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Executive Summary
Purpose of study

This report presents the results of a study carried out on behalf of the Alzheimer Society
of Ottawa and Renfrew County in collaboration with the Champlain Dementia Network. The
purpose of the study was to identify the needs of caregivers of persons with Alzheimer’s disease
and related dementia.

More specifically, this work focuses upon the availability and quality of respite for
caregivers and the supports currently in place to provide relief from their ongoing caregiving
responsibilities. The paper puts forward a range of policy and program recommendations in
response to these identified needs.

While the focus of the study was upon respite for caregivers, it also explores services
intended for care receivers — in this case, persons with some form of dementia. The latter
component was included because the availability of appropriate supports and services for care
receivers effectively acts as a type of relief for caregivers. In this sense, the provision of
appropriate and timely supports for care receivers is a direct form of respite.

The analysis of the current system of services and supports for both caregivers and care
receivers is based on the results of an extensive survey conducted in Champlain Region, which
includes Ottawa, Renfrew County and the Eastern Counties. Information from Lanark and North
Grenville was not available at the time this survey was undertaken.
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The findings derive as well from meetings with caregivers and interviews with selected
care providers. While the results of this work apply to Champlain Region in particular, the
concerns related to service gaps are consistent with the results of respite studies conducted by
the Caledon Institute and many other organizations. The policy and program recommendations
are therefore relevant not only to this locale but to other regions of the province and indeed the
country.

This study was based on the premise that respite should be understood as the outcome
derived by caregivers as a result of time off from caregiving duties, relief from caregiving
pressures or direct support for their specific needs. The assumption speaks clearly to the
importance of flexible and responsive forms of assistance, determined primarily by caregivers
themselves.

Dementia-related challenges

While the concerns of caregivers of persons with Alzheimer’s disease or related dementia
are similar to other caregivers, there are also specific challenges that are unique to dementia.
Alzheimer’s disease and related dementia are progressively degenerative conditions that can last
up to ten years or more. The symptoms gradually become more debilitating as individuals with
dementia experience loss of short-term memory and the cognitive skills needed for daily
decision-making.

As the disease progresses, persons with dementia typically are affected by gradual loss in
their ability to perform the personal activities of daily living such as bathing, dressing, eating or
toileting, and instrumental activities such as preparing meals, managing medication or attending
to finances.

Because of the progressively debilitating nature of the condition, caregivers of persons
with Alzheimer’s disease or related dementia face unique challenges. The burden of physical
care increases over time. Many caregivers report that they are virtually on call around the clock.
The roles of caregivers continue to evolve and expand without the associated training or
enhancement of supports. Of the total 168 hours in the “24/7” week for which caregivers must
be available, only a weekly maximum 15 hours of home care is provided by the formal system
of services (the number of hours of service may be extended in exceptional cases). While the
care receiver may also be eligible for other services, such as a day program, the actual extent
of in-home care is minimal compared to the number of hours for which assistance potentially
may be required.

In addition to the loss of physical capacity, progressive mental deterioration means that
caregivers must make more decisions on behalf of care receivers. There is typically a deep
sense of loss, which often is linked to depression for both caregivers and care receivers. Cost
pressures arise from additional expenses and financial insecurities related to frequent absences
from work.
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In recognition of these challenges, the Government of Ontario introduced in September
1999 its province-wide Strategy for Alzheimer Disease and Related Dementias. This effort was
the first comprehensive Alzheimer Strategy in Canada. The province made a commitment to
invest $68.4 million over five years in ten major initiatives to improve the quality of life for
Ontarians affected by Alzheimer’s disease and related dementia.

Investments at the time included annual training for staff of community care access centres
(described below), adult day programs and long-term care. A modest amount was allocated for
physician training for early detection and awareness. One public education coordinator was
hired for each of the local 39 Alzheimer Societies across the province to raise awareness of the
disease and to recruit volunteers for various events. Perhaps most significant from the
perspective of this study was the allocation of an initial $3 million, rising to $7 million per year
as of 2000-01, for the creation of new Alzheimer day spaces. The Strategy also increased by an
additional $551 million the annual spending on long-term community care.

More recently in August 2007, the Government of Ontario announced its Aging at Home
Strategy. While the Ministry of Health and Long-Term Care assumes primary responsibility for
this strategy, it is clear that the consequences of dementia have implications for other ministries
as well including Transportation and Justice at the provincial level and Human Resources and
Social Development Canada at the federal level.

Under the Aging at Home Strategy, the province plans to expand dramatically the
community living options for seniors, with a wider range of home care and support services to
enable independent living at home. More than $700 million in funding over three years will be
invested in home care, community support services, assistive devices, assisted living services
and supportive housing, long-term care beds and end-of-life care.

The Aging at Home Strategy also has a strong focus on innovation. Each Local Health
Integration Network, described below, is required to allocate a minimum of 20 percent of funding
over the three years for innovative approaches, such as non-traditional service provision and
new preventive wellness services. The Alzheimer Society of Cornwall and District has entered
into a partnership agreement and received a grant for the first year of a three-year project testing
a model of self-directed care. Caregivers will be able to devise their own care plans and have
access to subsidies in order to support their role of caring at home for persons with Alzheimer’s
disease or related dementia.

The proposals put forward in this study ideally will help guide the development of the
Aging at Home Strategy as it unfolds over the next few years.

Caledon Institute of Social Policy 3



Policy and program recommendations

This study gave rise to a wide range of recommendations for improving respite options
for caregivers of persons with dementia. While these proposals touched on many different areas,
they were grouped for the purposes of this paper into three main clusters.

e recognition of caregiver needs and support for their significant role
improvement in the quantity and quality of services for individuals with Alzheimer’s
disease and related dementia and for their families

e reduction in the costs and financial pressures associated with caregiving.

Each of these themes is described more fully below. Within each theme, the proposals
were classified even further into two major types: policy and program recommendations. Those
related to policy are directed toward government in particular because they require some sort of
legislative shift or deliberate decision that can be made only by government.

The recommendations put forward in the first two themes are intended primarily for the
Government of Ontario and dovetail well with its Aging at Home Strategy. The recommendations
in the third cluster related to home modification assistance, tax credits, the Employment Insurance
regime and Canada Pension Plan are directed to the federal government.

The program recommendations, by contrast, are intended for service providers and for the
Alzheimer Society. They involve important shifts in direction but do not necessarily require a
legislative change or government decision for implementation.

Summary of key themes
Recognition of caregiver needs and support for their significant role

The concerns raised in this cluster of issues focus upon the fact that caregiver needs are
linked to — but are significantly different from — those of care receivers. The first area of need
relates to the recognition of caregivers and their engagement in the planning process for care
receivers. The second group of concerns involves the information and training required to
effectively carry out the caregiving role. The third set of issues speaks to the fact that caregivers
themselves may experience a range of stresses and associated mental health problems. Their
unique needs should be addressed.

The following policy and program recommendations respond to the importance of
recognizing caregiver needs and supporting their significant role:

Policy

e Separate the eligibility for respite for caregivers from the need for services for care
receivers.

4  Caledon Institute of Social Policy



e Formalize the recognition of caregivers’ significant role through a National Caregiver
Strategy similar to those already in place in the United Kingdom, Sweden, Australia
and New Zealand.

Program

e Increase broad-based delivery of education programs and individualized training for
both family and professional caregivers around the physical needs of care receivers
with dementia, and its legal and financial implications.

e Enhance access to support and interventions for family caregivers through such means
as support groups, and telephone and online support.

e Recognize and address the changing roles that place demands on caregivers including
the stress and impact on their physical and mental health.

e Develop and implement a Caregiver Burden Index to monitor caregiver relief.

Improvement in the quantity and quality of services

The concerns raised in this cluster of issues focus upon the fact that caregivers experience
two major types of problems around the delivery of supports and services for Alzheimer’s
disease and related dementia. The first has to do with the quantity of available services,
including the number of hours for in-home support and the waiting time for services like day
programs and long-term care. The second group of issues in this cluster is rooted in the quality
of service provision — i.e., the flexibility of current arrangements, their appropriateness relative
to the needs of care receivers and caregivers, and the quality of staff training. A unique set of
challenges is raised about the gaps in service in rural areas and the problems arising from travel
distances and associated costs.

The following policy and program recommendations respond to the need to improve the
quantity and quality of services for persons with dementia and their caregivers:

Policy

e Extend the maximum number of hours available for in-home services and change the
formula for assigning hours to include — as part of the eligibility assessment —
caregiver and care receiver needs, disease progression, change in roles and caregiver
coping.

e Introduce greater flexibility in the provision of supports at home, including the
availability of individualized funding and self-directed care to enhance
responsiveness to the needs of caregivers and care receivers, and programs like the
successful Veterans Independence Program (VIP).

e Introduce greater flexibility in the eligibility criteria to ensure service availability for
those with dementia under the age of 65.
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Program

e Ensure that professionals and service providers receive improved and ongoing
training for addressing the continually changing needs of persons with dementia.
Training should be culturally sensitive and linguistically appropriate.

e Ensure caregivers be involved in the development, implementation and evaluation of
the services provided to them.

e Encourage home care providers to carry out basic animation with care receivers,
where feasible, rather than only friendly visiting.

e Analyze and address gaps in the underutilization of services.

Reduction in the costs and financial pressures associated with caregiving

The concerns raised in this cluster focus upon the fact that caregivers typically experience
financial stresses that arise from two sources. The first involves the additional expenses
associated directly with the condition and includes fees for home care services, transportation
costs for medical appointments, drug dispensing fees, technical aids and equipment, and home
modification. The second set of financial pressures derives from insecurity related to
employment circumstances for caregivers who are active in the paid labour market. Many must
reduce their hours of employment or leave jobs altogether in order to carry out their caregiving
responsibilities. Those without leave, insurance coverage or pension protection risk their
economic security.

The following policy and program recommendations respond to concerns associated with
the costs of caregiving and the economic security of caregivers:

Policy

e Renew the Home Adaptations for Seniors’ Independence program when the funding
commitment expires in 2009.

e Expand the leave provisions in federal and provincial labour codes.

e Extend the compassionate care leave provisions under the Employment Insurance Act
to allow special leave for care for persons with progressively degenerative
conditions, such as dementia.

e Extend the drop-out provisions of the Canada Pension Plan to cover caregiving for
persons with moderate- and late-stage dementia.

e Consolidate the application for government funded subsidies into one centralized
access point.

Program

e Research the allowances and other supports for caregivers available elsewhere in the
world, such as the National Strategy for Carers in the UK.

6 Caledon Institute of Social Policy



Methodology

This report presents the results of a study carried out on behalf of the Alzheimer Society
of Ottawa and Renfrew County in collaboration with the Champlain Dementia Network. The
purpose of the study was to identify the needs of caregivers of persons with Alzheimer’s disease
or related dementia. More specifically, this work focuses upon the availability and quality of
respite for caregivers and the supports in place to provide relief from ongoing caregiving
responsibilities.

The methodology employed for this study included several major steps. The first
involved the development of a survey questionnaire related to five streams of service, described
below, for persons with Alzheimer’s disease or related dementia.

The survey was then sent electronically to 83 organizations throughout Champlain Region
—i.e., Ottawa, Renfrew County and the Eastern Counties.: Follow-up telephone calls were made
to non-respondents in order to ensure a robust sample size. The final response rate was 72
percent. The survey results comprise an important part of the evidence base for the findings and
associated recommendations put forward in this report.

Telephone interviews were also held with key informants from the Champlain Community
Care Access Centre. The purpose of these conversations was to gain an understanding of
caregiver needs from the perspective of the major referral agents in the region.

