results are all part of care management.
Some aspects of care management are possible to do from a distance and offer considerable
flexibility in terms of when they must be done. However, other aspects can only be done at the
convenience of the formal system. The program and office support provided by volunteers in
hospitals and other health care facilities could also be classified as management work. Similarly,
the fundraising done for various health care services could also fit in this category.*® It is work
that requires both knowledge of the system and equipment such as computers in order to do

some of the tasks.

A fifth form of care work has to do with associated activities done in relation to those outside the
home. Care providers often have to spend considerable time and energy advocating,
individually and through organizations, for care and supports. They frequently have to educate
others about the particular health issues faced by their disabled children or older relatives.*?
This advocacy work is time consuming and, like other aspects of unpaid health care work,

requires considerable knowledge and time to do effectively.

Finally, there is a form of unpaid health care work that should pervade all other forms but may
constitute the primary aspect. Everyone requires social and emotional support. But those who
have undergone surgery, live with disabilities or live into frail old age have particular needs for
companionship, for touch, for listeners and talkers. This is especially the case if they are not
able to leave their beds or their homes. The need is particularly great for those requiring
palliative care. Such support may be combined with other tasks; it may be done from a distance
and does not necessarily have to be done at specific times. It is work that is often assumed to
come naturally to women but it is a skill taught to formal care providers because it is both an

essential and learned capacity for health care work.

These various aspects of care may be provided by the same person, by different people or by
more than one person at a time and for more than one person. The location of the unpaid work
also varies. It is not necessarily provided in homes. Not everyone has a home and the homeless
may received some unpaid support on the street or in the shelters where they live. Not everyone
in a health care facility receives the full range of support, creating the need within these facilities
for various forms of unpaid health care.*® Emotional and social support has long been expected

from families and friends regardless of location, and this is especially the case for women.
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However, increasingly paid workers in facilities are unable to carry out the full range of tasks
required and must leave them to be done by unpaid providers or work unpaid overtime
themselves in order to get the job done.®’ Unpaid workers empty bedpans and feed patients,
warm blankets and supervise exercises, to name only some of the tasks done by unpaid
workers within care facilities. It is also important to note that, while it is possible to identify the
needs for and aspects of unpaid health care work, there is no guarantee that such work is done

or provided well and willingly.

Who Provides

Families, relatives, friends, neighbours, and volunteers individually or through organizations
constitute the unpaid health care labour force. Who does what for how long each day and over
time is difficult to determine, as Budlender’s review of time-use surveys makes clear.®® Unpaid
care is not included in Systems of National Accounts, although a number of countries have
separate set of records on unpaid work that include housework, care of children, the disabled
and the elderly as well as volunteer work. However, these often exclude factors such as travel
that may be time-consuming aspects of health care work. Equally important, time may be
underestimated or unrecorded when it is an extension of existing work, as in the case of women
doing more cleaning or laundry when people are ill; or it may be overestimated if it is unusual,
as might be the case when men take their mothers to the doctor or clean their toilet. Moreover,
“unpaid care work is not identical to unpaid work since there are some types of activities that are
not care work”® and care work encompasses work for children that would not usually be defined
as health care. In short, unpaid health care work is difficult to count and often goes uncounted,

especially for women.

Nevertheless, there are enough data to demonstrate that women do the bulk of unpaid health
care work and that this is especially the case for Activities of Daily Living that are the most
regular, time consuming and demanding. As Duxbury et al. put it, the “research is clear about
the persistence of a gendered division of labour in the allocation of caregiving work, with
women, regardless of employment status, income and family structure, being more likely than
men to perform the more intensive personal and physical care tasks.”* For example, a Mexican
study found that “the time spent by women who perform each activity is noticeably longer than
that spent by men for all activities except for care of ill people.” In Argentina, more than nine

out of ten unpaid care workers are women and women account for more than four out of five
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providing care in Chile, Cuba and Uruguay.”® In Nicaragua, even though women’s labour force
participation rates are not very different from those of men, they are four times more likely than
men to provide care for people and to spend significantly more time doing s0.”” In Canada in
2007, “nearly 40% of women caregivers and fewer than 20% of men caregivers provided
personal care” for the elderly while women were twice as likely as men to perform regular tasks
inside the house. Men did more work outside the house, work that was more flexible in terms of
when and for how long it was done.*® Women were much more likely than men to do high

intensity unpaid health care work. *°

The male/female gap is especially wide when it comes to the care and supervision of disabled
people, which is work that is likely to last for years and require support every day, even all day.
Canadian research also indicates that women, unlike the men who were primary care providers,
said there were no substitutes available to do the work when they took on the responsibility.®
They have no alternatives. This lack of substitutes builds on and reinforces women’s sense of
responsibility for care at the same time as it reflects their limited economic and power resources
as well as assumptions about women’s work.?" It is women with the least education and the
lowest incomes who have no alternatives to doing the unpaid health care work. It is the most
vulnerable women who carry the heaviest loads, even though they do so with the fewest

supports and the least visibility.

