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SUMMARY

SUMMARY

Caregiver recognition and self-recognition are

often considered the entry point for accessing
support services, since they legitimize and highlight
the challenges and needs of family or informal
caregivers.2*4 |n this way, they help foster a sense of
belonging and community.®

The Quebec Observatory on Caregiving's 2023
report, Caregiver Recognition and Self-Recognition:
Challenges and Practices, defines “recognition” as
an action performed by external stakeholders
to characterize or designate certain individuals
as ‘caregivers’ based on various criteria or
characteristics, and “self-recognition” as the action
through which someone sees and describes
themselves as a caregiver.

The criteria and characteristics leading to recognition
or self-recognition are influenced by the social
perception of caregiving and may vary based on

the historical, legislative and/or cultural contexts. For
example, caregiving is often socially understood as
being limited to a child caring for an ageing parent —
a view that remains deeply ingrained. While various
organizations are working to shift this perspective,

it continues to impact the recognition and self-
recognition of caregivers who provide support in other
contexts® The social definition of caregiving can thus
prevent certain groups from identifying as caregivers’

The literature review that informed the above report
identified several obstacles and negative effects
related to caregiver recognition and self-recognition.
Following the publication of these findings, some
health and social services professionals expressed
interest in exploring the more negative aspects or
barriers associated with these concepts. For example,
why might some individuals be disinclined to identify
as caregivers? Is it always to the caregiver's benefit

to be recognized or to self-identify as such? Does
promoting self-recognition increase a caregiver's
sense of obligation?

tivated by these ethical questions, the present
document aims to deepen the discussion by drawing
on a review of both grey and scientific literature,
together with the perspectives of key stakeholders in
the field and insights from the caregivers themselves.
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1- REVIEW METHODOLOGY

REVIEW
METHODOLOGY

Our literature review aimed primarily to enhance
understanding of certain ethical issues related to
caregiver recognition and self-recognition.

Grey and scientific literature review - data
collection

To assess the current state of knowledge, a total

of 91 documents from both scientific and grey
literature were consulted. Some scientific articles
were identified through a keyword search in the
Medline, Google Scholar and Erudit databases; the
rest were found by consulting the reference lists of the
articles retrieved from the keyword search (snowlball
method). The grey literature consulted included
research reports, master's theses, and dissertations
published as part of the consultations on Bill 56,
proposed legislation in Quebec focused on caregiver
recognition and support. These documents were
identified through a Google keyword search as well as
through previous publications from the Olbservatory, @
including Caregiver Recognition and Self-Recognition:
Challenges and Practices (2023) and What is a
caregiver? Would you know one to see one? (2023).

a For more details, refer to the methodology section.
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9 ENGLISH AND FRENCH KEYWORDS IN THE LITERATURE REVIEW

46

Ethics Recognition Self-recognition Caregivers
Recognition
Ethic(s) Recognized
Self-recognition
Challenge(s) Appreciation Caregiver(s)
Self-identification
Forced (identity) Acknowledgment Carer(s)

Imposed (identity)

|dentification

Self-identity

Self-identifying

Family(ies) (?)

Conseqguences Identity Spouse(s)
Self-awareness
Obligation |dentifying
Awareness
Ethique(s) Aidant(s)(es)
Acceptation
Enjeu(x) Famille(s) (?)

(identité) forcée
(identité) imposée
Conséqguence(s)

Obligation

|dentification

Officialisation

|dentité

Sensibilisation

Auto-identification (?)
|dentite

Acceptation

Aidant(s)(es) naturel(s)(les)

Epoux(se)
Conjoint(s)(es)

Partenaire(s) (?)
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1- REVIEW METHODOLOGY

The sole data selection criterion was the relevance of the information to

the review's objectives. Document relevance was assessed alongside data
collection by reading abstracts and conducting a keyword search within each
text. This process yielded a final selection of 82 documents.

Data selection The documents were then classified and analyzed based on pre-determined
and analysis themes drawn from the review's objectives, such as the negative aspects

of caregiver recognition and self-recognition, invisibility, instrumentalization,
stigmatization, formalization and the sense of obligation. These themes were
established by consulting the Observatory's previous publications and its

The themes were also further refined as the documents were reviewed.

expert advisory committee, as well as conducting a brief review of the literature.

2 The selected publications were limited to those written in English or
French, which restricted the selection to documents from certain

geographic regions.
Methodological . _
Pt 2 The reviews conducted as part of this state of knowledge report were

non-systematic. The goal was to identify certain documents rather than
attempting to generate an exhaustive list. Furthermore, no assessment of
the quality of the listed documents was carried out.

We also sought to understand how the ethical aspects of recognition and
self-recognition manifested within certain caregiver groups. The literature we
reviewed yielded little information regarding caregivers from the 2SLGBTQIA+
communities or about First Nations and Inuit (FNI) caregivers. To address this
gap, the Observatory first reached out to Julien Rougerie, a trainer and content
specialist at Fondation Emergence? In the subsequent meeting held on
Stakeholder August 19, 2024, discussions focused on the sense of obligation to assume the
consultations caregiving role and on the barriers to self-recognition among caregivers from
the 2SLGBTQIA+ communities.

The Observatory then contacted three coordinators who worked with FNI
caregivers. An email exchange with one of them centred on the factors that
might influence the sense of obligation among FNI community members
regarding taking on a caring role.

Participants had lbeen recruited online through an invitation shared on the
Testimonies Observatory's social media channels. The interviews took place during the
summer and fall of 2024. Some of these testimonies have been included to
support the findings presented in this knowledge review.