Another component of the methodology involved discussions with caregivers of persons
with Alzheimer’s disease or related dementia. Caledon staff participated in four meetings of
support groups for caregivers. Two of these meetings were in Ottawa, one was in Arnprior and
the fourth in Rockland. The latter two are considered rural areas and the meeting in Rockland
was held in French. It should be noted that those who participate in support groups may be more
confident and “better connected’ than others who do not attend these sessions. The concerns of
many caregivers who are isolated or not linked to formal or even informal supports may actually
be more acute than those expressed here.

In-depth interviews were carried out with selected caregivers. Caledon staff attended
several public sessions in which panels of caregivers and professionals made presentations
about respite and other caregiving needs. A search of relevant literature was also conducted.
Key findings were incorporated in the discussion and associated policy proposals presented
below.

Finally, conversations were held throughout the course of the study with representatives
from the two major Alzheimer Society organizations that comprise Champlain Region. These
discussions helped ensure that the study remained consistent with the original intent and specific
questions posed by the sponsoring organizations.
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Who are the caregivers?

An estimated three million Canadians are unpaid or informal caregivers. The economic
value of caregivers’ unpaid work to the Canadian economy has been pegged at more than
$5 billion [Fast, Eales and Keating 2001].

According to the Canadian Caregiver Coalition, caregivers are individuals who provide
care and assistance for family members and friends in need of support because of physical,
cognitive or mental health conditions. The Coalition considers “family’ to include both
biological members and family of choice in which the caregiver is deemed part of the family,
whether legally related or not.

The Ontario government definition of caregiver refers to individuals with primary
responsibility for the care of an applicant for homemaking or personal support services or of a
person who receives such services, and who provide that care without remuneration. In this
case, the caregiver is defined by the formal services delivered to the care receiver.

The 2002 General Social Survey defines “care providers’ as Canadians 45 years and over
who reported providing assistance, in the past 12 months, with at least one task because of a
long-term health problem of the care receiver.2 It should be noted that caregiving is not restricted
to persons of this age. However, the vast majority of Canadians who are considered active
caregivers fall into this category.

Caregiving tasks include duties inside the house such as meal preparation and clean-up,
house cleaning, laundry and sewing; house maintenance and outside work like snow removal;
transportation; shopping for groceries or other necessities; banking and bill paying; and personal
care such as bathing, dressing, toileting, care of toenails and fingernails, brushing teeth, and
shampooing and hair care. Many caregivers play an important brokerage role. They act as
coordinators of the myriad services that care receivers may require.

Caregivers assist individuals with a wide range of conditions, including Alzheimer’s
disease and other forms of dementia. They also help those who require palliative care at the
final stages of their lives, and both children and adults with severe disabilities. Because persons
with disabilities typically object to their designation as care receivers, the term “caregiver’
generally is used to refer only to the parents of children with severe disabilities.

Caregivers take care of seniors — persons over age 65 and the frail elderly. Clearly, not
all seniors over 65 require care. Most remain active and healthy, and may need only minor or
modest assistance with some functions of daily living, the care of their home or transportation.
Many require eyeglasses or an assistive hearing device or may need help with home maintenance.
However, Canada’s aging population includes a growing proportion of very old and frail seniors.
A distinction increasingly is being made between the ‘young elderly’ and the ‘old elderly,” whose
needs are wide-ranging in scope.

8 Caledon Institute of Social Policy



The caregivers of persons with Alzheimer’s disease or related dementia, in particular,
represent a subset of the total population of caregivers. Alzheimer’s disease is the most common
form of dementia, accounting for 64 percent of all types. In 2008, about 97,000 Canadians are
expected to develop some form of dementia. An estimated 450,000 Canadians over 65 currently
have Alzheimer’s disease or related dementia, which means that there are an equal or even
greater number of Canadians involved in caring for these individuals.

In Champlain Region, in particular, about 14,000 individuals are affected by some form of
dementia. The numbers are expected to double in the next few years with some 2,800 new cases
identified annually. The growing numbers are a concern, given current pressures on existing
services and supports. Persons with Alzheimer’s disease or related dementia, for example,
comprise about 80 percent of the residents in long-term care.

While the caregivers of persons with dementia face unique challenges, caring at home for
persons with some form of dementia is not new. Spouses, children, other relatives and friends
have always assumed this role well before the presence of formal, publicly funded services.
What is new is the context — i.e., the fact that social and economic circumstances have changed
significantly over time.

The majority of Canadian women now participate in the paid labour market and may have
to reduce their hours or leave work entirely in order to accommodate their caregiving
responsibilities. Many are raising children at the same time as they are caring for aging parents,
creating a double stress. Families are smaller than they used to be with fewer “built in’
caregivers. Moreover, family members are increasingly dispersed, which means that caregivers
have less emotional support and fewer opportunities for a physical break. The depopulation of
rural areas has meant the loss of young family members and community volunteers.

Overall, Canada is a rapidly aging society with growing demand for caregivers and
diminishing supply. Itis also an increasingly diverse country in terms of language and cultural
practices. The provision of many supports and services has not kept pace with these changing
demographics.

Finally, there is a heavy economic burden on caregivers, which includes additional
expenses, lost income and reduced pensions from being out of the workforce. But while many
caregivers are overworked and under-supported, most are not seeking to be relieved of their care
responsibilities. Rather, they just need occasional reprieve so that they can sustain this crucial
role. They require some form of relief from their caregiving responsibilities, generally known as
respite.

What is respite?

The term ‘respite’ often is used to refer to a service in which paid employees come to the
home of care receivers in order to give caregivers a break by allowing them some time off from
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their caregiving responsibilities. Typically, respite providers are sent for a few hours by a
community agency, such as visiting homemaker association, to the residence of persons with
dementia. The presence of respite providers enables primary caregivers, usually a spouse or
daughter, to take a few hours to carry out essential household tasks or to look after their own
health and personal needs, such as exercising, visiting friends or attending the school events of
their children or grandchildren.

While formal services comprise an essential component of the respite package, they are
by no means the only form of support that provides relief for caregivers. These at-home services
are now understood as a necessary — but not sufficient — part of the respite equation.

For some caregivers, respite or a sense of relief derives from information from a
qualified provider that helps better meet the needs of the care receiver. Itis possible that the
individual wanders at night or inadvertently risks causing a fire through unsupervised use of the
stove. Advice on how to minimize the likelihood of these potentially dangerous behaviours can
provide significant relief.

Other caregivers experience respite when they are able to have a free night, weekend or
even a week. A 24-hour break allows many to get the badly needed rest that they may be missing.
A weekend or week allows caregivers to take a break or even a brief holiday if they are able to
afford the time and cost. The physical rest allows them to “recharge their batteries” in order to
carry on with their caregiving responsibilities.

For some, respite stems from knowing that there is a 24-hour call line in the event of a
health-related or behavioural emergency. Caregivers of individuals with dementia or mental
health problem point out that they are often unsure of how to cope with challenges, such as
verbally or physically abusive behaviour. This conduct can be especially acute for those with
late-stage dementia who may hallucinate or experience delusions, such as mistaking the caregiver
for a stranger or attacker.

While caregivers want to do everything possible to protect the care receiver, they must
look after their own well-being and that of other family members, such as young grandchildren.
The Alzheimer Society of Canada has established an online support forum on its website where
questions are responded to by other caregivers who have experience dealing with the
behavioural and care challenges associated with dementia. As more seniors become comfortable
with computers and Internet technology, use of this site is expected to increase.

Caregivers may also require legal advice. It is difficult to know when to have care
receivers deemed mentally incompetent. In some cases, it may be necessary to apply for a
change in legal status in order to gain access to certain benefits. (In fact, even when it is not
required, some caregivers believe this to be a requirement — effectively making it a condition in
their view.) Some caregivers are reluctant to take the step of declaring a spouse or relative to be
mentally incompetent. It is usually seen as the final stage in a long progression of loss and a sign
that any hope for recovery is gone.
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Many caregivers face financial pressures related to their caregiving responsibilities.
Most households incur extra costs, such as technical aids and equipment to enable independent
living outside of a hospital or residential care facility, or modification of a primary residence
such as the addition of an elevator or ramp. Caregiving responsibilities may also include the
purchase of other supports for respite — e.g., a friendly visitor for the care receiver for a short
period of time. In this case, financial assistance for the purchase of these supports may provide
the necessary relief.

In addition to extra costs, caregivers may have had to leave their job or reduce the number
of hours of paid work in order to make time for the care receiver. The insecurity may interfere
with their continued contribution to a pension plan or otherwise affect their ability to save for the
future. Both current and future financial security may be jeopardized.

In response to this wide range of needs, a new and broader interpretation of respite has
been developed in recent years, which recognizes that there are many different interventions
which potentially create a sense of respite for caregivers. These various forms are being tested
in practice through a major national initiative called Care Renewal, coordinated by VON Canada
and supported by the J.W. McConnell Family Foundation.

The Canadian Association for Community Care first proposed the concept of respite as
outcome ten years ago in the Final Report of the National Respite Project in 1998. While the
concept has been substantially developed through the Care Renewal initiative, the notion of
respite as outcome has not yet been widely translated into policies and programs. The concept is
based on the idea that respite should be understood not as a single service but rather as an
outcome experienced by caregivers. Respite refers to caregivers’ experiences of relief or
renewal, which can be physical, emotional, psychological, social or spiritual.

The notion of respite as outcome implies far more than temporary removal from a
caregiving role. A sense of reprieve for caregivers derives from a number of possible supports
delivered within or outside the home including temporary breaks, personal emergency system,
information and training with respect to care receiver needs, adequate programs and supports for
the care receiver, housekeeping, outdoor home maintenance, counselling and peer support. Even
the ability to work for a few hours or days a week is a relief for some caregivers who may worry
about financial circumstances or the security of their employment [Torjman 2003].

Caregivers of persons with chronic degenerative conditions, debilitating illnesses or
severe disabilities have similar requirements for support and relief. However, persons caring
for individuals with Alzheimer’s disease or related dementia face additional stresses that need to
be taken into account in determining their need for respite [Smale and Dupuis 2004].

Dementia-related conditions typically advance through several stages, each with
increased loss of functional capacity and greater use of formal services. The early stage
involves mild impairment with no major impact on cognitive functions or basic activities of daily
living.

Caledon Institute of Social Policy 11



The symptoms gradually become more debilitating as individuals with dementia
experience loss of short-term memory and the cognitive skills needed for daily decision-making.
There is a steady change in memory and at least one other cognitive function, such as language or
judgment. There may be a need for minimal assistance (every two to three days) with basic
personal or housekeeping activities.

Individuals at the moderate stage of dementia become increasingly less able to manage for
themselves. At least one personal activity of daily living, such as dressing, toileting or bathing,
typically is affected. At this stage, some individuals develop behavioural symptoms such as
wandering, being verbally or physically abusive, resisting care or experiencing mood disruptions
including persistent anger or perceived fears.

Many care receivers feel frustration at this point as they recognize that “there is something
happening to them” or that they are unable to carry out even the most basic household routines,
such as using the TV remote or remembering to add the local area code when using the phone.
Those at the moderate phase of the disease usually need some form of assistance once every 4-
to 12-hour period. Itis at this stage that families often begin to consider the need for relocation
to a supervised setting in the form of a retirement home or long-term care facility.

The late stage of dementia involves significant impairment in the ability to carry out the
activities of daily living. Memory loss is severe and behavioural symptoms can present serious
challenges for caregivers. Some form of assistance generally is required once every four hours
and most persons at this phase of the illness are placed in long-term care homes. At the end-of-
life or palliative stage, affected individuals tend to be bedridden and need assistance with all the
activities of daily living. Their expected lifespan is between three and six months.

Because symptoms at the early stages may be barely noticeable, there is often a delay of
up to three years in recognizing the condition. More than 50 percent of cases are diagnosed
beyond the mild stage, which means that there may already be significant need for some form of
support by the time a precise diagnosis has been made [Champlain Dementia Network 2007a].
Care receivers may have to be placed on a waiting list and caregivers may struggle with
managing the assistance on their own for a substantial period before they receive formal help.