Most unpaid health care labour is provided to close family members, but unrelated others also
participate in health care work. Canadian data on eldercare indicate that although half of the
eldercare is provided to parents or in-laws, nearly 20 per cent is provided to a neighbor or
friend.®> Women are more likely than men to receive care from a friend, a friend who is female.®
As is the case with all data on unpaid care, however, the failure to recognize care as work must
be taken into account. It is both the women who do the work and those who do the counting
who fail in this way. That only 7 per cent of Canadian respondents report they care for a spouse
may reflect women not considering the work they do for their partner as extra or even unpaid
care work. It may also be a product of the way the questions are asked. Nevertheless, almost
half of Canadian men report that their main provider is a spouse, while this is the case for only

one in five women.%

Care for younger people with disabilities is also disproportionately done by women and for

partners or close relatives. Data from the United States indicate that women account for 72 per
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cent of care providers for young children with disabilities and 59 per cent of those for young
adults with disabilities.®® Their numbers are growing, as is the time they spend daily and over
the years in doing unpaid health care work. A quarter had been providing care for more than 10
years, with the average weekly hours ranging from 30 for children with disabilities to 20 for
adults.®® But here, too, others are often involved. In the case of people with multiple sclerosis,

for example, one study in Belgium found that 20 per

cent of unpaid health care was provided by those living
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Religious groups in particular are active in organizing for fund-raising work

volunteer help in various countries and in providing

social support for caregivers. A range of other
community organizations are also involved, sometimes providing both paid and unpaid health
care services. Many volunteers do unpaid care work within facilities. While similar numbers of
women and men in North America are counted as volunteering, women do most of the volunteer
direct health care work. Research in three Canadian hospitals indicated women made up
between two-thirds and more than three-quarters of those providing volunteer care. When men
were involved in direct care, they tended to seek work in the emergency department, although
more volunteered for fund-raising work.?® Not to be forgotten are those paid workers who put in

unpaid time in order to make up for the care deficit.®

Their work goes uncounted in all the data
and it is women who do most of this form of labour both because they are the bulk of the paid
health care labour force and because they are held responsible and feel responsible for the care

deficit.

While adults provide most of the unpaid care, it is important to note the role children as young
as five years old play. Data on children who do unpaid health care work may be even less
reliable and more underestimated than those on adults because they rely mainly parents’
reports. Parents who have drug or alcohol related illnesses or mental health ones in particular
may not recognize their children’s care work.”® Nevertheless, there is enough information to

suggest there are a significant number of children who do this work and the numbers may well
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be growing, especially as HIV/Aids affects more mothers and fathers. US data indicate that 3
per cent of households with children include a child who does unpaid health care work.”" Over
half of them say they help with ADLs and the overwhelming majority says they help with IADLs,
although most have help doing this work.”> Most do the work for parents or grandparents,
although some also help with siblings who have disabilities, and they are more likely to do this
work in low income or lone-parent households. The patterns may well be different in low-income
countries where children may do much more of the unpaid health care work when parents are
absent as a result of war, HIV/AIDS or other infectious diseases, or when aspects of domestic

work that are essential to care, such as carrying water, are assigned to girls.

In sum, the daily work of providing unpaid health care and especially the personal care is
disproportionately done by women in every country for which we have data. Men are more likely
to do the work that is most flexible in terms of when and where it can be done. Children, too,
provide care and so do neighbours, volunteers and some workers otherwise paid to do the
work. However, there is research to indicate that there are differences within these patterns
depending on location, culture and economic status. For example, a Chilean case study found
that women in higher income brackets were more likely to do nursing and management tasks
compared to those with low incomes, although they were also more likely to have paid help in
doing so.”® But it is also the case that the overwhelming majority of health care work in the
home is unpaid and that even when some paid care is provided, unpaid work is still required
and is still done. In Canada for instance, close to 97% of all those receiving paid home care
services have an unpaid care provider. Four in ten of these providers are distressed and more

than a quarter say they cannot continue.”

Consequences of Unpaid Health Care

Unpaid health care has consequences for both the individuals who need care and those who
provide it. It has an impact on families and on the next generation as well as on social
relationship between families and others. Governments too are affected, as are employers and
the labour force. Unpaid health care has an impact on health and costs, on social solidarity and
on equity. Given that women and girls bear the primary responsibility for the most intense and
long-term unpaid health care, it is their health and future that is most at risk as the pressure to

do the work and the work itself increases.
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The health consequences of unpaid care work for individual providers are well documented.
There are rewards to providing care, but these rewards may well be outweighed by burdens that
can be especially heavy in the absence of economic and other supports. The health impact
varies with the nature of the care demands. Research in Brazil, for example, found that those

who dealt with incontinence were particularly

burdened.” Paid work also influences the health of
In Argentina, Chile and
Uruguay, many providing
elderly dependents who live with them experience the unpaid health care suffer
from depression and feel
overwhelmed.

unpaid workers. “Employees who provide caregiving for

highest levels of financial strain, physical strain and

emotional strain.””® Age, too, makes a difference, with

older providers at greater risk of injury.”” The impact
varies as well with how much time is involved on a daily basis and over the lifespan. However,
most unpaid providers experience physical changes when considerable time or particular
illnesses are involved. More than a third of Canadians doing this work experienced moderate to
high levels of physical strain.” Fatigue is especially common, and combined with difficulty
sleeping. Headache, back pain, weight loss, colds and worsening of a health condition are also
common.”® Physical injury is frequent, especially if the person needing care is violent or
particularly difficult to move. Mental health consequences may be even more likely and less
varied in their impact. In Argentina, Chile and Uruguay, many suffer from depression and feel
overwhelmed.®’ In Canada, “across caregiving types, ethnic groups and geographic location,
many women reported that caregiving led to feelings of depression and helplessness™' The
more hours involved, the greater the stress. The more severe the health problems of those with

care needs, the more severe the health consequences for those doing the unpaid care work.®