The Observatory had collected caregiver testimonies under a previous initiative.

b Fondation Emergence is a non-profit organization dedicated to combating homophobia and transphobia
through a range of initiatives, including training, knowledge transfer and awareness programs.
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2 - CAREGIVER SELF-RECOGNITION

CAREGIVER

SELF-RECOGNITION

2.1 - Why might some individuals be disinclined to

identify as caregivers?

There are several benefits to recognizing oneself as a
caregiver. As well as fostering a sense of commmunity;,
self-recognition helps individuals become more aware
of their role and responsibilities, thereby legitimizing
their own needs.® This awareness often serves as

a crucial first step in seeking help and support
services!'® However, despite these advantages,

many caregivers are reluctant to identify as such. The
following section will discuss the various conscious
and unconscious reasons that may prevent someone
from identifying as a caregiver, with the goal of better
understanding these barriers and facilitating more
effective intervention. This section will also address
the potential negative aspects of self-recognition to
encourage reflection on the ethical considerations

involved, thus offering a more holistic view of the issue.

Accepting a loved one's diagnosis or changes to
their physical or mental state is not always easy.
Recognizing oneself as a caregiver essentially affirms
that the condition of the person needing care is no
longer what it once was. In contrast, not identifying
as a caregiver can signify a struggle to accept the
deterioration of a loved one's condition. In such a
context, refusing to identify as a caregiver may serve
as a way of refuting the loved one's diagnosis or their
physical or mental incapacity:?

For many, the role of caregiver involves being
available at any time of day or night. Consequently,
not identifying as a caregiver can be a way of creating
distance fromn what may be perceived as excessive
demands. This can be an attempt to limit the
associated tasks and obligations, particularly when
the burden of care is heavy and the caregiver receives
little support?® Conversely, some individuals may feel
that they are not “doing enough” to be considered a
caregiver'® —for example, when the person they care
for resides in an institutional setting such as a long-
term care centre or commmunity-based residential
support.

There is very often a strong emotional bond between
caregiver and care recipient. In this context, many
individuals may resist identifying as a caregiver in an
effort to preserve the original relationship. Doing so
serves multiple purposes: it helps avoid the anxiety
associated with a shift in the relationship’s dynamic,
mitigates the fear of introducing an imbalance®" and
preserves the dignity of the person receiving care 2213
Furthermore, for some, acknowledging their role as
carer can add a sense of burden to the relationship
and risk devaluing it." Not identifying as a caregiver is
therefore seen as a way to protect the care recipient
from the dehumanization that can occur when
someone is defined solely by their incapacity.®
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2 - CAREGIVER SELF-RECOGNITION

Many people prefer to focus solely on the initial
relationship, as it is within that relationship that they
find meaning in their role and responsibilities." >
For these individuals, caregiving is an extension of
their duties as spouse, daughter, son, parent and so
on. When the responsibilities of caregiving exceed the
boundaries of the original relationship, they engage
in assimilation — absorbing caregiving into their
original role in an attempt to preserve the status
quo. However, care-related responsibilities can also
become overwhelming, leading some to engage

in accommodation, where their personal identity
becomes subsumed by their role as carer.? Being
aware of this shift can be difficult; indeed, some
individuals who care for a loved one never reach the
stage of self-recognition.?®

In a study on spousal caregiving, Morgan and al.
showed that disengagement from the caregiver
identity was often a strategy aimed at protecting
oneself or one’s partner’° Indeed, failing or refusing
to identify as a caregiver can mitigate the loss of
personal or relational identity brought on by increased
responsibilities®®

Furthermore, much like caregiving relationships,
family relationships and those characterized by
emotional bonds are generally based on mutual
help and reciprocity, making it difficult to draw a
clear line between the roles of caregiver and care
recipient. A person may also be reluctant to identify
as a caregiver if they receive some form of support
from the care recipient."

A caregiver interviewed by the Observatory
commented on her unwillingness to self-identify:

| don't like that term [caregiver] because it's
used everywhere, for all kinds of situations.
...l see it all the timme on social media, often
from the two or three organizations | follow.
It's always “oh, take care of yourself, blah blah
blah.” Because the word is out there, but
what does it actually mean in real life? Calling
myself a caregiver, what good would that do
me? A label —that's all it is, a label.
(Elisabeth)

Any identify must have meaning for sommeone to
adopt it; however, that person must also feel that
adopting the identity brings certain benefits.

If someone sees nothing to be gained from being
labelled a caregiver, they may simply forego the label©

Finally, certain groups are less apt to self-identify
as caregivers. For instance, young people rarely
recognize themselves as such, not only for fear of
intervention by youth protection services, but also to
avoid stigma and shame — supporting one’s parents
is largely perceived as abnormal for children — or
simply due to a lack of information.” Women are
also less likely to self-identify as caregivers, owing

to culturally normative expectations that frame
caregiving as simply part of being a wife, daughter
or mother®”® Lastly, people from the 2SLCBTQIA+
community may not identify as caregivers because
they are more likely to support a friend, neighbour,
partner or expartner: a situation that contradicts the
lingering social perception is that caregiving only
occurs within biological family relationships.®
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2.1.1 - NEGATIVE IMPACTS OF IMPOSING THE CARER IDENTITY

Along with the finding that many individuals who
provide care to a loved one choose not to identify

as caregivers, the literature we consulted makes

it clear that self-identification should not be

a requirement. This is because it may give rise

to negative emotions'® and impose additional
emotional labour.> Furthermore, requiring people to
identify as caregivers could conflict with the coping
strategies that partners have developed to preserve
the reciprocity of the original relationship or maintain
the dignity of their family memlbero"