The physical demands alone are exhausting in that care receivers gradually lose
functioning and become partially or totally dependent on the caregiver for all aspects of daily
living. Lack of sleep is another serious issue. As dementia progresses, nightly sleep patterns
become severely disrupted for both care receivers and caregivers. It is common for care
receivers to be awake throughout the night and sleep during the day. Caregivers, meanwhile,
must continue to look after daily living routines, gradually experiencing a significant sleep
deficit.

Perhaps even more difficult for caregivers are the emotional dimensions of the disease
[Smale and Dupuis 2004]. Many caregivers talked about the fact that they “lose the soul” of the
person whom they love. The care receiver no longer acts as a partner, parent or friend, and is
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virtually unrecognizable from their former self. Many wives reported that they have become
mothers again — this time, to spouses with the same basic needs as young children.

Unlike persons struggling with conditions that affect physical function, many caregivers of
persons with dementia noted that they are unable to communicate with care receivers other than
through superficial conversation about meaningless subjects. Many persons with dementia lose
their capacity to speak in sentences or at all. Some “talk nonsense” or repeat incessantly certain
words or questions, and caregivers must refrain from showing their exasperation. Several
respondents reported being patient for a long time and then blowing up when the pressure became
overwhelming. After an outburst, care receivers are often remorseful and caregivers feel
tremendous guilt.

In some cases, caregivers need help managing abusive or violent situations. Care
receivers sometimes get angry if their routines are upset or if they sense that parts of their
independence and control are “slipping away” — as in the medically required withdrawal of a
driver’s licence. At later stages of the illness, some care receivers have moments or even
periods of lucidity when they are aware of the fact that “things are not well with them” — a
realization that contributes to their emotional vulnerability.

Caregivers also reported that persons with dementia often struggle with depression —
sometimes in response to their diagnosis and the prospects that they face a deteriorating condition
when diagnosed at an early or mild stage. Others appear to have mood swings or dips, frequently
as a result of medications that may have been prescribed for physical symptoms, such as tremors.
Several caregivers made reference to the fact that the symptoms of the condition may be
exacerbated by medications that interfere with the capacity to speak or that even cause problems,
such as hallucinations. A profile of Ontario’s home care clients found that, compared to other
care receivers, people with dementia exhibited greater impairment of short-term memory and
cognitive skills for daily decision-making, ten times more defensive behaviours and higher rates
of mood disturbance.

Stigma was identified as another burden. Dementia is a condition not well understood by
the public, with many believing that the illness is inherited or communicable. The challenge for
caregivers is that there are usually few people with whom they can discuss their own mental
health needs. Some caregivers reported seeing a doctor for this purpose. Others stated that they
had family members who could provide support but that they did not want to continually burden
them. Still others noted that their children or siblings lived out of town and were not readily
available for providing assistance or occasional respite.

Some caregivers pointed to the supportive role of friends but noted that they did not want
to alienate them by talking about the illness all the time. Others indicated how hard it was to
maintain friendships. Because of the lack of respite supports in the evenings and on weekends, it
is difficult to participate in meetings held after dinner or even to see friends at a time other than
when respite is offered.
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Not surprisingly, many caregivers of persons with dementia feel isolated through
geography, transportation or communication barriers. The social isolation stems from the
demanding nature of the caregiving role and the loss of companionship that most caregivers
experience as the condition evolves through its progressively debilitating phases.

Finally, while all participants in the support groups were women, there are expected to be
more male caregivers in future. In fact, recent figures show that men increasingly are assuming
this role. Census 2006 found that more men are involved in carrying out unpaid work — though
women still assume the bulk of this responsibility [Pearce 2008: L3]. Special attention should be
paid to the needs of male caregivers who may be less likely to ask for help or to reach out for
support. Moreover, they may not feel comfortable assuming the “parenting role’ to which many of
the female caregivers referred.

The net result of this combination of factors is that caregivers of persons with dementia
typically experience more stress than other caregivers. They tend to provide longer informal
unpaid hours. As noted, of the total 168 hours in the week for which caregivers must be
available around the clock, only a weekly maximum 15 hours of respite is provided by the formal
service system (which may be increased in exceptional circumstances). One could even
conclude that the maximum number of hours of respite provided relative to the number of hours of
caregiving work represents a violation of labour standards.

The compromise of caregiver health and safety clearly jeopardizes their productivity over
time. They have little time to renew themselves due to the continuous vigilance required to
ensure the well-being, safety and security of the person with dementia. The time interval during
which care receivers can be left unattended becomes very short as the disease progresses, if they
can be left alone at all.

The Alzheimer Society summarizes the three major components of stress that caregivers
experience. There are primary stressors such as the disease-related changes in functioning and
behaviour that place demands on caregivers. They may have feelings of overload in which they
believe that the scope of tasks is greater than their capacity. They also face the strain of
performing tasks that are emotionally difficult or feel trapped by the demands of care with little
support. Secondary stressors, such as work-related pressures, financial strain and loss of
identity, result from the effect of primary stressors. The combination of primary and secondary
stressors creates a third stress — the impact on the physical and mental health of caregivers in the
form of higher rates of depression, less physical activity and rest, increased medication use and
exacerbation of their own health conditions.

Current respite system
The services and supports for persons with Alzheimer’s disease or related dementia fall

primarily within provincial jurisdiction — in the case of Champlain Region, the Ontario Ministry
of Health and Long-Term Care. In 2006, the Government of Ontario introduced the Local Health
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System Integration Act that introduced a significant change in the delivery of health care services
through 14 Local Health Integration Networks (LHINSs) across the province. While the networks
do not directly provide health care services, they are responsible for planning, integrating and
funding health care services including hospitals, community care access centres, community
health centres and support services, long-term care, and mental health and addiction services.

There are several ways in which individuals with Alzheimer’s disease or related
dementia are referred to various services. The most frequent route is through community care
access centres (CCACs) at the moderate stage, which act as the key information and referral
agents for long-term care provided in each of the 14 Local Health Integration Networks. In
January 2007, the four previously existing community care access centres merged into the
Champlain community care access centre. There isa CCAC head office in Ottawa and ten branch
offices spread throughout Champlain Region.

The role of community care access centres is to assess the type and extent of need, and to
arrange for the provision of homemaking services, personal support services and professional
services in response to that need. The centres are intended to act as a ‘one-stop shop’ so that
caregivers and care receivers themselves do not have to negotiate the entire range of supports on
their own.

A case manager is assigned to take primary responsibility for conducting the needs
assessment and referring the household to the appropriate resources. The CCAC branch offices
in Renfrew County and the Eastern Counties are linked to local geriatric teams, a relatively new
innovation, instead of requiring care receivers to travel to geriatric assessment units in Ottawa.

A related CCAC role involves discharge planning. Case managers are placed in hospital
emergency and ward floors to assist discharged patients who may require some form of
placement or at-home assistance. The case managers are part of the hospital’s multidisciplinary
team. They act as connectors and navigators — e.g., contacting general practitioners to discuss
client needs or make links to appropriate community services.

While the survey of service providers carried out for this study confirmed the role of
community care access centres as the primary referral agent at the moderate stage, a smaller but
significant percentage of individuals access services on their own or through retirement homes.
Referrals to community support agencies are also made by First Link, a collaborative program of
the Champlain Dementia Network led by the Alzheimer Societies. Designed for individuals
newly diagnosed with dementia and their families throughout the continuum of the disease, First
Link offers education courses and peer support in the form of caregiver groups.

There are also professional points of entry to various services through general
practitioners and psychogeriatric services, though it seems that the latter typically direct clients
to the CCAC as the primary gatekeeper. Specialized services, such as neuropsychologists, play a
relatively minor role in the referral process but were identified by service providers as the first
point of contact when they are trying to cope with an emergency or behavioural challenge.
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While a range of services comprise the system of care for persons with dementia and for
their caregivers, these supports effectively can be grouped into five major categories: regulated
services, home support services, in-home respite, day programs and out-of-home respite.

Regulated services consist of services that require professional training and certification.
They include personal health care — e.g., bathing; catheterization; various forms of nursing care
and professional foot care. Other regulated services involve psychogeriatric services, physical
therapy, occupational therapy and the provision of technical aids and assistance.

Home support services focus primarily upon care of the home. Home help is available to
assist with routine household activities, such as light housekeeping, laundry, meal preparation
and delivery, snow shovelling or yard maintenance, and friendly visits. These services are
important because they help ensure that care receivers are able to remain in their own residences
for as long as possible. Home support services seek to prevent or delay institutional care. In
that sense, they contribute significantly to the quality of life of persons with dementia and their
caregivers.

In-home respite delivers primary assistance to caregivers, through providing one-on-one
support, companionship and temporary replacement care, where required, to care receivers.
Telephone assurance helps verify well-being and security. Transportation may be made
available for medical appointments or essential shopping. In-home respite also includes referral
for financial support or other forms of community assistance.

For caregivers, the benefits of sustained in-home respite have been linked with improved
mood, reduced emotional distress, less time spent helping with the activities of daily living, and
a moderating effect on depression and other health conditions. Problems with in-home respite
that affect both persons with dementia and caregivers include the fact that in-home staff may be
poorly trained and unreliable; families prefer to have a say in the selection of in-home staff; and
fluctuating and inflexible hours of service are determined by the agency without input from
caregivers.

Day programs are group activities for seniors that include meals, supervision, personal
care and counselling. Alzheimer day programs, in particular, organize recreational and
activation activities for persons with dementia. There are two basic models of activation
employed by these programs: a health model which includes nursing services, and a social model
that provides custodial care, social interaction and exercise.

There is clear evidence of the benefit of adult day services to caregivers, in particular, if
used regularly and for an extended period. These benefits include less overload and strain,
reduced levels of depression and anger, a sense of freedom and ability to participate in personal
activities, and high levels of satisfaction. There are also anecdotal reports of benefits to adult
day program participants, such as improved mood and participation in activities, enhanced
cognitive functioning for people in the early stages, and fewer agitation and sleep problems
[Dupuis, Epp and Smale 2004: 40-41].
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Out-of-home respite provides care outside of the home — for 24 hours or more in some
cases — in order to allow caregivers to take a break. Overnight respite can take place in short-
term beds of a long-term home or in specially-built respite homes. The latter accept people with
early to mid-stage dementia; those in the later stages of the illness would go to a long-term care
home. In either case, the number of available overnight respite beds is limited.

For caregivers, in particular, the primary benefit of overnight respite is that it enables
them to attend to essential personal details of their own lives. Reclaiming the calm and quiet of
their homes, while temporarily free of the burden of care, is a powerful restorative. Out-of-home
respite also enables caregivers to travel out of town for brief periods to visit relatives or friends.
Some caregivers may need to attend a special event, such as a university graduation or provide
care to a relative who lives in a different city.

Studies indicate, however, that the benefits of reduced stress may be short-lived. While
caregivers experience relief during the period of overnight respite, they return to prior stress
levels once the person returns home. The evidence with respect to persons with dementia is
mixed. Some studies suggest that overnight respite actually can be disruptive to care receivers
while, for others, a therapeutically designed short-term stay program can have significant
beneficial effects [Dupuis, Epp and Smale 2004].

Guiding principles

The Aging at Home Strategy, earlier described, means that a framework is already in
place in Ontario upon which to build an improved system of supports for caregivers. However,
the scope and range of issues identified in the course of this study speak clearly to the fact that
substantial work remains. Any changes to be introduced should be shaped by the guiding
principles that caregivers themselves have articulated.