Women'’s health is more likely to suffer because they do most of the heavy, primary health care
labour that is most commonly associated with negative health outcomes.?* And women are
more likely than men to be poor. “The strong association between increased financial and
emotional caregiver strain and poorer physical and mental health does not, however, vary with

"8 \Women in older age groups who cannot afford to either buy support or quit

caregiver group.
their paid jobs are most at physical risk while emotional strain is highest for women with little
money who do unpaid care work for elderly dependents.®® Lack of choice contributes to these
feelings of depression and helplessness. While some care providers have chosen to do so, 40%

6

of US caregivers for younger adults with disabilities did not feel they had a choice,*® and this is
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the case for the many who do unpaid wok for the elderly as well. For Canadians, “three out of
six factors that appear to be determinants of a woman’s decision to provide care represent
external or structural constraints: the inadequacy of institutional and community resources, the
imposition of the decision by the dependent person and woman’s economic dependency”.®’
Although Canada has, at least in theory, universal access to doctor and hospital care, other

supports such as mental health services, residential

care, respite care and home care are much more

For Canadians, “three out of
six factors that appear to be
income and employment supports. In other words, determinants of a woman’s
decision to provide care
represent external or

it is women who have the fewest choices and supports. structural constraints: the
inadequacy of institutional
and community resources,
According to Canadian and South American research, the imposition of the
decision by the dependent
person and woman’s
consequences and those providing care worry about economic dependency

limited, more privatized and inaccessible, and so are

unpaid health care workers often have little choice and

lack of financial resources exacerbates the health

money. Those particularly subject to physical strain

were older women who lived with those for whom they

provided care and who were unable to pay for support or quit their paid work. Emotional strain
was highest for women with little money, without children, and providing care for elderly
dependents. With the work characterized as high demand and low job control, it is not surprising
that the health of these women suffers when they provide unpaid care.®® Many are themselves
frail or in ill-health and the extra work may not only exacerbate their conditions but also mean
they are unable to provide adequate care. The lack of financial resources, combined with new
managerial practices, put into public health services contributes to the growth of unpaid work in
the formal sector as women employees in particular seek to make up for the care deficit by
putting in uncompensated overtime. While it is difficult to determine with any precision how
much this overload accounts for the high and growing rates of absences due to illness and
injury in health services, it seems more than likely it is a factor.?® For other women with paid

work, there is added stress of doing unpaid care work for which they are not qualified.

The impact on the next generation may be most obvious for the children who themselves are
directly involved in the work. On the one hand, children who provide care may develop skills and
capacities that are useful to them as adults and their labour can also make it easier for

employed adults to juggle demands.®* On the other hand, children who provide considerable

23



care “can experience significant restrictions in their development, participation and
opportunities, and educational attainment, even when there may be some ‘positives’ associated
with caring-such as enhanced coping mechanisms, the development of life, social and other
skills, maturity, as sense of purpose and closer attachments”.*’ According to US research,
children in minority households with low incomes are particularly vulnerable and boys have
more difficulty than girls, perhaps because the work goes against cultural practices. At the same
time, girls responsibility for unpaid health care work is reinforced. Less obvious are the ways the
devotion of time and resources to health care for one or two family members may mean others
have little support. The presence of people with heavy care needs can also result in social
exclusion, both as a result of stigmatizing attitudes and because there is no time for developing

or maintaining social networks.%?

Care provided in the family and community can bring people closer together as they share
and learn from each other. However, the emotional stress that is a frequent consequence of
unpaid health care may play out in family dynamics and in community relations.®® Research of
US families with children who have Autism Spectrum Disorder, for example, indicates that
divorce rates are considerably higher among these families.** In the case of families of children
with Down Syndrome, however, divorce rates were lower than in other families and when
divorces did result, they were more likely in rural families and in families where the parents had
low levels of formal education; in other words, in families that had lower incomes and fewer
supports.”® When many unpaid health care providers give up their leisure time to provide care,
families have less time to have fun together.*® Emotional strain in particular appears to have a
negative impact on families.”” According to the Anglican Consultative Council in the United
States, “the family is being stretched ‘to the breaking point’ and ‘devastated’ by ever-growing
burdens of care”.®® Heavy unpaid care workloads also mean care providers have less time to

be involved in building communities. It also means many women end up parenting alone.

Care may be unpaid but it is not without direct economic costs. Equipment, pharmaceuticals
and supplies must be purchased. Renovation to housing is often required. Transportation to and
from services adds to expenses, as does responding to special dietary needs. Often there are
direct payments for health services involved. These costs, combined with restrictions on
employment resulting from the workload, can move women especially into poverty.
Technologies have also served to increase some of the costs of care, both for the individual and

for health systems. According to a British study, it costs three times as much to raise a child with
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a major disability and more than half the families who provide such care live in poverty.*
Canadian data indicate that the extra expenses are the most common problem for those
providing unpaid care'® and the problems increase if those doing unpaid care work live at a
distance. “Even after other socioeconomic factors and the number of caregiving hours were

taken into account, the odds of having extra expenses were three times higher for caregivers

living more than half a day's journey away than for
those in the same neighbourhood” and this was

especially the case for women."”"