For all of these reasons, a personal reluctance to
adopt the caregiver identity should not create a
barrier to accessing the available support — for
instance, in cases where identifying as a caregiver is
required to qualify for a given program or service°

Lastly, self-recognition does not always guarantee
universal access to dedicated support services. For
some individuals, their identify becomes entirely
wrapped up in their caring role, leading them

to subordinate their own needs to those of

the person they care for. As a result, they fail to
recognize that they, too, have needs and may distance
themselves from the support services intended for
them 020

/

Guidelines for professionals

One approach that professionals can take
with individuals who do not self-recognize
as caregivers is to focus on the original
relationship, adapting to relational
realities rather than reducing the
relationship to a simple care recipient/care
provider dyad. This means emphasizing
mutuality, viewing those involved as a
unit as opposed to considering each
person’s needs in isolation. The point is
not to assume that both parties will have
identical needs, but rather to recognize that
their needs are interconnected. Without
such acknowledgement, the caregiver may
feel disengaged and refrain from seeking
supporton2

In research as in practice, using

language that emphasizes caregiving
responsibilities rather than the term
carer or caregiver is more likely to resonate
with a larger number of people, making
them easier to reach them &”©
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CAREGIVER RECOGNITION

At times, caregivers may remain unrecognized

by those around them, even when they wish to

be. In some cases, the care recipient may refuse to
acknowledge their caregiver, and for various reasons.
For example, parents supported by a child who is still
a minor may be hesitant to recognize that child as a
caregiver, out of fear of retaliation from child protection
services or concern over the stigma their child may
face'”?? Tensions often arise when the caregiver's role or
status is not equally recognized by both parties in the
dyad. 25

In Quebec, caregivers who support someone with a
mental health disorder are less likely to be recognized
as such by the Réseau de la santé et des services
sociaux (RSSS, health and social services system).??
Confidentiality issues are a significant barrier

to changing practices in a way that would better
integrate family members into the care process
and acknowledge their contributions to the care
and services provided to individuals with mental
health disorders. >

/

Guidelines for professionals

It is still possible to involve caregivers in
the care continuum, even without the
consent of the person receiving the care.
Professionals can listen to the concerns of
family members without confirming or
validating confidential information, focus
discussions on their needs or perceptions
of the situation, and refer them to the
appropriate services. These approaches
can help promote the inclusion of family
members in a mental health context.?
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3 - CAREGIVER RECOGNITION

3.1 -The normalization and invisibilization of caregiving

Caregiver invisibilization and the normalization

of the provision of support occurs when the
contribution of carers is taken for granted, and this can
constitute a form of non-recognition.

Several authors highlight how the normalization

of caregiving and support provided by women
contributes to carer invisibilization and non-
recognition 292526272829 |n Quebec, women are more
likely to be caregivers than men (24.1% vs. 181%);
they also tend to take on a broader range of care-
related tasks which, centred in the domestic sphere,
represent a more cumbersome and restrictive
workload.*° Yet their contribution remains largely
overlooked, since, according to social role theory,
women are ‘responsible’ for caregiving tasks.
Quialities such as empathy and kindness that are
intrinsic to caregiving are perceived as innate in
women, despite the fact that these attributes are
largely acquired through socialization.?0:2531:32:33

Another key factor contributing to the
invisibilization of caregivers is the tendency to
view caregiving as part of the private sphere >
Under this perspective, caring for individuals with a
disability is considered an individual responsibility of
the family or loved ones rather than as a collective
responsibility, thus rendering their efforts invisible.

One conseguence of invisibilization or normalization
often cited in the literature is the difficulty
caregivers face in mobilizing as political agents
or advocates 202627223435 \/iewing their role as
‘natural’ limits the caregiver's ability to have their
rights acknowledged?”?° This can lead to caregivers
advocating solely for the rights of the person they
care for, while neglecting their own needs or rights.?°
Caregiver recognition seeks, in part, to assert that they,
too, have rights and should not be seen merely as a
means to an end .45

Invisibilization is a process that operates on two
levels.?® The first involves relegating caregiving to
the private sphere, as discussed earlier. The second
involves the construction of a flawed belief

that a person with a disability is incapable of
participating in our social model. This process
reinforces the belief that caregiving is not a matter
of political or social justice, but rather a private affair
that families and loved ones must manage. It also
assumes that caregiving should not affect their
participation in society and paid work, particularly
since employers often struggle to support and
accommodate caregivers in the workforce.?®

Ultimately, invisibilization of caregivers perpetuates the
notion that they don’t need support, recognition

or information, because it is assumed that they will
naturally take on the role %7
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3.2 - Stigma

Stigmattization refers to the negative attitudes, beliefs
or behaviours directed towards a group of people
because of their personal situation. It encompasses
discrimination, prejudice, judgment and stereotyping.
Those who are its victims are at risk of experiencing
isolation and negative impacts on their mental
health.*® Stigmatization can be an unfortunate
conseguence of being recognized as a caregiver in
society, as some studies show that caregivers are
vulnerable to stigmatization either through their
association with the person they care for, or simply by
assuming the role 32404142

In the case of stigma by association, caregivers
encounter the same judgments as the person
with the disability*°*' Those at greater risk are
typically caregivers who support individuals whose
disability is already socially or historically stigmatized —
for example, people with mental health disorders,*4°
intellectual disabilities,>>“>4“ autism spectrum
disorders4l or issues related to addiction.#

The stigma attached to the person receiving care
may also be internalized by the caregiver, leading
them to adopt the negative attitudes perpetuated
by society or their social circle. These individuals
often conceal or minimize their caregiving role as

a result. 40 At times, they use denial as a defense
mechanism against stigmatization and a way of
coping with the associated psychological distress.**

The very role of the caregiver can also become

a conduit for stigmatization. Young people are
particularly vulnerable to this form of stigma when
other become aware of their role. The perception that
they are part of a family dynamic that deviates from
societal norms makes them more likely to experience
bullying, particularly in school settings.”2?