The Care Renewal initiative provides important guidance in this regard. Its work speaks
to the need for caregiver voice and choice. Caregiver voice means that caregivers should be
involved in developing, implementing and evaluating programs and policies that affect them.
Caregiver choice refers to the importance of ensuring that caregivers have access to a range of
options that meet their identified needs.

These principles are applicable to caregivers of persons with Alzheimer’s disease or
related dementia. Caring at home for someone with dementia is a continuous and evolving
process that varies with the stages of the disease and the personal characteristics of both the
person with dementia and caregivers. The same strategies will not work for all.

Caregivers must be actively engaged in identifying the specific interventions that will
result in respite. Some caregivers will find it helpful to choose from a range of existing options
while others may prefer to design their own package of supports. In seeking to improve the
measures that comprise the Aging-at-Home Strategy, these guiding principles mean that
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caregivers require services and supports that are sufficiently flexible to accommodate their
changing needs.

Key concerns

This section summarizes the wide range of concerns that caregivers raised in the support
groups in which we participated as well as in relevant studies carried out by the Alzheimer
Society, and other groups and researchers.

I. Recognition of caregiver needs and support for their significant role
Caregiver recognition

A focus on the caregiver as a partner in care means that caregivers should be recognized
and respected as individuals who are entitled to support from the community and the formal
health system, regardless of whether the person for whom they provide care is receiving formal
home care services. As partners with health care providers, caregivers should be involved - to
the extent that they wish — in the planning, delivery and evaluation of programs and services that
affect them directly or indirectly. There is a Caregiver Burden Index that is currently, though not
consistently, employed by community care access centre branch offices in Champlain Region.

Research on caregiving under way in the country has been calling for an assessment
process for caregivers as separate clients [Guberman et al. 2001]. Their needs should be
identified and addressed separately from those of care receivers. It is possible that caregivers
themselves have some form of physical or mental condition that requires intervention. A good
assessment tool should include outcome indicators in order to monitor whether or not the
caregivers are experiencing relief or renewal. Research has also been undertaken on an
assessment process to enable caregivers to identify their goals relative to a core basket of
community services.

As a result of this view of distinct caregiver needs, proposals have been made to assign a
specially trained worker to spend time in the home with both caregivers and care receivers on a
weekly or biweekly basis. These workers would be in a position to provide up-to-date
information on disease management; suggestions for adapting or modifying routines; ideas for
helping care receivers engage in activities that provide relaxation or a sense of routine; and
relevant information on nutrition, toileting and bathing — all within a context that encourages
caregivers to build their own understanding of the disease. Most important, caregivers would be
helped to adopt a healthy emotional perspective. They would learn to recognize their own signs
of stress — anger, vivid dreams, depression, hopelessness — and respond to them as signals for
action.
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It may take some time before such an individualized support system can be put in place.
In the meantime, the Alzheimer Society, its First Link program and other services in Champlain
Region continue to offer helpful courses and informal training sessions on various aspects of care
at home. These educational sessions should be supported and extended where possible. An
investment of resources in more telephone support should also be considered. This form of
assistance could move beyond the provision of advice only in the event of emergencies.
Telephone assurance could include active outreach to caregivers to help monitor the status of the
caregiving arrangement.

Education about care at home

Despite exemplary work in this area, there appears to be insufficient training for
caregivers on how to care at home for persons with dementia. As care receivers gradually lose
their functional capacity, education is required particularly around role reversals, skills needed
to assume new roles, how to communicate with someone suffering from a degenerative brain
disease and how to assist with activities of daily living — i.e., bathing, toileting, grooming and
feeding. There is also a need to help caregivers deliver more medically complex interventions at
home and to coach them on ways of providing care for other chronic or medical conditions.

Changes in disease progression and associated “responsive” behaviours also need to be
taught to caregivers. If caregivers try to help with bathing, for instance, care receivers may feel
violated and may respond by striking out. Care receivers effectively are reacting to
circumstances that they perceive as threats. Understanding the motivation and framing it
appropriately can help caregivers respond appropriately to the circumstances.

Households experience pressures related not only to physical care but also to legal
uncertainties — particularly around individual competence and power of attorney. As noted,
caregivers often wonder whether and when they should apply for changes to legal competence.
Some believe (incorrectly) that this is a necessary action in order to receive benefits and
services. Others fear that they could lose property or enter into a legal quagmire related to joint
property and other assets if they initiate this step. Even when it is the appropriate avenue,
caregivers often hesitate to seek the status of legal incompetence for care receivers because it is
such a significant step in their ongoing story of loss.

Information about formal services

A major challenge for caregivers is to gain access to accurate and timely information
about the range of available services for both care receivers and caregivers. The related
obstacle is to find their way through this maze of supports. Some caregivers indicated that they
did not know where to begin to seek guidance about available supports, had difficulty navigating
among different providers or did not obtain services appropriate to the needs of the care
receivers.
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Entry into the system must be made as easy and transparent as possible. Itis also
important for caregivers to have ready access to information on how to handle concerns,
emergency or crisis situations related to their own needs and to those of care receivers. If too
much information is presented at one time, caregivers will retain only what is immediately
relevant.

Part of the problem embedded in the navigational maze appears to arise from the
inconsistent entry point to various services. Community care access centres, for example, are the
gatekeepers for all day programs in the region. While the CCAC conducts assessments for day
programs and maintains a centralized waiting list, the specific exclusion policies of individual
day programs mean that the ultimate placement decision varies on the basis of those exclusions.
Someone may be first on the list, for example, but may have to wait longer for a day program
because of toileting or feeding issues.

Similarly, while most service providers indicated that referrals came through the
community care access centre, this referral point was not always the case. As noted, many
households enter the care system through self-referral or referral through general practitioners.

Another problem arises from the fact that community care access centres see people who
are in the moderate to severe stages of dementia. They are not in contact at earlier stages, when
symptoms are often not recognized or when care receivers do not yet require help. This
relatively later-stage intervention means that care receivers and caregivers are generally hard-
pressed for help and already under significant stress by the time they come into contact with the
formal system of services and supports. As a result, care planning tends to be crisis driven
rather than proactive, systematic and supportive.

Service providers themselves identified problems in the information and referral process.
Case managers who work in community care access centres have a heavy caseload of about 120,
making it difficult to spend sufficient time or maintain regular phone contact with individual
households. Clients themselves must be proactive in seeking help, which usually happens in
crisis situations when a problem is extreme or intolerable. Even then, they often must wait for
assistance. In one case, for example, it took three weeks before the CCAC case worker was able
to get help for a care receiver whose circumstances had taken a turn for the worse.

However, community care access centres face their own staff shortages. Case managers
serve a broader group of clients than strictly those with dementia, and are spread thinly across a
wide geographic area and range of care needs. One participant noted that the CCAC predecessor
unit — the Cog (Cognition) team — appeared to be generally better informed about dementia and
available services, and tended to have deep and durable relationships with clients. Their greater
depth of knowledge may be linked to the fact that they specialized in dementia-related conditions.
However, this unit’s orientation is no longer in line with more recent changes that favour
continuity of care over care receivers’ lifetime and circumstances.
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Heavy caseloads also make it difficult to share information between case managers and
other service providers involved with a given household. The result is that people must tell their
stories repeatedly to a variety of medical and social service providers. Caregivers often feel
that the helping process effectively boils down to the continual assessment of needs with
insufficient time for the actual provision of assistance to address those concerns.

Overlap and confusion also arise from lack of coordination among different services. An
example was cited involving the duplication of efforts from federal Veterans Affairs and the
provincially funded community care access centres. The latter maintain vacancy lists but there
are gaps in the system. Just under half of the surveyed day programs, for example, reported
functioning under capacity while caregivers were noting long wait times to access those same
day programs. Improved training of staff in handling various ‘problem’ behavioural responses
may help modify the exclusionary practices currently in place and address the underutilization
challenge.

General practitioners play a significant role in terms of referral to community agencies.
They are often the first line of defense in that they can identify and assess signs of dementia. The
problem is that they typically do not recognize dementia until the moderate to later stages of the
condition. As a result, the links to specialized services are made at a later time in the disease
progression when caregivers may already be dealing with difficult symptoms. Moreover, early
detection is the best defense because drugs can slow the process of deterioration that is typical of
all forms of dementia.

The challenge of early diagnosis is made more difficult by the shortage of general
practitioners. It is possible that patients are not seeing GPs regularly enough to allow them to
notice changes in the patient. (It should be noted that this problem is not unique to Champlain
Region.) If they are seeing a physician, it may not be a consistent person but rather a practitioner
in a group practice, walk-in clinic or emergency department of a hospital.

There is also a serious shortage of geriatric specialists; medical schools graduate only
five such specialists a year. There are currently 180 geriatric specialists in Canada and an
estimated 1,000 currently are required.® The Government of Ontario’s Strategy for Alzheimer
Disease and Related Dementia announced in 1999 had pointed to the need to bolster
psychogeriatric services throughout the province. But the modest investment clearly has not
responded to the fundamental lack of supply of this specialized resource.

Access to information about community resources can alleviate caregiver stress —
provided it leads to supports and services. Otherwise, the information can simply add to
caregivers’ sense of frustration and isolation. Caregivers need information on how systems work
and how to use them in light of the complex array of agencies and funding sources. Information
about resources, supports and services must be presented in ways that are culturally sensitive and
linguistically appropriate.
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Eligibility for formal services

Some services require medical certification to attest to the presence of Alzheimer’s
disease or related dementia. They also involve an assessment of functional capacity in the
activities of daily living, such as walking, feeding oneself and the ability to use the toilet
independently. With respect to respite, in particular, the guidelines are based on the needs of
care receivers, who must qualify for some form of personal care service before any form of
support for the caregivers is considered.

The Resident Assessment Instrument — Home Care (RAI-HC) is the common assessment
instrument used by the CCAC branch offices for adults requiring a comprehensive assessment for
longer-term home care services or access to a long-term care facility. As noted, RAI-HC’s
Caregiver Burden Index is used in parts of Champlain Region to help quantify needs. RAI-HC
also includes other instruments that provide information about the care receiver —e.g., cognitive
performance scale, depression rating scale and pain algorithm.

Community care access centres may further restrict eligibility based on capacity within
the system — i.e., the size of the client caseload and the associated available services. For
example, the community care access centre might receive a two percent increase in budget but
have a 10 percent rise in numbers of clients. It must then determine whether to provide more
services to fewer people or less service to more people. One CCAC branch office noted that it
engaged an ethicist to help balance the many competing demands.

Legislation and regulations determine how much service to allocate and who is eligible.
Regulations pursuant to the Long Term Care Act, 1994 outline eligibility criteria for homemaking
services as well as maximum time allocations for homemaking and nursing services. The
regulations state that care receivers are eligible for homemaking services if they require personal
support services along with the homemaking services; if care receivers get personal support and
homemaking services from caregivers who require assistance with homemaking services in order
to continue providing the required care; or the person requires constant supervision as a result of
a cognitive impairment or acquired brain injury and the person’s caregiver requires assistance
with homemaking services.

The regulations note that community care access centres shall not provide a person with
homemaking and personal support services for more than 80 hours in the first 30 days that follow
the first day of service or 60 hours in any subsequent 30-day period — i.e., a maximum 15 hours a
week. However, acommunity care access centre may provide more than the maximum number of
hours of homemaking and personal support services for a period of up to 30 days if extraordinary
circumstances justify their provision.

The regulations for the delivery of nursing services, in particular, are almost
unintelligible. Community care access centres “shall not provide a person with more than the
lesser of the following amounts of nursing services: 28 visits from a registered nurse or a
registered practical nurse in a seven-day period, and the following number of hours of service in
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a seven-day period: 43 hours of service if provided by registered nurses, 53 hours of service if
services are provided by registered practical nurses or 48 hours of service if the services are
provided by both registered nurses and registered practical nurses.” How any case manager — let
alone caregiver — can ascertain their eligibility for nursing services is beyond comprehension.