One clear impact on the economy is the reduction in
labour force participation to those who take primary
responsibility for the unpaid care work. While a survey
of the literature shows that working age unpaid care
providers are as likely as non-providers to take paid
work, it also shows that they often reduce their hours
when they take on unpaid health care work and that the
heavy work of a primary caregiver frequently results in
withdrawal from the labour force entirely.’® According
to US research, “unpaid caregivers who assume
primary responsibility for the personal care of frail older
adults average 201 hours of help per month, more than
the typical full-time job”,'® making other work
impossible. Given that women usually take on the

heavy personal care loads that are difficult to combine

For women the total
individual amount of lost
wages due to leaving the
labor force early and/or
reduced hours of work
because of caregiving
responsibilities equals
$142,693. The estimated
impact of caregiving on lost
Social Security benefits is
$131,351. A very
conservative estimated
impact on pensions is
approximately $50,000.
Thus, in total, the cost
impact of caregiving on the
individual female caregiver
in terms of lost wages and
Social Security benefits
equals $324,044."

with regular paid work and given that women on average earn less than men, it is mainly

women who withdraw or reduce hours. It is mainly women who feel the emotional and physical
consequences of the stress, stress that can also be felt in their families when women take the
stress home. Unpaid healthcare work not only influences whether and how much women
participate in the labour force, it also has an impact on the way they participate and on their
future. Involvement in unpaid health care often restricts women’s employment options,
encouraging them to take paid work close to home and with hours that can fit in with their
unpaid work demands. It can make it too difficult to accept promotion or increased responsibility,
to accept overtime or uneven work demands. It can also mean they become ineligible for

pensions and new jobs after their unpaid care work is over, jeopardizing their future and
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reducing the flexibility of the labour force overall."™ Those who reduce their hours have
pensions based on lower earnings. Indeed, with many rights of citizenship and benefits linked to
full-time employment, women with few options other than withdrawing from the labour force or
reducing their time there in order to do their unpaid care work end up with fewer social rights
and benefits now and in the future. At the same time, the double workload of women continues

to be used as a justification for the segregation of women into the lowest paid jobs.'*®

Employers feel the impact as heavy unpaid workloads are associated with high absenteeism
and turnover.'® Unpaid care work shows up in stress at work. Stressed workers are “more
likely to be unhealthy, poorly motivated, less productive and less safe at work. And their
organizations are less likely to succeed in a competitive market”.'”’ In addition, those with heavy
unpaid care work responsibilities may come in late or leave early, take calls from home while at
work and lose their concentration. Indeed, one study found that this was the case for a majority
of women and close to a majority of men who provide unpaid care, a not surprising gender
difference given women'’s greater responsibility for personal care.'® Canadian research found
that, among those providing four or more hours of care a week, approximately two-thirds of the
women and nearly half of the men experienced significant job-related consequences.’™ In
addition, conferences and training are less possible, making these workers and their

organization less adaptable to change.

Government costs may be directly influenced by rising demands on those providing unpaid
care. Some health care costs rise. Canadian research indicates that those unpaid care
providers who are under financial strain visit emergency rooms more often than others and
those experiencing physical or emotional strain see their family physician more.'"® The risk of
poverty increases with heavy unpaid workloads, as does withdrawal from the labour force,
leading to increasing demands on governments for economic support in the future.
Governments that fail to provide supports for those doing unpaid care work may find that those
in need are abandoned entirely, leaving them to the formal system. Moreover, there is no clear
evidence that post-acute care or home care for the severely disabled is cheaper at home even

without factoring in the economic value of unpaid care'"’

. And there may be political
consequences resulting from the failure to provide supports for those doing the unpaid work. For
example, exposure of neglect for those needing care and of the health consequences for unpaid

health care workers can contribute to election defeats.
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The changing nature of unpaid health care work means that providers need more skills. New
managerial skills are required to coordinate, record and arrange care, giving those with more
formal education and language skills, as well as cultural ones, an advantage. Nursing work
which in hospitals is only done by those with formal training is being transferred to the home,
often without training provided as a Chilean case study demonstrates.'? But it is not only
nursing work that requires new skills. The work involved in providing ADL also requires training
in lifting, for example. Even those aspects most closely associated with women’s domestic
tasks, such as laundry and cooking, require new skills when the person needing health care has
an infectious disease such as HIV/AIDS or is old and especially vulnerable to infections. And the
skills involved in providing social and emotional support cannot be considered natural or usual
for women either. Alzheimer’s provides just one example of cases that demand particular
relational skills. At the same time, the transfer of so much work more often defined as skilled
when done for pay can serve to denigrate the skills of both paid and unpaid providers. If it is
assumed that anyone, and especially any woman, can take up the tasks or at least can be
quickly taught them, then the skills of paid workers is undermined. Indeed, the result may be
less paid care work. Given that women make up the overwhelming majority of those providing

both the paid and unpaid care work, the impact is felt primarily by women

The undermining of skills and the transfer of care work to the household goes hand in hand with
the increasing demand for migrant female labour. The lack of supports for care work sent
home encourages the employment of the cheapest available labour; labour made cheap by the
denigration of the skills required and by those government policies that simultaneously allow

their employment and fail to protect them from poor conditions of work.""®

It is made cheap as
well by the assumption that any woman can do the work by virtue of being a woman.
Discrimination against these migrant workers can serve to increase the risk to them while

reinforcing the notion that any woman can do the work.