More broadly, stigmatization undermines the
psychological well-being of caregivers** It also
compounds their burden, as they tend to withdraw
and avoid seeking support services for either
themselves or the person they help.#? Their tendency
to conceal the condition of the person they care for
— and, in some cases, their very caregiving role —is a
response to the prevailing prejudices and the shame
they experience as a result.*

Peer support®4446 openness** (disclosing the
disability rather than concealing it) and awareness
would appear to be the most effective means of
combating stigmatization.® For example, one study
on young caregivers showed that peer support
groups not only improved their quality of life, but
also helped reduce internalized stigma*°

© QUEBEC OBSERVATORY ON CAREGIVING, 2025




46

3 - CAREGIVER RECOGNITION

3.3 - Formalizing and professionalizing

the caregiving role

In caregiving, formalization involves clearly and
systematically defining the responsibilities,
expectations, tasks and objectives associated with the
role.”

Professionalization, on the other hand, is a process
through which an activity evolves to attain
professional status. This includes the development
of specialized skills and the acquisition of technical
and theoretical knowledge, as well as the creation

of standards, certified training programs and
regulatory frameworks“® In Quebec, caregiving is
not considered a profession. Nonetheless, caregivers
are at risk of becoming part of a professionalization
and formalization process, which many scholars
argue is an unintended consequence of the growing
recognition, increased effectiveness and legitimization
of the caregiving role in society.*

For example, the Quebec government's 2020 Act
to recognize and support caregivers grants legal
recognition to caregivers. While this recognition
provides formal rights, it also comes with formal
responsibilities.”* °° One risk associated with
formalization is that it could restrict caregivers to
their role, without the ability to redefine their
responsibilities or level of involvement as their
caregiving journey evolves, even though the Act
specifies that this decision must be revocable?

In her master's thesis on the recognition of caregivers'
rights in Quebec (2023), Bruton-Cyr observes a
certain formalization of the role in the 2020 Act, which
encourages caregivers to selfrecognize so that they
may better identify their needs and seek support.
However, it is not necessarily aiming to directly reduce
their responsibilities or burden, but rather to improve
their current quality of life.?® The author cautions that
self-identification should not be used to foster
caregivers’ continued involvement in their role, as
it may intensify their burden and sense of obligation
to become — and remain — a caregiver.?® Beyond
self-recognition, if caregiving is indeed considered a
‘choice, then the state must establish services and
support systems that facilitate that choice.*

A further unintended consequence of formalization
is the creation of two distinct categories of political
or social agency: “recognized” caregivers who
benefit from the advantages this status confers; and
their “unrecognized"” counterparts. The latter group
includes those who, for the reasons discussed earlier,
do not wish to self-identify and thereby forfeit their
rights to support or recognition.>®

Regarding professionalization, Bill 90, which
amends the Quebec Professional Code, stipulates
that a caregiver may engage in certain professional
activities reserved for members of a professional
order®’* (eg., administering an injection or inserting
a catheter). This constitutes a recognition of their
skills to an extent. However, the risk is that it may
increase their burden and generate stress or
anxiety, particularly if they lack training or feel
uncomfortable performing such tasks.*” Furthermore,
like formalization, professionalization can contribute
to the entrenchment of caregivers in their role:
having become essential to the care recipient’s
support, they may feel guilty albout stepping back
from their duties.>
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4 -THE SENSE OF OBLIGATION

THE SENSE OF OBLIGATION

We have discussed how recognition or self-
recognition can help keep a caregiver in their

role through the processes of formalization and
professionalization. In some cases, being designated
as a caregiver — or encouraged to identify as one —
can foster a sense of obligation to assume the role.

In 2018, one in five people in Quebec was a caregiver.>
For some policymakers and members of the scientific
community, the fact that caregivers continue to offer
support in such large numbers, despite the numerous
documented negative effects on their social, family
and financial lives as well as on their physical and
mental health, is seen as evidence of a pervasive
sense of obligation to take on the role.?” Yet the
Quebec government's Act to recognize and support
caregivers (2020) asserts that the support must

be “provided in a free, enlightened and revocable
manner."

The concept of free choice is crucial, since individuals
who reported feeling they had no choice in becoming
a caregiver experience higher levels of emotional
stress, poorer physical and mental health, and a lower
quality of life compared to those who felt they had a
choice.>*

The sense of obligation will be the final ethical issue
addressed in this report. The literature reviewed
highlighted how various factors contribute to this
sense of obligation. We will first explore structural and
organizational factors like instrumentalization and
the partnership paradigm. We will then examine the
more individual factors, including the roles played

by the caregiver's immediate circle, the professionals
with whom they interact, and the attitudes of the
caregivers themselves.
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4] - Instrumentalization

With regard to caregiving, instrumentalization refers to
the way in which care and services within the health
and social services system are organized. The question
here is one of how structural and organizational
elements work to heighten the sense of obligation
to take on a caring role 5>

Two events in the province's recent health care history
— namely, the shift to ambulatory care in the early
1980s, followed by the 2003 policy on home care®®

— reflect an organizational reform of care and
services that many believe has served to intensify
the sense of obligation among caregivers >265257.58

With the shift to outpatient care, the provincial health
and social services system (RSSS) aimed to shorten
hospital stays and bring services closer to the user's
living environment. The focus thus turned to home
care and services. However, in practice, these reforms
to long-term care implied a lower intensity of the
available at-home professional care and services
(through the implementation of limits, longer wait
times, etc.) along with stricter admission criteria for
institutional care. >890 The upshot was to make
family mmembers key players in the effort to keep
service users at home.