There are no precise formulas, however, for allocating respite for caregivers. The only
criterion for in-home respite is that care receivers for whom they are responsible must require
assistance for bathing. The latter implies that there has been considerable loss of function
because in-home supports for personal care are required. By implication, caregivers must need
some form of relief. Some service providers also use their own assessment, which supplements
the information from the community care access centre.

Current eligibility conditions set out in Ministry Regulations effectively mean that
personal support workers may choose to interpret their mandate very narrowly and stay close to
the books. We heard, for example, that some in-home support workers will not put in an extra
load of laundry if required or help start a meal if the assessment does not say “meal preparation.”
CCAC staff are seeking ways to introduce more flexibility in light of the regulatory constraints
within which they must work. The pilot project being undertaken in the Eastern Counties in
partnership with the Alzheimer Society of Cornwall and District that provides caregivers at home
with self-directed options is demonstrating one way to tackle these barriers.

There are other problems created by inflexible rules in the system. In some cases,
caregivers are unable to have their needs met, such as overnight respite, without the signed
consent of care receivers. Clearly, this requirement presents serious difficulties when care
receivers are either unable or unwilling to sign the required papers.

If the need for respite is assessed separately from the supports for care receivers, then
eligibility for respite would be de-linked from the provision of formal services. This de-linking
would help advance the notion that respite is not necessarily a formal service. Respite can
derive, as noted, from a number of interventions and should not be predicated only upon the type
and extent of care receiver need.

Caregiver support

Caregivers in the support groups expressed appreciation for the Alzheimer Society and the
critical role played by these groups. Meeting with peers who can offer practical guidance, affirm
that they are moving in the right direction and validate their experience was vital to their mental
health and ability to cope. There is no replacement for this kind of support. It is invaluable for
caregivers to share their concerns in a safe space with others facing similar problems and who
understand the challenges.

A poignant moment arose in one support meeting when several caregivers told a
participant that the aggressive behaviour of which she was a victim was not her fault. She
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appeared to be doing everything humanly possible under the circumstances. Group members also
provided advice for her personal safety and protection. It was clear that they had saved her
mental health, if not her life.

Many caregivers were grateful to have the Alzheimer Society as their primary contact at
the point of diagnosis and found that it was the most helpful link to the range of community
programs and information. Several participants, however, were unaware of the possible forms of
home assistance despite regular participation in Alzheimer support groups. While physiotherapy
that had been arranged by a case manager was deemed to be very good, for instance, at least two
members of the support groups were not aware that the CCAC actually could prescribe this
service. Another woman whose husband had not bathed in more than two weeks had no
knowledge about in-home assistance until her peers mentioned its availability and suggested how
she might make the appropriate contact.

Of course, many caregivers and care receivers are reluctant to ask for or accept help
because they feel that it represents a loss of independence. In this case, members of the support
group provide encouragement to care for their own needs and generally encourage peers to use
the available supports, where possible. Despite the scope of resources, caregivers often try to
postpone using them in the hope of maintaining a normal environment for as long as possible.
Until caregivers really need help, they often do not look for it until they face a crisis.

It was evident that caregivers themselves are often the best source of support and of
respite. Many are very knowledgeable when it comes to coping strategies, personal care
assistance for care receivers and formal services including various day programs, out-of-home
respite and long-term care. The challenge arises from the fact that the voluntary sector capacity
to run these groups is limited. Current meetings are organized on a monthly basis only because
staff of the Alzheimer Society have heavy caseloads and a wide range of responsibilities.
Additional resources should be made available to bolster the frequency of these groups or to
train volunteers to help run them.

Recommendations

In summary, the concerns raised in this cluster of issues focused upon the fact that
caregivers have needs that are linked to — but significantly different from — those of care
receivers. The first need has to do with recognition of the value of caregivers and including them
as an integral part of the planning process for care receivers. The second involves the
information and training required to effectively carry out the caregiving role. The third relates to
the fact that caregivers themselves may experience a range of stresses and associated mental
health concerns. Their unique needs should be addressed.

The following policy and program recommendations respond to the importance of
recognizing caregiver needs and supporting their significant role:
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Policy

e Separate the eligibility for respite for caregivers from the need for services for care
receivers.

e Formalize the recognition of caregivers’ significant role through a National Caregiver
Strategy similar to those already in place in the United Kingdom, Sweden, Australia
and New Zealand.

Program

e Increase broad-based delivery of education programs and individualized training for
both family and professional caregivers around the physical needs of care receivers
with dementia, and its legal and financial implications.

e Enhance access to support and interventions for family caregivers through such means
as support groups, and telephone and online support.

e Recognize and address the changing roles that place demands on caregivers including
the stress and impact on their physical and mental health.

e Develop and implement a Caregiver Burden Index to monitor caregiver relief.

ii. Improvements to the quantity and quality of services

Despite the wide range of identified concerns, it is important to note that many caregivers
expressed positive comments about the system of care in Champlain Region. Some were very
pleased with the support they received and felt that the respite providers were trying hard, within
the context of their own constraints, to provide good service. While the sample size is too small
to conclude that these statements are representative views, they nonetheless should be
acknowledged.

Quantity of available services

Caregivers expressed concern about the lack of services and supports — or in many cases,
the limited number of hours of service to which they were entitled. Others noted the pressing
need for more services at home if informal caregivers are expected to provide over the long term
the bulk of care.

A related problem had to do with sufficient hours for in-home supports. Some caregivers
stated that they received one or two hours of assistance a week and that it was simply not enough.
One hour rarely provides enough time to do anything; all they could reasonably manage was a fast
trip for a few groceries and medications for the care receiver. Another woman from a rural area
had received only two hours of in-home help, despite the fact that it took 90 minutes for a return
ride for a medical appointment in Ottawa.
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Other caregivers noted that they may qualify on paper for a certain numbers of hours of
support but in practice receive only half that amount. In the case of one family, only nine of the
allocated hours actually were delivered. The caregiver maintains a counselling business and has
private insurance to help pay for care beyond the 15 hours a week allotted by the community care
access centre.

There is also a shortage of services for younger persons (between ages 40 and 59) with
early-stage dementia. The existing supports generally are intended for seniors among whom
dementia is most prevalent. Those who develop the disease at young ages face additional
barriers in finding appropriate supports that are not linked to programs for the elderly.

Long waiting lists for service, particularly long-term care, were also identified as a
serious pressure in the formal care system. One woman reported that it took her case manager a
year to get the care receiver into a day program. Caregivers must plan well in advance to ensure
that the availability of a respite bed corresponds with the time that they need the support.
Ironically, there is a general sense that in a crisis situation, action happens quickly.

In some cases, long waiting lists were the result of the shortage of services. Caregivers
expressed a general sense of lack of supports relative to need. This experience ‘on the ground’ is
significant in light of the responses to the survey conducted for this study. All categories
indicated that their services are underutilized and, in some cases, there is a big gap. More
specifically, the following rates of underutilization were reported: 75 percent for regulated
services, 55 percent for home support services, 59 percent for in-home respite, 46 percent for
day programs and 73 percent for out-of-home respite.

Several reasons were identified for this underutilization including the lack of client and
referral agency awareness, caregiver reluctance, the lack of intensive case management to ensure
that information is communicated in a timely fashion, service unsuitable for the client’s current
stage of dementia, staff shortages and cost. The most commonly cited reason for underutilization
was lack of client awareness.

Regulated services reported lack of awareness among clients and referral agents, staff
shortages and cost as major reasons for underutilization. For home support services, cost, lack
of client and referral agency awareness, and staff shortages were cited as major factors. In-home
respite for caregivers identified cost, staff shortages and lack of client awareness as key reasons
for underutilization. Day programs made reference to caregiver reluctance and lack of client
awareness as factors preventing full usage. Similarly, overnight respite providers identified lack
of client awareness, caregiver reluctance and cost as major barriers.

Clearly, there is a need to explore the gap between the perceived lack of services and
long waiting lists reported by caregivers and the apparent underutilization cited by service
providers. It appears that both caregivers and referral agents are unaware of the range of
services in the region or, more specifically, the availability of vacancies when these arise.
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There is a need for an improved information and referral service as well as general
information for the public. Asaway to meet this demand, the Champlain Dementia Network’s
bilingual website launched a mapping inventory in April 2008 which lists dementia-related
services operating in Ottawa, Renfrew County and the Eastern Counties. Services in Lanark
County and North Grenville will be added in a second phase of the work. It is hoped that these
website materials will help individuals, family members and professionals find and link with
appropriate dementia-related services.

The Champlain Region CCAC currently tracks long-term care home beds for the Ministry
of Health. Atime-limited research project might be initiated to test the value of measures to
maintain a better balance between available supply and current demand.

It is possible that there will always be a certain level of underutilization — a natural gap
between the posting of a vacancy and the filling of that opening. But even if the service
underutilization gap is addressed, there is still a need for investment in the supply of the range of
services and supports. The aging of the population and expected increase in the percentage of the
population that will experience some form of dementia speaks clearly to the need for an adequate
supply of services. Some communities, such as St-Michel in Montréal, are responding to this
pressing need by converting a local school that had been identified for closure into a long-term
care residence located in the heart of the neighbourhood.

The present scope of services in Champlain Region will in no way be able to respond to
the coming rise in demand that invariably will present itself in light of the population shift under
way. As noted, an estimated 14,000 individuals in Champlain region currently are affected by
some form of dementia and the total numbers are expected to double within the next few years.
An investment in supply is essential if the objectives of the provincial Aging at Home Strategy
are to be met.

Lack of flexibility

The survey results show that providers in Champlain Region deliver a wide range of
services, especially in regulated and at-home categories. On paper, the system looks like a rich
and robust package. In practice, the problem arises from the fact that the services which actually
are delivered are predetermined in advance. Someone who comes to do laundry usually will not
help with basic meal preparation or shopping if those are required.

Rigid job categories or descriptions can prevent a personal support worker from doing
anything more than turning on the water, for example, when providing bathing assistance.
Lending a strong arm to help climb into or out of the tub or cleaning the floor may be interpreted
as going beyond the strict job description. CCAC Champlain staff is working to figure out how
to be more flexible in the face of legislation, which is basically too restrictive.
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Caregivers frequently made reference to the need to have someone come to the home who
could provide a broader range of assistance. While they recognize the importance of respecting
the limits and demands on the service provider, most would prefer to direct the assistance as
required. In fact, several said that they would like to hire their own support worker and develop
the job description. This arrangement would also help ensure consistency in the service.

Clearly, there are costs associated with this option that few can afford. However, there
may be possibilities of individualized funding in which the provincial government provides
households with the option of going through an agency or receiving a designated amount of funds
to help them hire their own service provider for several hours a week.

As noted, the Eastern Counties Caregiver Respite and Relief Project — recently approved
by the Champlain Local Health Integration Network — will provide clients and caregivers just
such an opportunity. For the next three years, early- and middle-stage dementia patients and
their caregivers will be helped to develop care plans which take into account existing needs and
then provided up to $5,000 per year to purchase required supports. The pilot project will afford
an opportunity to experiment with greater flexibility in the range of available services. It will
also enable caregivers to gain access to relatively modest forms of assistance that support
personal dignity and provide respite.

Another example of this kind of individualized approach is the Ontario Special Services
at Home program for the parents of dependants with severe disabilities. The program provides
funding directly to families to enable them to purchase services for personal development and
relief support to child or adult with a developmental disability or a child with a physical
disability. Families use the funds to purchase supports that they normally could not provide on
their own and are not available elsewhere in the community. For example, families can hire an
individualized support worker to focus on specific therapeutic goals with their child or provide
respite for the family.

This flexible method of financing is used by several provinces for different purposes.
Manitoba offers individualized funds for home care while Alberta and BC support various forms
of disability-related assistance in this way.