Linked to skills are the consequences for those needing unpaid health care. Unskilled
assistance can put both the provider and patient at risk, resulting in poor quality care.
Pressures on providers contribute to making direct abuse, or indirect abuse as a result of
neglect, not uncommon. The person who needs care may have little choice about having the
most intimate personal care provided by a daughter, even when they would prefer a
professional provider and even when the work is done badly. They may also have little say

about when and how care is provided if the daughter is employed in a job with fixed time

27



demands that also leave her with little energy. The dependency involved may create
depression, especially if the person feels they are a burden, a risk to the care provider or that
the nature of care puts them at risk. Given that women make up the majority of the elderly who
need care, and are more likely to live in poverty in old age, women are particularly vulnerable to
being financially dependent in ways that give them little choice about who provides what kinds

of care. "™

Unpaid health care work may be done willing and well. And it may be rewarding for both those
who need the services and those who provide them. However, this is most likely to be the case
when alternatives and supports are in place. Otherwise, the consequences are more likely to be
negative. Given that women bear the primary responsibility for the most intense and long-term
unpaid health care, it is women’s health and future that is most at risk as the pressure to do the
work and the work itself increases. In addition, the unpaid work limits women’s labour force
participation in ways that can make them more economically dependent on men, limiting their
power in the household and beyond. It is not only the women doing the unpaid work who are at
risk however. Males who take the primary responsibility for providing intensive care also
experience negative consequences. Employers and governments can also face rising costs as
a result, and so can the next generation. What suffers as well is equity, with women who are

poor in particular losing out and differences among women increasing.

Strategies for Equity

Assessing the strategies for equity in unpaid health care work involves both an analytical
framework and an ethical one, as well as an evaluation of impact on equity. A useful analysis of
unpaid health care takes context into account, recognizing both overall patterns within and
across countries as well as differences among them. It recognizes not only the developments
but also the forces and power differentials at play, along with their consequences. In that play,
the female unpaid care provider is often the least powerful and the most vulnerable and it is the
poorest women, regardless of location or culture, who are most likely to provide the daily, heavy
unpaid health care and who have the fewest options. While ideas about women play a role, they
are far from the only factor contributing to the increase in the demand for unpaid health care
work or to women'’s responsibility for that work. Thus strategies that focus primarily on values
rather than on the structures and institutions that enforce women’s work are bound to fail, as are

strategies that focus on men doing more of the unpaid health care labour. In addition, it must be
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recognized that not everyone has a place where health care can be provided and not everyone

has someone who can provide any care at all.

Equity is central to the ethical framework. As the World Health Organization report on ethical
choices in long-term care makes clear, “putting respect for human dignity at the centre of the
social paradigm means accepting laws and social practices that protect the weak and
vulnerable from domination, exploitation and neglect".115 Both the unpaid health care provider
and the person or persons for whom they provide care are weak and vulnerable in many cases.
Most of them are women and girls. Their relationships, as well as their health, are too often at
risk and inequities grow. Addressing these growing inequities means avoiding the assumption
that unpaid health care is provided willingly and well by women; that health care choices are the
same for all those who require care or that households have the time or membership to provide
health care. The goal must be the right to care, which implies the right not to provide and not to

rely on unpaid health care.''®

Governments have a vital interest and the leading responsibility in ensuring people are treated
equitably, and with dignity and respect.'”” Essential to this goal is the right to health care. While
the data are problematic and there is a great deal of diversity among and within regions, there
are established patterns and enough evidence to use as the basis for strategies. One clear
pattern is that regardless of context, the primary responsibility for the unpaid health care work is
assigned to women. Another is that without appropriate supports or alternatives, the work may
not be done, may be done badly or may result in more costs for the individual, the family, the
government, employers and society as a whole. These consequences are often apparent
immediately but many will not become obvious until later when they are more difficult to
address. Meanwhile, inequities will increase among women as well as between women and

men.

There is an array of tensions in policy options, tensions that are often the result of assumptions
and values rather than of evidence. These tensions, which combine and balance in different
ways in different places, need to be made explicit and taken into account in developing
strategies for equity. One such tension is that between affection and obligation, or what has
been characterized as a tension between caring about someone and the requirement to care for
someone." Loving someone need not mean that you can, want to, or should provide their

healthcare work, but women in particular feel pressure to express their love through care work,
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pressure that comes from the absences of alternative resources as well as from their own
values and those of others. A second, and equally critical tension is that between the rights of
the person doing the unpaid care work and those of the person requiring the work. Assessments
of needs and rights tend to focus on the person who requires the work while assessments of
burden and cost tend to focus on the one doing the care work. Although their rights and needs
may coincide, they frequently conflict and such conflict requires recognition rather than
dismissal. Related to this second tension is a third around decision-making. Who decides what
is done with and for whom for how long and in what way is acted out between the one providing
care and the one needing care but the balance of power between them is shaped by forces

outside their interaction, including health services, employers, and governments.