According to a 2012 report from the provincial
ombudsman, the Protecteur du citoyen ®° insufficient
public funding for home support services was

forcing individuals with disabilities and their primary
caregivers to bear an increasing share of care and
service costs, often by turning to private agencies or
community organizations (e.g., EESAD). A more recent
study from the Commissaire sur le bien-étre et le
soutien a domicile (CSBE, a public body tasked with
assessing the performance of Quebec’s health and
social services system) reached similar conclusions. In
its 2024 report,®' the CSBE identified home support
accessibility as the most problematic aspect of the
current system, citing the financial unsustainability of
home support as a significant factor in the growing
imbalance between current service availability and
future demand. The report also noted the 30% rise in
the number of people waiting for their first service,
which had gone from 13,250 on March 31, 2019, to
17226 on March 31, 2022. Average wait times between
new service requests and the first intervention were
likewise seen to increase: from the 18 days reported in
2019-2020, they had risen to 19.71 days in 2021-2022.°

Clearly, the lack of access to adequate home care
services intensifies the burden on caregivers.
Families are either forced to pay for private services,

if they can afford it, or take on the responsibility of
providing the care themselves 962 In Quebec, the
shift to ambulatory care has been seen to increase
the involverment of family memlbers and loved ones
in the provision of care, since home support services
are significantly reduced when a relative is
available to provide such care, often without due
consideration as to their consent.3>063
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While the focus on home care has its benefits, there
is a problematic downside: the increasing reliance

of the health and social services system on family
members and/or informal caregivers. In a context
where little support or alternative services are
provided, the burden then disproportionately falls on
family members #5262 Compounding the situation

is the belief held by many stakeholders that, all too
often, caregivers are left with little choice but

to step in, particularly when formal services are
Iacking.14,2829,31,35,59,62,64,65,66,67

In concrete terms, instrumentalization mMay manifest
as the state's tendency to view caregivers as service
suppliers or subcontractors: an outlook that

can only be described as flawed, given that the
compensation currently provided for caregivers in
Canada and Quebec is well below what it would cost
to deliver similar professional services.®® One caregiver
we spoke to attested to this dynamic:

| know that society asks a lot of [caregivers]
because I'm sure I've saved [society]

millions of dollars on anything to do with
staffing, occupational therapy, pharmacy
care, administration, accounting, all of that,
because that's what it amounts to: to replace
me, to do everything | do to take care of my
father, it would take a whole lot of staff.
(Diane)

Instrumentalization may also manifest as the
perception of caregivers as a resource with which

to address current staff shortages in the health and
social services system . However, the role played
by these individuals cannot be used by the state
to disengage from its obligations toward service
users.”’

Faced with the limited availability of home support
services through the health and social services system,
families may turn to private agencies or temporary
immigration programs like Canada's Temporary
Foreign Worker Program (TEWP) as potential
solutions to alleviate the caregiver burden. Through
these programs, families can hire foreign workers to
provide care in private homes for children or elderly
individuals. However, it bears pointing out that workers
in these services are often racialized women with
precarious immigration status, doing work that is
poorly paid and largely unregulated, leaving them
vulnerable to various forms of abuse *° To avoid the
further instrumentalization of marginalized workers,

it is essential to remain aware of these negative
conseguences when seeking ways to reduce the
caregiver's burden.
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4.2 - The partnership paradigm

The partnership paradigm that began to emerge in
the Quebec government discourse in the late 1980s
became more formalized in 2018 with the publication
of the Cadre de référence de lapproche de partenariat
entre les usagers, leurs proches et les acteurs en santé
et en services sociaux (reference framework for a
partnership approach between patients, their families
and health & social services stakeholders).*67° The
framework defines “partnership” as follows:

[Translation] Partnership is an approach based on

the relationship between service users, their families,
and stakeholders within the health and social services
system. ... More specifically, the relationship helps
build bonds of trust along with a recognition of the
value and importance of each person's knowledge,
including the experiential knowledge of service users
and their families, as well as co-construction.’e¢

In its discussion paper on caregiving,* the Comité
national sur le vieillissement (CNEV, national
committee on ageing) presents several collateral
effects of the paradigm. The way in which the
partnership is framed crystallizes the individual
responsibility of families for the rehabilitation

and quality of life of service users. Furthermore,
the reliance on individual responsibility risks creating
inequalities in the user’s rehabilitation. Indeed, not
everyone has the same financial, social or educational
resources, nor the same level of education and literacy,
to manage rehabilitation.*6>2

In practice, it is clear that perspectives on what the
‘partnership’ consists of can differ between RSSS
professionals, service users, and their families and
caregivers. The organization of home care services
can sometimes require professionals to delegate
certain tasks to family members without
necessarily taking into account their limitations.**”'
Caregivers, for their part, expect recognition of their
role and their decision-making skills, as well as to
receive support and guidance in performing their
care-related tasks ?*%>7"" One caregiver we spoke to
expressed frustration about being excluded from
certain aspects of her mother's care:

They tell me | can't see the care plan, that
I'm not “supposed” to be a partner in care.
But | am, because | don't give them the
choice. And that's really too bad, because if |
could build on what [RSSS professionals and
providers] do, it would really help with the
continuity of my mom'’s care and keep us all
on the same page. Like what | say to my mom
to calm her: they could say the same thing,
and vice versa.