There are also rigid models of service delivery — e.g., day programs with fixed hours and
respite beds available only on weeknights and not weekends. Out-of-home options tend to be
institutional, even when they are not long-term care facilities. One caregiver pointed out, for
example, that a short-term respite facility did not have a telephone or a television in the room.
The caregiver felt that the lack of ‘at home’ features would disorient his wife and he decided to
give up the respite option altogether. It was suggested that short-term respite facilities should
provide some ‘getting to know you’ opportunities. Care receivers should be allowed to visit for
several hours or days before they feel comfortable for longer periods of respite.

The Ottawa Guest House located on the grounds of the Perley and Rideau Veterans’ Health
Centre, for instance, is a 12-bedroom bungalow that opened in 2007 and provides short- and
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long-term (up to 90 days) respite for people with early- to moderate-stage dementia. Planners at
the respite bungalow have addressed virtually all of the identified concerns. Despite their
efforts, the Guest House reports functioning at 50 percent capacity since opening in April 2007.
In an effort to address this problem, the Guest House is expanding its referral process for six
months to include direct referrals from regional geriatric teams and other services.

It is likely that many caregivers are still unaware of this service. It is also possible,
however, that some caregivers need to be encouraged to make use of the facility for their own
physical and mental health. A study published by the Alzheimer Society cited “growing evidence
that the uptake of respite is greater when it is combined with other caregiver initiatives such as
education, case management and supportive counselling. These strategies foster a readiness to
utilize respite care among caregivers who had not previously considered it an option” [LeDuc
and Lennox 2001: 6].

It was noted that there are no long-term (i.e., a week or more) respite options provided at
home. The longer-term options would enable caregivers to feel more comfortable taking a
holiday, knowing that the care receiver was able to remain at home. Caregivers who wish to
care for late-stage dementia patients would not be pressured to opt for placement in a long-term
care facility. Rather, they would be provided with the supports they identify as critical to
continuing home-based care.

In one group, it was pointed out that Québec is currently experimenting with this model of
longer-term respite at home in which a respite provider moves into the home for several days or
weeks rather than moving the care receiver, which can be physically and emotionally disruptive
for some. Baluchon Alzheimer, for example, is an in-home respite project pioneered in 1998 at
the Research Centre of the University Geriatric Institute of Montréal. The respite provider or
‘baluchonneuse’ completes a personality and preferences inventory, compiles a list of difficult
situations the care receiver and caregiver have faced, and visits the household for a 24-hour
period to learn the precise details of their daily habits. Caregivers may use the service for
between 7 and 14 days at a cost of $100 per day plus travel expenses. The organization receives
corporate and private donations to cover additional costs [Gendron and Adam 2005].

Inappropriate services

Day programs were generally seen positively though there were problems, in some cases,
with lack of streaming relative to capacity. Some day programs mix old and young people, and
dementia patients with persons with developmental disabilities. As a result, many earlier stage
dementia clients see themselves as not belonging to the group and refuse to attend. More help is
needed to overcome client resistance to attending day programs or to having a stranger come to
the house.

One caregiver spoke about the fact that her husband did not want to continue in a day
program because he was not as “sick” as the others. His observation was true; because the day
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program is based in a rural setting, there are not sufficient numbers of participants to provide a
streamed approached in which care receivers are grouped on the basis of type and extent of care.
They are together in the same program regardless of capacity — though the fact of qualification
means that they all had a certain level of functional loss.

In fact, there is a more general concern about the issue of activation or stimulation. There
is a need to build more activation into existing services — particularly those delivered at home.
Several caregivers noted that even when respite workers are sent to the home to provide care,
they may sit with the care receiver but do nothing more than that. Clearly, it is impossible to
generalize; there are many home visitors who do make an effort to engage in more active mental
stimulation and whose work was deeply appreciated.

It is also possible to consider a variation on the current method of service provision. In
South Australia, for example, there are several “home clubs’ in which a trained homemaker looks
after three or four individuals with dementia. It is a more personalized service than a larger
centre-based day program and has been found to work particularly well in rural settings in which
there may not be sufficient people to create a program that is relevant to need.

In addition to actual or perceived shortages, there appear to be many inappropriate
placements — especially in long-term care facilities, where applicants are required to take the
first available bed. When considering placement for long-term care, caregivers are asked to
identify their top three choices in the region. If any one of these choices becomes available,
applicants are not permitted to wait for a bed in the other two facilities. The need to be ready to
radically change life circumstances “at a moment’s notice” creates considerable stress and
anxiety. If care recipients do not avail themselves of the opportunity, their names are put at the
bottom of the list and they have to start the waiting process all over again.

One caregiver told the story of the placement of her husband at the Royal Ottawa
Hospital, a local psychiatric facility. It was the only available bed to which he could move after
a stay for treatment at a local hospital where he was deemed to be the proverbial “bed blocker.”
The other patients in the psychiatric facility were functioning at a capacity well below that of the
individual in question and his wife feared that he would deteriorate rapidly in the absence of
active communication and mental stimulation.

Personnel issues

Caregivers and care receivers want to have access to and support from the same
providers on a consistent basis. While this factor is important for all households, it is crucial for
persons with Alzheimer’s disease or related dementia whose condition often generates fear or
paranoia. Consistency and routine can help with this uncertainty.

Problems frequently arise on the weekend, in particular, when caregivers take time off to
be with their own families. Caregivers often do not know who will come to the home or whether
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they will get service at all. One respondent noted that it was the responsibility of the service
providers to call clients and to make their own time arrangements on the weekends. A provider
who consistently called late on Friday evening would say that she had available only very early
morning appointments, which were not appropriate for this particular care receiver.

The majority of service providers indicated that providing continuity of person (same
employee visits the care receiver each time) was not an issue. The community care access centre
strives for continuity when assigning care — in fact, it is a goal against which it measures service
provider performance. However, agencies also reported difficulty in attracting and retaining
staff, particularly nurses and personal support workers. This discrepancy indicates a human
resources supply difficulty: Though agencies clearly strive to ensure continuity, the current
training and employment system is unable to keep up with demand. This issue must be addressed
across the board, not by single agencies alone.

Perhaps even more important than consistency is the fact that service providers must be
both technically competent and responsive to the preferences of caregivers and care receivers.
Ideally, service providers become like trusted family members who are partners in providing
care rather than solely professionals determining the type and quantity of care to be delivered.
Caregivers will not achieve respite as an outcome unless they trust that the care receiver is
content, well cared for and supported.

The need for improved training at all stages in the care process was noted by caregivers
and in relevant literature produced by the Alzheimer Society of Ottawa and Renfrew County.
General practitioners are often identified as the first line of dementia identification. In Renfrew
County, for example, general practitioners are generally the entry point for patients who need
diagnosis and referral to geriatric assessment teams.

While ongoing training sessions on geriatrics and dementia are offered to doctors and
nurses in long-term care facilities in Champlain Region, these programs typically attract the same
small group of committed health professionals. Family physicians are invited to these sessions,
but they are generally held in the evening — adding to an already heavy workload. The problem
of lack of training is exacerbated by the short supply of general practitioners in the Region.

Home support workers must also have thorough knowledge of dementia. Though virtually
all surveyed agencies reported providing training for their staff, there are wide variations in the
amount, quality and application of the information. Similarly, agencies reported communicating
with families about care recipients, but the quality and frequency of those interactions are not
monitored or documented.

Cultural diversity must be considered along with barriers arising from the relative lack of
services in French. Supports and services should respect cultural attitudes towards health and
sharing of personal information. One positive example identified in terms of cultural
appropriateness was the long-term care facility in Ottawa’s Glebe neighbourhood that has a unit
for Chinese-speaking residents.
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Sometimes care receivers and caregivers have preferences around their comfort with
persons from different cultural backgrounds. The community care access centre sends the
preference information to the agency supervisor who attempts to make a suitable match. Clients
or assigned workers who are uncomfortable may request a review of the arrangement.

Finally, recruiting and retaining workers in rural and remote communities can be difficult
and expensive because of travel distances. But this problem is by no means the only issue
relevant to rural and remote areas.

Challenges in rural areas

Special considerations were identified with respect to smaller towns and rural areas in
particular. On the one hand, their small town character is positive in that people know each other
and tend to look out for each other with a “neighbourhood watch” atmosphere. The Legion and
church groups are also supportive though they generally do not provide badly needed
transportation (discussed below).

On the negative side, there may be fewer formal and informal supports. At the formal
level, rural areas lack the economies of scale to set up full services. This reality has led, in
some cases, to inappropriate services, earlier described, in which people at different levels of
functioning and with diverse needs, for example, are grouped together into a single program.

Caregivers in rural and remote communities often find that services and supports are few
and far between, geographically distant or even nonexistent. Transportation services are
expensive and do not provide accompaniment — it can cost $150 to get to an appointment in
Ottawa. The isolation of caregivers can be especially acute in these communities.

The lack of informal supports is particularly difficult to resolve in rural areas because of
several complex demographic factors. Many retired and elderly Canadians are returning to rural
areas where they grew up. At the same time, young people are moving increasingly to cities. As
a result, the population ratios point to the fact that rural areas appear to be aging more rapidly
than the rest of the country.

Many young people leave rural and remote areas for larger centres and are unavailable to
provide primary care or even secondary support or relief. Caregivers in rural areas are often
asked to assume care responsibilities well beyond reasonable expectations. The ‘young old’ are
caring for the 85-plus group — the fastest growing segment of the population. There are 70-year-
old volunteers, for example, who are delivering Meals on Wheels. These respite providers
themselves are tired and in need of relief.
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Recommendations

In summary, the concerns raised in this cluster of issues focused upon the fact that
caregivers experience two major types of problems around the delivery of supports and services
for Alzheimer’s disease and related dementia. The first has to do with the quantity of available
services, including the number of hours for in-home support and the waiting time for services like
day programs and long-term care. The second group of issues in this cluster is rooted in the
quality of service provision —i.e., the flexibility of current arrangements, their appropriateness
relative to the needs of care receivers and caregivers, and the quality of staff training. A unique
set of concerns was raised about the gaps in service in rural areas and the challenges arising
from travel distances and associated costs.

The following policy and program recommendations respond to the wide-ranging
concerns regarding the quantity and quality of services:

Policy

e Extend the maximum number of hours available for in-home services and change the
formula for assigning hours to include — as part of the eligibility assessment —
caregiver and care receiver needs, disease progression, change in roles and caregiver
coping.

e Introduce greater flexibility in the provision of supports at home, including the
availability of individualized funding and self-directed care to enhance
responsiveness to the needs of caregivers and care receivers, and programs like the
successful Veterans Independence Program (VIP).

e Introduce greater flexibility in the eligibility criteria to ensure service availability for
those with dementia under the age of 65.

Program

e Ensure that professionals and service providers receive improved and ongoing
training for addressing the continually changing needs of persons with dementia.
Training should be culturally sensitive and linguistically appropriate.

e Ensure caregivers be involved in the development, implementation and evaluation of
the services provided to them.

e Encourage home care providers to carry out basic animation with care receivers,
where feasible, rather than only friendly visiting.

e Analyze and address gaps in the underutilization of services.

iii. Reduction in the costs and financial pressures associated with caregiving

While financial pressures and economic security were not the focus of this study, the
economic aspects of caregiving were identified as a concern by members of the support groups in
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which we participated as well as in related research. Caregivers who are trying to balance their
personal responsibilities with paid employment may find that their financial circumstances are
affected, both in the short- and long term.

Additional costs

At the very least, most households incur additional costs related to caregiving whether in
the form of home modification, purchase of technical aids and equipment, fees for professional
services or miscellaneous costs, such as hiring a sitter even for short outings because care
receivers no longer can be left safely alone. Two-thirds of caregivers spend more than $100 per
month on caregiving, such as home modification, drugs and other supplies.