A fourth tension is about levels of responsibility. How responsibilities among governments at
various levels, community and religious organizations, families, friends, households and the
individual are allocated depends on power and values, with conflicts among them shaping
unpaid health services. There are also tensions among the paid and unpaid health care
providers. Although their interests often coincide, there can be conflicts over who does what
when, who decides and who knows best. This tension may be exacerbated by the employment
of migrant workers who usually have less power than other paid providers. A sixth tension is
that between today and tomorrow, one that can take multiple forms. Generational tensions over
who should provide what kinds of care are not uncommon; nor are those between devoting
resources to paying for care today at the expense of debts tomorrow. These future debts may
be individual, as in a woman leaving paid work in order to provide unpaid care, or collective, as
in the family or the state going into debt to pay for services or failing to do so and as a result
increasing the sickness load decades from now. And finally, there is tension between providing
supports for unpaid health care work that makes the work itself an option and offering ones that

reinforce women’s responsibilities for unpaid care.

This list of tensions is not comprehensive and this paper is not intended to resolve them.
Rather the purpose is to draw attention to the tensions that need to be recognized and balanced

in developing country-specific strategies that promote equity and protect the most vulnerable.

The most fundamental support required for unpaid health care is housing. The housing must
have a minimum of services, such as running water, heat and sanitation. Adequate housing not

only reduces the risk of infection and injury for both the provider and the recipient of care. It also
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reduces the time required. With unpaid care work comes more laundry, more demands on water
and more demands on sanitation facilities. “Living in suitable housing and having appropriate
equipment to assist with activities of daily living are also key factors promoting families'
wellbeing” when unpaid care work is done for a child with disabilities."”® What may be termed
supportive housing or assisted living and other forms of residential care are also an essential
component in the right to care. Congregating people who need health care in either the same
facility or in ones close to each other need not be oppressive or regimented. Such places can
be more cost effective than providing individual services in a range of households because one
paid person can look after several and there is no travel time. It can also be more effective
because the paid health care provider can be fully trained for the job and focused on the work
required. Family and friends can fill in the gaps with unpaid health care more easily under such
circumstances. Both those who provide the unpaid health care work and those who need the
care will have social contacts and will be less isolated. Canadian data indicate that “in 2007,
more than one in five caregivers provided care to a senior living in a care facility such as

supportive housing, a hospital or a nursing home.”'%

This residential care should be part of a continuum of universal, public health services that
are essential to the right to care and the equity goal."' In addition to residential care, these
include at least primary care, mental health services, access to pharmaceuticals, therapies,
home care and palliative care. Paid care workers in home or outside the home do not mean
unpaid care is withdrawn. Rather, paid services can reduce the negative consequences of
unpaid health care. Access to services outside the home such as therapies and counseling, can
also help both providers and the people for whom they provide health care. Eligibility criteria can
be developed to take the health of both the health care provider and the person who needs care
into account. Moreover, those doing the work can be screened, educated and regulated to
ensure that they have the skills required to provide the services and to connect with those doing
the unpaid care work. Decent wages, hours and benefits would support recruitment of a
qualified labour force. They would also mean the paid workers would be under less pressure to

take on extra hours of unpaid care work and make the skills required more visible.

Respite services can provide care for a few hours while providers do tasks such as their
essential shopping or allow some recuperative time for hours or weeks. The research on
whether respite services save the government money by keeping people out of facilities or

other, more expensive government programmes is ambiguous and limited. In part, the
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consequences depend on the population served and the nature of the service. For example,
“children with developmental disabilities are more vulnerable to mistreatment or placements out
of the home without use of respite services.”'?> While “there is evidence that respite services are
most effective to caregivers when they are of high quality, used early in the caregiving life span
and then regularly, frequently and in sufficient amounts”, there is also evidence that many do
not use the services or use them for too short a time. How close the services are to where care
is provided, costs involved, the quality of care and the information available can all have an
impact on their effectiveness. Respite services may be beyond the means of those most in need
and inaccessible to them because of factors such as lack of cultural sensitivity. As is the case
with other supports, respite care may just allow the unpaid care workers to survive rather than
flourish.

Adult day care is another support strategy. Most of these services are currently run during the
weekday day, offering care Monday to Friday for nine hours a day. Such centres, like childcare
ones, can make it possible for the person who does the unpaid health care work to take on paid
employment and this person is most likely to be a woman. Like childcare centres though, these
centres may not serve those who have irregular hours or who work at night. However, as with
centres for children, it is possible to create alternatives that accommodate needs. A US
programme, for example, focuses on those with Alzheimer’s, picking them up at 7 pm and
returning them the next morning. Often sleepless, agitated and prone at night, these people are
allowed and encouraged to be active all night. When they go home in the morning they are
ready to sleep, giving a break to those responsible during the day.'® Here, too, the impact may
be that it is just possible for women to take on their double or even triple workload rather than