(Brigitte)

¢ Original French: Le partenariat est une approche qui repose sur la relation entre les usagers, leurs proches et
les acteurs du systeme de santé et de services sociaux... Plus précisement, la relation favorise le développement
d'un lien de confiance, la reconnaissance de la valeur et de limportance des savoirs de chacun, incluant le savoir
expérientiel des usagers et de leurs proches, ainsi que la co-construction.
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This dynamic in the relationship between
professionals and caregivers risks mirroring the
structure of Quebec’s current care and service
model %" Caregivers are effectively mobilized to
support the rehabilitation plan as stopgaps for
any professional time or resource shortages,
since professional services are seen as a last resort
to be applied only when there is no family member
available’' One caregiver remarked on the need to
convey ‘urgency’ in order to access services:

When they come to check up on my parents,
[the CLSC workers] say “They're okay, they
have everything they need,” but it's only
because we [the caregivers] make sure they
have everything they need. But sometimes
you wonder: maybe | should present

things differently, like make the house look
unsanitary?

(Claire)

In sum, it is not always clear where the
responsibilities of the health and social services
system end and those of the family or caregiver
begin. Furthermore, there is a risk that the caregiver's
burden and sense of obligation will only increase

if they feel poorly supported by health system
professionals 246871

Guidelines for professionals

Professionals, service users and their families
often have differing expectations regarding
care and services. The initial home visit

gives professionals the opportunity to
clearly outline their role, responsibilities and
expectations, while also allowing caregivers
to express their own 8

The latest framework from the Quebec
health and social services ministry,
Reconnaitre les personnes proches
aidantes comme partenaires pour

mieux les soutenir (2024)7? highlights the
importance of communication and mutual
agreement among all parties. Notably, it
outlines two key actions to be taken at the
start of each clinical intervention. First, the
professional must confirm whether the
care recipient consents to the caregiver's
involverment, and the care recipient must
agree to allow the professional to contact
and meet with the caregiver. Second, the
professional must ask the caregiver if they
wish to participate in supporting the person
who receives the care. The information
gathered through these actions provides

a clearer understanding of the needs and
contributions of everyone involved?”?
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4.3 - The role of family

Family can play significantly into the caregiver’s
sense of obligation. \While family memlbers generally
do not force the caregiver to assume the role, the
latter may be implicitly designated as such
Women in general as well as individuals who work

or study in the health or social services sectors are
particularly likely to be designated as caregivers.?>”*
Obligation may also arise when other family memlbers
disengage. If no-one else in the family steps up, then
onhe person may feel they have no other choice but to
take on the role®

Familism can intensify the sense of obligation

for caregivers’+”> Familism is a cultural value that
emphasizes a deep sense of connection and support
among family members. It involves a strong sense

of loyalty, cormmitment, mutual responsibility and
emotional bonds with both immediate and extended
family”#

A further contributing factor to the sense of
obligation is filial obligation.> Montgomery and
Kosloski (2013) note that the pressure to take on the
role of caregiver for an ageing person follows a priority
order: namely, partner, children, extended family,
friends, neighbours and formal care organizations,
with those at the top of the list more likely to feel duty-
bound to assume the role® When the caregiver is a
parent of a child with a disability, the obligation to take
on the role arises from a legal and moral responsibility
to protect and support their offspring”®

Furthermore, filial obligation is influenced by a
gendered dynamic*° A 2014 study conducted in the
United States showed that for men, having a sister
reduced their caregiving responsibilities toward

an ageing parent, whereas for women, having a
brother served to increase their burden?”” In general,
the literature shows that the sense of obligation

to become a caregiver is more pronounced
among women due to traditional gender roles,
whereby caregiving is part of the social expectations
of being female 926282978 A difference has also been
observed between male and female caregivers. As
discussed earlier, women are more likely to perform

a greater range of supportive activities that are
centred primarily in the domestic sphere, where the
responsibility is the more burdensome.*° Since it is
less “natural” for men to be caregivers, they are better
able to set limits and seek professional help, and their
requests are also more likely to receive professional
attention than those of women.>? 46

25

The parameters of filial obligation can shift somewhat
in a migration context. For caregivers from immigrant
backgrounds — a situation often characterized by a
fragmentation of the family or social network due to
migration — there may simply be fewer individuals
available to assume caregiving responsibilities. As

a result, it is not uncommon for immigrant men to
assume the role of primary caregiver, particularly
when they or the person they care for are isolated.*®
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4.4 - The role of the caregivers themselves

The sense of obligation can also be internalized

by caregivers 2 often manifesting through

the concept of reciprocity or a sense of duty,
especially when someone feels indebted to the
person they care for®”° For example, adult children
may wish to repay their ageing parents for the love,
attention, care and support they received as children.*

Clearly, attachment weighs significantly into
caregiving motives. Emotional attachment
generally refers to the deep and meaningful bonds
between individuals, characterized by feelings of
tenderness, affection and mutual concern. For

the carer, the meaning they derive from their
relationship with the person they care for helps
them cope with the mental, physical and financial
pressures associated with caregiving.* Reflecting
both harmony within oneself (from a sense of having
honoured one's commitments) and harmony with
others, this attachment makes the caregiver's journey
meaningful. Still, a caregiver's emotional bond

with the person they care for does not erase the
structural constraints that contribute to the sense
of obligation >80
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4.5 - The role of professionals

Lastly, professionals and practitioners in the health Another account shows how professionals can