For example, a new treatment for Alzheimer’s disease, the Exelon Patch, has just been
approved by Health Canada for use in this country. However, its cost is not covered under any
public formularies. At $4.29 per day, caregivers would have to pay $128.70 a month or $1,544 a
year — a considerable expenditure, particularly for households on fixed income.

The survey of organizations providing respite indicated a wide range of hourly costs
associated with care provision (depending on service and geographic area) — from a maximum
hourly rate of $35 for regulated services, $30 for home support services, $24.36 for in-home
respite services, and $30 for day programs. Out-of-home respite services range from $32.37 an
hour and up.

Many agencies report providing subsidies, but the levels of support and determination of
need are wide-ranging and tend to rely on the personal judgment of agency representatives. In-
home respite — the preferred choice of families that feel more at ease leaving the care receiver in
the comfort of their home environment — is an expensive option. Economies of scale are possible
in a long-term care home. Studies have found that in-home respite can be twice as expensive as
day centre respite and that in-home overnight respite is more expensive than facility-based
respite [Leduc and Lennox 2001: 6].

With respect to immediate costs, there is a grant program and two major federal tax
credits relevant to caregivers of persons with Alzheimer’s disease or related dementia.

The costs of home modification, in particular, may be partly offset through the federal
Home Adaptations for Seniors’ Independence, which helps homeowners and landlords pay for
minor home adaptations to extend the time low-income citizens can live independently in their
own homes. Assistance of up to $3,500 is provided as a forgivable loan.

Homeowners and landlords may qualify for this assistance as long as the occupant of the
dwelling in which the adaptations will be made is 65 or over; has age-related difficulty with
daily living activities; and has total household income at or below a specified limit for the area
of residence. The dwelling must be a permanent home, and adaptations should be minor items
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that meet the needs of seniors with an age-related disability — e.g., handrails, easy-to-reach
storage areas in the kitchen, lever handles on doors and walk-in showers with grab bars and
seats.

The two federal tax credits — the caregiver and infirm dependent credit — are not linked to
specific costs per se. Rather, they are ballpark amounts which recognize that caregivers taking
care of individuals with severe impairment in function likely will incur a range of additional
costs. The credits effectively acknowledge the extra costs of caregiving — though these measures
provide relatively limited financial assistance.

The caregiver credit allows a federal tax reduction of up to a maximum $655 in 2008 —
calculated as 16 percent of $4,095. Average provincial and territorial tax credits are worth an
estimated 50 percent of that amount for an additional $328 in tax savings. Income taxes can be
reduced by a total maximum $983. Eligible claimants must be providing care in their own home
for a dependant whose net income for the year is $13,986 or less and who is the caregiver’s or
spouse’s parent or grandparent aged 65 or adult infirm dependent relative aged 18 or over. A
partial claim may be made if the relative’s income is between $13,986 and $18,081.

The infirm dependant credit also allows a federal tax reduction up to a maximum $655 in
2008 — calculated as 16 percent of $4,019. Average provincial and territorial tax credits are
worth an estimated 50 percent of that amount for an additional $328. Income taxes can be
reduced by a total maximum $983. The infirm dependant credit provides a tax reduction for
individuals supporting an infirm dependant aged 18 or older who is a relative living in Canada
and whose net income for the year is less than $5,811. A partial claim may be made if the
relative’s income is between $5,811 and $9,906.

While these modest amounts are important, they are limited in scope. The tax reductions
permitted through these tax credits are not delivered to households as cash payments. Rather,
these reductions are the amounts that can be deducted from tax owing. Therein lies the catch.
Many households are not in the taxpaying threshold that allows them to benefit from these credits.
Tax credits are therefore not helpful to many Canadians, notably lower- and modest-income
households that derive little or no benefit from current measures.

After studying the effectiveness of these provisions, the Technical Advisory Committee on
Tax Measures for Persons with Disabilities had pointed to the need to make these credits
“refundable.” The proposed change means that even households which fall below the required
taxpaying threshold would receive a payment of cash if they otherwise qualify on the basis of the
definition.

The medical expense tax credit also provides modest assistance for costs. Unlike the
caregiver credit and the infirm dependant credit, the medical expense tax credit is intended for
costs that can be listed or itemized. Medical expenses for the taxpayer, the taxpayer’s spouse or
common-law partner, and dependent children under 18 may be claimed. Only expenses in excess
of the lesser of $1,925 (in 2007) and 3 percent of net income can be claimed.
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The problem with the medical expense tax credit is that few Canadians would know the
long list of items that are included as a claimable medical expense. Second, the expenses must
exceed a certain level in order for them to be claimed. Finally, as in the case of the other tax
credits, households’ income must be higher than the taxpaying threshold in order to benefit from
this measure. As a result of these features, many households are unable to take advantage of this
tax credit.

A response that helps address these limitations involves the direct payment of a
designated amount to households that qualify on the basis of designated circumstances —e.g., a
veteran in the family, a child with a severe disability or in this case a person with dementia. As
noted, the Caregiver Respite and Relief Project currently is testing this type of initiative under
the Innovations Stream of the provincial Aging at Home Strategy.

The Multiple Sclerosis Society of Canada has experimented with the provision of a small
amount of cash to help caregivers offset some of the additional costs. The Caregiver Wellness
Funding Pilot Project made available funds up to a maximum $300 which caregivers could use
for activities, services or supports that would provide them with respite — including a holiday,
household help and use of fitness facilities. An evaluation of the initiative found that the great
majority of caregivers reported satisfaction with the personalized nature of these funds. The
most common benefits reported by caregivers were relaxation, stress reduction, peace of mind
and time for caregivers to be by themselves. Other results included overall contribution to health
and well-being, positive effect on care receivers and caregiver recognition.

Veterans Affairs Canada provides individualized funding in the form of small grants to be
spent on self-determined caregiver needs. The Veterans Independence Program was introduced
in 1981 as an alternative model of care for aging World War Il veterans. It serves an estimated
103,000 clients nationally.

The Veterans Affairs program is based on the principles of dignity and independence. It
seeks to create a comprehensive continuum of care that includes early intervention, home support,
self-managed care and chronic long-term home care. Under the program, care receivers and
caregivers have access to a wide range of supports and services including dental benefits,
prosthetics and orthotics, technical aids and equipment, physiotherapy, medications, massage,
health-related transportation, homemaker services and time off for respite — virtually anything
that the family requires. Needs are assessed by a caseworker and they are all considered
acceptable within reason. Identified needs are then translated into a designated amount of funds
for the purchase of goods and services.

An evaluation of the program published in 2004 found that it is highly valued and
appreciated. Individual providers are perceived to offer greater flexibility, enhanced security
and better quality service than agency providers. However, lengthy delays in reimbursement
were identified as a major source of frustration. Provider shortages in rural areas were also
found to hinder access to the program.s
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In addition to the burden for households, there are significant societal costs — about
$5.5 billion a year — associated with Alzheimer’s disease and related dementia. These costs
were estimated on the basis of the use of nursing home care, medications, community support
services by caregivers and unpaid caregiver time. The annual societal cost of care per
individual with Alzheimer’s disease is an estimated $36,794 for those at the advanced stage of
the disease, $25,724 for persons at the moderate stage, $16,054 for those with mild to moderate
disease and $9,451 for mild disease [Alzheimer Society nd].

Economic security

In addition to immediate costs, the economic security of caregivers is affected in other
ways — e.g., refusing a job offer, promotion or transfer; changing or resigning from a position to
accommodate caregiving responsibilities; reducing the number of hours worked; or being absent
from work because of caregiving responsibilities. Employed caregivers often lose income,
benefits and pension in the attempt to balance their work and family responsibilities.

Holding a job and providing elder care at the same time frequently cause stress,
depression and burnout that can lead to absenteeism and turnover. Employees with elder care
responsibilities tend to be more overworked than employees without these responsibilities
[Galinsky et al. 2005]. The Wall Street Journal reported in 2001 that elder care was becoming
as big an issue in the United States as child care, and likely will loom even larger in near future,
with close to two-thirds of employees younger than age 60 believing that they will have elder
care responsibilities within the next 10 years [Greene 2001].

The cost to US business from lost productivity of employees caring for elderly family
members is estimated at more than $33 billion per year, according to a MetLife Caregiving Cost
Study conducted in 2006. The average caregiver costs an employer $2,110 per year in
absenteeism, turnover and lost productivity [Dobkin 2008].

With greater numbers of workers expected to be caring for elderly relatives in the future,
employers can play an important role in enabling employees to cope with these demands.
Greater flexibility in work schedules and periods of leave can help accommodate caregiving
responsibilities. Up-to-date information about community resources and services can ease the
arduous navigational journey. Some companies make available financial assistance to offset the
additional costs of caregiving.

In recognition of the fact that many employees face child care and elder care
responsibilities at the same time, several US companies have begun to expand their child care
facilities to include day programs for the elderly, where appropriate. Employers are starting to
consider an innovative work-family benefit called intergenerational care, in which children and
elders go to the same facility [Matthes 1993].
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In order to find effective solutions, employers and unions must partner to enhance current
leave provisions and institute flexible work arrangements for caregivers. The federal and
provincial labour codes need to support and promote family-friendly workplaces by expanding
eligibility requirements and flexibility around provisions for those with dependent care
responsibilities.

Research on caregiving has also called for enhancements to the Employment Insurance
compassionate care leave provisions. Compassionate care benefits may be paid up to a
maximum of six weeks to a person who must be absent from work to provide care or support to a
gravely ill family member at risk of dying within 26 weeks.

Unemployed persons on Employment Insurance can also apply for this leave. To be
eligible for compassionate care benefits, applicants must show that their regular weekly earnings
from work have dropped by more than 40 percent. Applicants must also have accumulated 600
insured hours in the last 52 weeks or since the start of the last claim.

In response to proposals to improve the reach of the compassionate care leave provisions,
the federal government has expanded the definition of “family.” Other possible changes include
the provision of benefits for chronic but not necessarily palliative conditions and increasing the
length of benefit beyond six weeks to include other crisis times during the caregiving career.

Additional proposals include an expansion of the drop-out provisions within the Canada
Pension Plan to permit periods for caregiving, similar to the drop-out periods allowed for
children. The Canada Pension Plan is a social insurance scheme that is attached to workforce
participation and is based on average earnings between the ages of 18 and 65. It does not
provide support during the time an employee is off work. Individuals who leave the paid
workforce or who are employed part time are reducing their average employment income and
limiting their eligibility for disability benefits.

The Canada Pension Plan currently permits workers to exclude from calculation of
pensionable earnings the years when they stopped work or had lower earnings while they had a
child under age 7. Caregiver studies in Canada have proposed an expansion of the drop-out
provisions in respect of care for children to include care for an infirm relative.

Finally, it is of interest that several countries throughout the world have taken significant
steps to recognize the economic burden of caregiving. In the United Kingdom, for example, the
National Strategy for Carers has been in place since 1999, along with three separate Acts of
Parliament: the Carers Recognition and Services Act (1995), the Carers and Disabled
Children’s Act (2000) and the Carers Equal Opportunity Act (2004). Carers now have the right
to an assessment of their need. The 1999 National Strategy for Carers has been updated with a
package of reforms introduced in June 2008 as part of a New Deal for Carers. Support is
provided directly to caregivers, who are also eligible for social security, sick days and vacation.
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Sweden offers direct payment options and pension credit accrual as well as a
comprehensive leave policy. The Carers Allowance is equivalent to the rates charged by formal
home help service providers. Under the terms of the Care Leave Act, carers of terminally ill
family members are eligible for 60 days of leave paid at 80 percent of salary. Those deemed
eligible by a home care assessor can receive cash to hire external care or pay a person from
home — though the municipality is the employer and not the care receiver.