increasing equity.
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Training is critical to care. A study of Chilean unpaid care
providers found that most had no training for the care they
provided. Yet many provided quite complicated care.'®*
Research in other countries demonstrates that Chileans are not
alone in this lack of training. The need for increasing skills with
the increasing complex demands is clear and the introduction of
training can not only improve care and reduce risk; it may also
help make the skills involved more visible and valued. However,
training courses for those who do the work without pay may
serve to reinforce their responsibility for care and may even
further denigrate the skills if the approach is to suggest the skills
can be easily and quickly learned. Canadian homecare nurses
report they are asked to train providers in minutes to do tasks
they took months to learn and that there is little opportunity to
teach about the risks involved. At the same time, training may
suggest to care providers that they are not doing a good job and
that the skills they have developed have little value. So caution
is needed in offering training. There is no guarantee that those
paid to provide care in the home have appropriate training
either, given assumptions about this is work any woman can do.
More attention needs to be paid to the regulation and training of
those paid to provide care in the home, esepcially to the skills
required to deal with chronic conditions.'® And this training
needs to address the relationship between unpaid and paid
providers in ways that recognize the capacities of both.

Related to training is the issue of information. Those who
provide care need easily accessible information in plain
language. They need information on their rights and obligations,
at their paid jobs and in the household. They need information
on the services they can receive for themselves as well as for
those in their care. They need information on where they can go
for social and emotional support. A variety of organizations

dedicated to providing such information are already in existence



in many countries, although large gaps remain. Many of the organizations also advocate on

behalf of unpaid care providers. The charitable organization CarersUK, for example, says it

helps get the best for the person they care for, make the most of their income, stay in paid work,

keep healthy, get in touch with other carers for support, find a listening ear, and campaign for

change.'®

Given that many of the women who provide unpaid
health care need paid jobs in order to survive and that
employers need their labour, employment supports
are essential to maintain their participation and do so at
an appropriate level. Employers benefit from a stable

and reliable workforce; governments benefit from the

Up until 1997, Australia
provided a "Carer Pension" as
an income and asset-tested
income support payment (under
the Social Security Act 1991 to
individuals who were unable to
support themselves through

ability of these workers to support themselves. paid employment due to
substantial, full-time care
responsibilities. As of July
1997, the Carer Pension was
renamed the Carer Payment in
an effort to recognize

.. 1
caregiving as work.

Universal standards such as minimum wages,
guaranteed work hours, sick leave and paid vacation
are particularly important for those who do unpaid
health care work. Hours that are flexible for the

employee and part-time employment that is both

regular and comes with benefits can also allow unpaid

care providers to balance their workloads. Compressed

workweeks for at least part of the year and working from home can help as well, although these
may simply allow women especially to do double workloads. Temporary leave plans, such as
Canada’s Compassionate Care Benefit, can protect jobs and provide some financial support for
short-term but intensive unpaid care work."?” Unions can also be supportive to unpaid health
care providers, providing some job protection and negotiating benefits such as family leaves to
provide care. While employers as well as employees and those for whom they provide care can
benefit from these strategies, as a study for the World Bank makes clear they have to be
approached with caution. “Where women are the primary users of policies and particularly
where the cost of such policies are paid for by employer mandate and linked to the level of
female rather than total employment increased discrimination against women is virtually
guaranteed”'?®® Governments must set the employment standards, apply them to all enterprises
and cover at least some of costs through taxation or social insurance, while ensuring the result
is not to increase inequalities, and further disadvantage women or other unpaid health care

workers.
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What Ungerson and Yeandle call cash for care is another strategy that has become
increasingly popular. '*® The numerous plans in high-income countries vary in terms of who can
be paid, who is eligible, how much is available, how the cash can be used, and the extent to
which both those doing the work and those needing the work done are protected. In some
schemes, governments pay money directly to those needing care. Some of these plans allow
health care recipients to employ anyone, others prohibit payment to relatives while yet others
promote family payment or hiring from an employment bank. Some schemes pay the care

provider directly, and this person could be family, a friend or a stranger.

While payments paid directly to those who need care may empower them to hire who they want
and allow them to direct the work, these programs raise critical question about the training,
social rights and protection for the person providing care. Migrants may be particularly
vulnerable to exploitation under schemes that do not regulate the hiring and ensure the rights of
the care provider. Moreover, German research indicates that such payments can serve to
reinforce women’s responsibility for unpaid care work while reducing their options.”™® This can
be the case whether the money is paid directly to the person providing care or to the person
needing care. The authors warn there is “a potential downward spiral in which quality of care,
the quality of care work, and the social rights of caregivers are all poor and deteriorating”.”"
Moreover, the low cash payments that are common can serve to reinforce the low value

attached to such work while failing to provide adequate financial support.