& social services and commmunity sectors can influence  contribute to the guilt caregivers might feel when
the sense of obligation.®' For instance, they may exert trying to set certain boundaries:

pressure on family members to provide support
to the service user, without first validating

their consent. Such pressure often stems from
organizational factors. When professionals are unable
to meet the full range of care needs within reasonable
timeframes — housing being one example — they
have no choice but to delegate those responsibilities
to the user's family.*' One account from a caregiver
illustrates this pressure:

The [CLSC] social worker would tell me,

“Lucie, if he [the care recipient with the
neurocognitive disorder] wanders off and gets
lost, you'll be responsible.” Then she wanted
me to put locks on the doors from the inside,
but | wasn't comfortable with that. | mean, if
there's afire...| didn't feel good about that.
Then she told me, “If something happens, you
could be held criminally responsible.” So you

| loved my interactions with some social always get shouldered with this burden over
workers, but with others, | hated it. Why? decisions that aren't so easy to make.
Because | felt judged and oppressed. | (Lucie)

wasn't getting any services; and so at one
point, my brother said to my father’s case
worker, “Listen, are you waiting for my sister
and mother to end up in the hospital before
you do something?” ... It was because she
thought we weren't doing enough, that my
mother wasn't doing enough. Excuse me, but
my mother is 80 years old.. .. She has health
problems, but it was still supposed to be her
who took care of everything.

(Diane)
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Guidelines for professionals

Contrary to popular belief, it is possible to adjust one’s role as a caregiver even in the presence of
an emotional bond and/or a sense of duty or reciprocity. Professionals can assist in this process by
encouraging caregivers to set boundaries.’!

Indeed, professionals can support caregivers in redefining their roles by presenting the available
options and addressing negative emotions such as guilt and feelings of betrayal #° One caregiver
commented on the help she received from her psychologist in asserting her boundaries:

| had to pressure the social worker, and honestly, it was my psychologist who finally said, “Okay;,
we're going to develop your acting skills,” because when | speak, apparently | look composed and
in control — | seem fine! She said, “You're distressed and you're not showing it, so I'm going to
teach you how to show your distress so that the social worker understands where you're really at”
So she coached me so that the social worker could really get the situation.

(Lucie)
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The sense of obligation: a confluence of
multiple factors

In reality, the many elements described above are
interconnected, making it impossible to attribute
the sense of obligation to any single factor.

The obligation felt by caregivers is influenced

as much by cultural norms (familism, the sense

of duty, reciprocity, emotional bonds, etc) as it is

by societal norms (gender norms, organizational
factors, etc)® We must also consider the influence

of structural factors on individual factors. According

to del-Pino-Casado and al. (2018), the obligation to
care for a loved one has two dimensions: an external
obligation related to social pressure, and an internal
obligation related to personal beliefs about duty.
Indeed, the multidimensional nature of the concept of
obligation should be taken into account in research on
caregiving obligation.”®

Toward an improved distribution of
caregiving responsibilities

Caregiving will always exist. However, the freedom of

caregivers lies in the ability to make choices within
the caregiving context.>>*° In this regard, measures

can be implemented to mitigate the negative effects
of caregiving to the greatest extent possible:?

2> A better sharing of information about the role
of caregivers®*°7%3 (the extent of their involvement,

consequences, alternatives and available resources).

2 Access to care and services that meet the needs
of caregivers and those they care for.*®

2 Professional help for caregivers in terms of
renegotiating and redefining their role ®°

5> Better social and governmental allocation
of care-related responsibilities, moving
toward a more supportive and solidarity-based
e ﬂVi ronm ent.25,26,36,62,64,67,71,81,82
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By reinforcing the social perception that
caregiving is solely an individual responsibility
(based on a sense of duty) falling within the

private sphere, caregivers become vulnerable to
invisibilization and instrumentalization % The
ideological construct of individual responsibility
serves to mask the essential, unpaid and
unrecognized nature of the work that is entrusted
to caregivers. Moreover, failing to consider caregiving
as a public health issue can undermine caregivers'
ability to recognize their rights.?

However, caregiving is not simply a private relationship
between someone who provides care to someone
who needs it: above all, it is a relationship between
caregivers, care recipients and society as a whole.?6#'
Several authors argue that a cultural shift regarding
paid and unpaid work is needed in order to move
caregiving out of the private sphere and recognize
that unpaid work (such as caregiving) benefits

not only the care recipient, but also society at
large 26252880 Thjs shift must certainly be reflected

in the social and political organization of care and
services. But it must also resonate in society overall
through a broadened participation in the support
for individuals with disabilities — for example, the
involvement of extended family, neighbours, the
community, non-governmental organizations, non-
caregivers, employers, and government bodies at
every level 546782 A petter distribution of caregiving
responsibilities would reduce pressure on caregivers,
lower the risk of their being used or exploited, and
ease their sense of obligation.
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HOW DO ETHICAL
ISSUES MANIFEST
AMONG DIFFERENT
CAREGIVER GROUPS?

Since recognition and self-recognition manifest differently amnong certain caregiver
groups, this section addresses the ethical issues specific to young caregivers, 2SLCBTQIA+
communities, and ethnocultural or immigrant commmunities.
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HOW DO ETHICAL
ISSUES MANIFEST
AMONG DIFFERENT
CAREGIVER GROUPS?