Australia introduced carer policies more than ten years ago. Financial support is
provided through direct compensation, and a home care and respite care package. A motion
calling on all levels of government, businesses and schools to consider adopting carer-friendly
work and learning practices was unanimously supported in the federal Parliament in October
2006.

In April 2008, New Zealand launched a national Carers’ Strategy to achieve improved
recognition and support for New Zealand’s carers. In partnership with the Carers Alliance, the
Strategy sets a strategic direction for developing policies and services for New Zealand’s carers
over a ten-year period, starting with a five-year action plan.

Recommendations

In summary, the concerns raised in this cluster focused upon the fact that caregivers
typically experience financial stresses that arise from two sources. The first relates to the
additional costs associated directly with dementia and include fees for home care services,
transportation costs for medical appointments, drug dispensing fees, technical aids and
equipment, and home modification. The second set of financial pressures derives from the
insecurity related to employment circumstances for caregivers who may be active in the labour
market. Many reduce the number of hours of paid work or leave their jobs entirely in order to
carry out their caregiving responsibilities. Those without leave, insurance coverage or pension
protection risk their economic security.

The following policy and program recommendations respond to the wide-ranging
concerns related to the costs and financial pressures associated with caregiving:

Policy

e Renew the Home Adaptations for Seniors’ Independence program when the funding
commitment expires in 2009.

e Expand the leave provisions in federal and provincial labour codes.

e Extend the compassionate care leave provisions under the Employment Insurance Act
to allow special leave for care for persons with progressively degenerative
conditions, such as dementia.

e Extend the drop-out provisions of the Canada Pension Plan to cover caregiving for
persons with moderate- and late-stage dementia.
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e Consolidate the application for government funded subsidies into one centralized
access point.

Program

e Research the allowances and other supports for caregivers available elsewhere in the
world, such as the National Strategy for Carers in the UK.

Conclusion

The individual measures proposed in this study would improve significantly the delivery
of supports and services to the caregivers of persons with Alzheimer’s disease or related
dementia. However, the proposals are simply that: a set of disparate measures. Ideally,
governments will consider a series of linked actions as part of a broader caregiving strategy.

The Ontario government has taken important steps in this regard through its earlier
Alzheimer Strategy and more recent Aging at Home Strategy. The challenge at this time is to
develop further the many components that comprise these initiatives and to ensure their
integration. Perhaps most important is to pay special attention to the voice and choice of
caregivers so that they can identify their unique needs and design the most appropriate responses
that together provide an authentic sense of respite.

Endnotes

1. All appendices to this study are available on the Caledon Institute website. Follow this link:
www.caledoninst.org/Publications/PDF/679ENG.pdf

2. Statistics Canada. (2003). General Social Survey Cycle 16: Caring for an aging society. Ottawa,
Catalogue no. 89-582-XIE.

3. Presentation by Dr. Bill Dalziel, Chief, Regional Geriatric Program of Eastern Ontario, on Early Screening
and Diagnosis for Dementia, Ottawa, January 16, 2008.

4. Caregivers generally reported a good relationship with their case manager from the community care access
centre. Many caregivers had positive things to say about the local long-term facilities and simply want more of
them. The Memory Loss Clinic and Drug Trials Unit at the Bruyére Centre were identified as exemplary
programs. Visiting these clinics helped to reduce tension — the care recipient was in the hands of experienced
professionals who could put medical terminology and ‘normalcy’ around the patient’s current behaviours. The
foot clinics at Carefor health and community services — even though people had to go out of the home to access
them — were seen as a critically important service.

Visiting home care workers were positively reviewed — caregivers reported being able to request the same
worker and good relationships had developed with the care receiver. Service providers coming into the home to
provide hair washing, nursing care or visiting were chatty and related well to the care receiver, which gave the
caregiver time to go out or do other housework. Caregivers expressed appreciation for Safely Home, the
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bracelet identification program initiated by the Alzheimer Society. The Department of Veterans Affairs also
makes available an identification bracelet, which was found to be important for protecting people who wander.
Handicapped parking permits made it easier to assist with visits for medical and other appointments.

5. www.vac-acc.gc.ca/general/sub.cfm?source=department/reports/deptaudrep/

vip_baseline#exsummary

References

Alcock, D., E. Gallagher, E. Diem, D. Angus and J. Medves. (2000). Decision-making: Home Care or Long
Term Care Facility. Substudy 6. Report prepared for the Health Transition Fund. Ottawa: Health Canada. June.

Alzheimer Society of Canada. (nd). www.alzheimer.ca

Alzheimer Society of Ottawa. (nd). “Respite Backgrounder.” Draft unpublished document.
www.alzheimerottawa.org

Alzheimer Society of Ottawa. (nd). “What is Alzheimer disease?” www.alzheimer-ottawa-rc.org/resources/
res3.htm

Canadian Association for Community Care. (2002). Give Me a Break Report: Helping Family Caregivers of
Seniors Overcome Barriers to Respite. National Respite Care Project. Ottawa.

Canadian Caregiver Coalition. (2005). Framework for a Canadian Caregiving Strategy. Ottawa.
WWW.ccc-ccan.ca

Canadian Caregiver Coalition. (2002). Calling for a national caregiving policy: A prerequisite for providing
home and community care. Policy Paper Series Number 1. Ottawa. www.ccc-ccan.ca

Carers Australia. (2006). “Federal Budget Submission 2007-2008.” www.carersaustralia.com
Champlain Dementia Network. (2007a). “CDN Case Study Continuum,” June. Unpublished document.
Champlain Dementia Network. (2007b). “Strategic Plan 2007-2011,” March. www.alzheimerottawa.org

Cranswick K. (2003). General Social Survey Cycle 16: caring for an aging society. Ottawa: Housing,
Family and Social Statistics Division, Statistics Canada.

Dobkin, L. (2008). “How to Confront the Elder Care Challenge.” Workforce Management.
www.workforce.com/section/09/feature/24/85/10/index.html

Dunbrack, J. (2007). Care Renewal — Reaching Out to Caregivers: The policy implications of 13 caregiver
respite projects. Montreal: J.W. McConnell Family Foundation, June.

Dunbrack, J. (2005). The information needs of informal caregivers involved in providing support to a
critically ill loved one. A synthesis report prepared for Health Canada. Ottawa, March.

Dupuis, S. and B. Smale. (2004). In Their Own Voices: Dementia Caregivers Identify the Issues. Stage Il —
The Focus Groups. Ontario Dementia Caregiver Needs Project. Waterloo: Murray Alzheimer Research and
Education Program, University of Waterloo.

Caledon Institute of Social Policy 41



Dupuis, S., T. Epp and B. Smale. (2004). In Their Own Voices: Caregivers of Persons with Dementia: Roles,
Experiences, Supports and Coping. A Literature Review. Ontario Dementia Caregiver Needs Project.
Waterloo: Murray Alzheimer Research and Education Program, University of Waterloo.

Epstein, A. and C. Boisvert. (2006). “Let’s do something together: Identifying the effective components of
intergenerational programs.” Journal of Intergenerational Relationships, 4(3): 87-109.

Fast, J., J. Eales and N. Keating. (2001). Economic Impact of Health, Income Security and Labour Policies on
Informal Caregivers of Frail Seniors. Ottawa: Status of Women Canada. www.swc-cfc.gc.ca

Galinsky, E., J. Bond, S. Kim, L. Backon, E. Brownfield and K. Sakai. (2005). Overwork in America: When
The Way We Work Becomes Too Much. Families and Work Institute. www.familiesandwork.org

Gendron, M. and E. Adam. (2005). “Baluchon Alzheimer: An Innovative Respite and Support Service in the
Home of the Family Caregivers of a Person with Alzheimer’s.” Alzheimer’s Care Quarterly, 6(3): 249-261.

Greene, K. (2001). “Costs of Workers Caring for Elders Push Firms to Offer New Benefits.” Wall Street
Journal, March 29.

Guberman, N., J. Keefe, P. Fancey, D. Nahmiash, P. Maheu and L. Barylak. (2001). Development of Screening and
Assessment Tools for Family Caregivers. Ottawa: Health Transition Fund, Health Canada.

Health Canada. (2003). Respite for Family Caregivers: An Environmental Scan of Publicly-funded Programs in
Canada. Ottawa: Health Canada. www.hc-sc.gc.ca

Hillman, L. and N. Chappell. (2000). Stolen Moments: Getting a Break When You’re a Caregiver. Public Report
from the study Getting a Break: The Caregiver’s Point of View. Victoria: Centre on Aging, University of Victoria.

J.W. McConnell Family Foundation. (2006). Care Renewal: Reaching Out to Caregivers. Phase Il Update.
Montreal, July. www.mcconnellfoundation.ca

Keefe, J. and M. Manning. (2005). The Cost Effectiveness of Respite: A Literature Review. Paper prepared for
Health Canada. Halifax: Mount Saint Vincent University, February.

LeDuc, L. and A. Lennox. (2001). “The Ottawa Dementia Respite Care Research Study.” Ottawa, May.

Lysne, L. (2007). Creating Strategies to Support Canada’s Family Caregivers, 2007 and Beyond. Discussion
paper prepared for the J.W. McConnell Family Foundation, July.

Lysne, L. (2005). Family Caregivers: Respite, Relief and Care Renewal. VON Canada Policy Consultation,
February.

Lysne, L. (2004). Caring for Family Caregivers: The Unmet Need for Respite as a Break, Time Out or Relief from
Caregiving. Ottawa: VON Canada. www.von.ca

Matthes, K. (1993). “A coming of age for intergenerational care.” HR Focus, 70(6), 10-11.

Meredith, G. (2003). Respite for Family Caregivers Program: Final Evaluation. Report prepared for the J.W.
McConnell Family Foundation, October. www.von/carerenewal.ca

New Zealand Carers Alliance. (2006). Family Carers: A Review of New Zealand Legislation and Related
Strategies. www.carers.net.nz

42  Caledon Institute of Social Policy



Ontario Ministry of Health and Long-Term Care. (1994). Long-Term Care Act, Ontario Regulation 386/99;
Provision of Community Services. Toronto.

Pearce, T. (2008). “More Canadians helping the seniors in their lives.” The Globe and Mail, March 5, L1 and L3.

Rose, K. (2006). “Elder Care: A Responsibility That Requires a Collaborative Effort.” Adapted from Work-Life
Effectiveness: Bottom-Line Strategies for Today’s Workforce. www.worldatwork.org

Smale, B. and S. Dupuis. (2004). In Their Own Voices: A Profile of Dementia Caregivers in Ontario. Stage I:
Survey Results. Ontario Dementia Caregiver Needs Project. Waterloo: Murray Alzheimer Research and Education
Program, University of Waterloo.

Stobert, S. and K. Cranswick. (2004). “Looking after seniors: Who does what for whom?” Canadian Social Trends,
Autumn, pp. 2-6.

Technical Advisory Committee on Tax Measures for Persons with Disabilities. (2004). Disability Tax Fairness.
Ottawa: Department of Finance, December.

Torjman, S. (2007). “Components of a National Caregiving Strategy. Ottawa: Caledon Institute of Social Policy.
Unpublished presentation to the Department of Human Resources and Social Development Canada.

Torjman, S. (2004). R-E-S-P-I-T-E Spells Respect. Ottawa: Caledon Institute of Social Policy, May.
www.caledoninst.org

Torjman, S. (2003). What Are Policy-Makers Saying About Respite? Ottawa: Caledon Institute of Social Policy,
February. www.caledoninst.org

Unpaid Caregiving Forum. (2003). Economic Security for Caregivers: A Policy Development Process to Better
Support Unpaid Caregivers. Report for the Canadian Association for Community Living and the Canadian Caregiver
Coalition. Ottawa.

Caledon Institute of Social Policy 43