Nevertheless, payments can help when there are no alternative available. In Canada, half of
those doing high intensity unpaid care work said they wanted government financial support.'*
Payments need to be high enough to dignify the work and the worker, and workers as well as
those who require care need to be protected. Eligibility criteria need to be clear, simple and
equitable. In addition, “financial compensation should not be offered in isolation, it should be

provided in conjunction with home help services”, along with other supports and training."*®

Tax benefits or credits offer another, more limited strategy. The United States, for example,
offers a small tax credit for those who provide at least half of dependent support and a number
of states allow minimum deductions from income, while others such as Arizona permit tax
deductions for those paying at least a quarter of home support costs. In Sweden, the formal

care allowance is exempt from taxes."® Tax credits can be either refundable, as in sending
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money back, or non-refundable, as in only allowing for tax reduction. Tax deductions lower the
income on which taxes are paid while exemptions mean no tax is paid on the amount. Tax
benefits, credits and exemptions are useful only to those who have taxable income and
disproportionately benefit those in the highest tax brackets. Eligibility requirements further
restrict access. Moreover, these tax approaches do little to help those who are currently in

financial need because they delay rewards.

Who pays for the additional services and support is of course an issue. Insurance plans for
long-term care introduced now would not help those currently providing unpaid health care,
although they could make it possible to incur debts based on future funding and would help the
next generation when they are in need of care. Insurance schemes would have to be made
compulsory, however, given that only a small minority buy the insurance plans now available.
Insurance schemes would also have to take into account those who cannot afford to pay for
insurance and develop methods to ensure they are included. After concluding that “voluntarism
does not work in providing for people’s needs in retirement”, the Joseph Rowntree Foundation
in the United Kingdom has proposed a “care levy” which would vary by age. Older people would
pay an asset levy, based on a percentage tax on all inheritances. Younger people would pay
through an employment levy. Governments would also contribute financially from general tax
revenues, which perhaps could address how to include those employed in the informal
economy. The point is not to endorse this particular scheme but rather to indicate that there are
ways to increase the funding available to support the work of care without unfairly burdening

one or another generation.'

What would be more equitable and easier to implement than an insurance plan would be a
guaranteed annual income for everyone combined with a minimum of universally accessible
health care services, funded through progressive taxation. With such a guarantee, there would
be both more choice and more security in providing unpaid care and there would be fewer
negative consequences for doing so. There could also be more choice for those requiring care.
Moreover, a guaranteed annual income would promote health among younger people and thus
help reduce the demand for health services in old age. At a minimum, universal pensions

would free unpaid care providers from the prospect poverty in old age.

To adopt any of these strategies, or others, requires the measurement and valuing of unpaid

work."® Without an accurate accounting of who does what for whom for how long, it is difficult
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to either appreciate the work involved or to develop means to support the work and those who
need care, let alone promote equity. In many countries that are members of PAHO, the extent
and nature of the work is difficult to determine. As a result, additional research intended to

provide a basis for evidence-informed policy development is difficult to conduct. Without such

measures, it is hard to see the “real wealth of the nation” or to address inequities.

Listed here are only some of the most common strategies. They are described individually but
they are not intended to be read as alternatives to each other. Rather, they suggest multiple
means of addressing the inequities that should be considered together and in the context of
other social and economic programs. To be effective, they need to be offered in a culturally
sensitive and accessible manner that takes various social locations into account. To achieve the
goals of equity and the right to care, they need to be assessed in terms of both the short and

long-term consequences for women and girls in particular.

Conclusions

Unquestionably the demands for unpaid health care are increasing, and the work itself is
becoming more demanding. Unpaid care cannot continue to increase without profound negative
consequences for individuals, families, communities, employers and governments. Indeed, the
demand needs to shrink and governments have a responsibility to develop strategies to ensure
this is the case. Without such strategies, inequalities will increase not only between women and
men but also among women and among men. It will also increase among countries, which is

one reason why unpaid health care work provides an indicator of equity.

The research is clear that unpaid health care is primarily women’s work, even though many
undertake this work unwillingly and without training or other supports. In any case, a labour of
love is still labour. Too often the consequences for women are deteriorating health, uneven
labour force participation and a compromised future, even when women gain some benefits
from the relationship. The consequences are also felt by those who need health care, although
the extent to which they have a say in what services they receive, by whom, when and how
varies enormously. Balancing the needs and rights of those with care needs with those who do
the unpaid care work is no easy task. However, any approach must recognize that unpaid care
workers are often disadvantaged to start with and the intensification of unpaid work too often

leads to further disadvantage for them as well as for those for whom they do the care work.
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The complexity of unpaid health care, combined with the significant variation in demands and
supports, mean other patterns are less clear and vary more by location. This unpaid care work
may be provided in homes, on the street or in facilities of multiple kinds, and it may be provided
by relatives, friends or volunteers who are strangers. Different conditions exist in urban and rural
areas, for those with families and those without. Governments shape what unpaid care is
required, how it is provided, by whom, for how long and in what ways. For-profit and not-for
profit service organizations also play a role, as do people paid to offer care. Employers,
governments, families and communities all feel the consequences of the growth and change in

unpaid care work demands, and the consequences are often negative.

There are no simple answers to the question of how to support unpaid health care work and
how to reduce the load. There are multiple tensions that shape alternatives in every country and
for every group. There are, however, many strategies currently in place that can be evaluated in
terms of their efficacy in any specific place and in terms of their consequences for equity. It is
clear that, regardless of location, the right to care for both providers and recipients requires
structural supports especially from governments but also from employers and communities. The
right to care also requires real alternatives to unpaid health care work for those who now
provide or are pushed to provide the labour and for those who need the care. And these
alternatives must take culture, location, age and resources into account. Without them,

inequalities will increase not only between women and men but also among women and men.
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