5.1 - Young caregivers

For a young person, being recognized as a caregiver
can result in social stignma. In fact, many young people
who provide physical or emotional support to a parent
will seek to downplay their caregiving responsibilities
to avoid judgment.??44 Some will even go as far as

to try and conceal their caregiving role from friends,
hesitating to invite them over, which can lead to social
withdrawal and isolation.**

Stignma can also arise through association. Young
caregivers of individuals with disabilities, especially
those caring for a parent with a more stigmatized
condition like a mental health issue, can face social
disapproval and negative reactions simply by virtue

of their proximity.*® Parents who experience stigma
themselves may also hesitate to discuss their condition
or seek support, fearing that their children will be
stigmatized by association.”“° \WWhen a care recipient
(parent) wants their young carer to conceal their role, it
can create tension within the caregiving dyad, since the
young person's needs are left unacknowledged.”

Young caregivers are therefore less likely to self-identify
as such due to fear: of stigma, of discrimination, and/
or of intervention from child protection services*® In
the latter case, they may fear being removed from the

family home if their caregiving role is discovered.®* Still,
depending on their age, caregiving is often all that the
young person has known. Within the family structure,
it is seen as a normal and expected part of life, rather
than a specific role with defined responsibilities. In
such circumstances, self-recognition is rare, if Not
impossible*> A further reason young caregivers can go
unrecognized by professionals relates to the relative lack
of knowledge about this particular group of carers?' As
a result, they remain invisible, which negatively impacts
their access to support services. 22394244

When it comes to the sense of obligation, young
caregivers often don't have the luxury of choosing
whether or not to care for a family member. Indeed,

it can e a matter of survival — for instance, when

the care recipient is a parent. As a result, most young
caregjivers take on the role out of a sense of family duty
and/or reciprocity.”
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5.2 - Caregiving in 2SLCBTQIA+ communities

As mentioned previously, family plays a significant
role in shaping the sense of obligation. Individuals
who identify as 2SLGBTQIA+ are often designated

as caregivers by their family, typically because they
are unmarried or childless, and particularly when
they have not come out to their family of origin® A
caregiver supporting someone from the 2SLCBTQIA+
community may also feel pressured into the role,
knowing that the care recipient is isolated and no
longer in touch with their own family.#*

2SLGBTQIA+ caregivers frequently go
unrecognized, including by:

2 Professionals, since the caregiving relationships
in these cases may extend beyond the biological
family (friends, ex-partners, etc.), which can lead
to their role being overlooked and their exclusion
from decision-making.#68°

2 Their biological family, who may not acknowledge
the carer's relationship with the care recipient or to
whom they have not come out.#®

2SLGBTQIA+ caregivers are also less likely to identify as
such due to the prevalent societal view that caregiving
is only tied to biological connections® An online survey
conducted with adults across Quebec revealed that
39% of the general population believed that someone
supporting a friend could not be considered a
caregiver®®

This lack of recognition and the challenges of self-
identifying as a caregiver contribute to the isolation
and increased burden for caregivers from 2SLGBTQIA+
communities, who may also be reluctant to access
caregiver support services for fear of judgment or
discrimination.+®
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5.3 - Caregiving in cultural and immigrant

communities

Caregivers from ethnocultural coommunities form an
extremely diverse group made up of various sub-
groups that differ significantly in their characteristics
and traditions. Nonetheless, certain trends have been
observed in the literature.

One such trend is the prominence of familism, a
cultural value that is particularly strong in many
ethnocultural groups, as well as in First Nations

and Inuit communities and certain immigrant
families 227387 Familismn emphasizes the importance of
family over individual interests, with a strong focus on
dedication, reciprocity, intergenerational solidarity, and
attachment to both immediate and extended family
members’® These cultural norms shape caregiving
decisions and motives by reinforcing the sense of
duty8

Robust networks of mutual obligation within the
family can enhance the caregiver's psychological well-
being and promote relational harmony.#2°° Adhering
to traditional values often provides individuals

with clear expectations and a sense of acceptance
regarding their caregiving responsibilities.?® Family
solidarity may also facilitate a more equitable
distribution of caregiving tasks among family
members° Finally, caregiving, especially for elderly
relatives, is often viewed as a sign of respect and a
privilege, making it a source of pride within many
ethnocultural and Indigenous communities.®
Similarly, in some cultural contexts, strong religious
and spiritual beliefs can help caregivers view their
responsibilities more positively, promoting acceptance
of the role and offering support in decision-making.*&'

However, traditional norms of family solidarity

can be gradually eroded through the process of
acculturation” Immigrant caregivers who are more
acculturated (e.g.,, second or third generation) are less
likely to adhere to these cultural norms, which can
result in a greater caregiving burden and heightened
emotional distress’>?° Tensions may also arise with
older family members if younger caregivers fail to
meet traditional expectations°

It is common for professionals to assume that
caregivers and care recipients from an immigrant
background will have strong family support, given the
emphasis on family solidarity in certain ethnocultural
groups. In reality, these caregivers are often isolated

or struggling with financial insecurity?>%* Two aspects
commonly associated with the migrant experience —
namely, the fragmentation of family or social networks
due to migration, and socio-economic instability —
significantly increase the vulnerability of caregivers
from immigrant communities 429759293 Ag g resullt,

the decision to take on the caregiving role is often
influenced by limited social networks, compounded
by a lack of affordable alternative services.>®
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That said, caregivers from ethnocultural and
immigrant communities can have significant support
needs 87582 Fyrthermore, it is not uncommon

for immigrants to expect access to services for
themselves or their care recipients when choosing
Canada as their country of settlement.”> Some
individuals who are already established in Canada
may even bring their care recipients over from their
country of origin as part of a family reunification
process in order to provide care for them.>®

Despite this, caregivers from these communities have
been observed to underuse the available services, for
reasons that include the following:

3 The desire to address problems privately, coupled
with the shame associated with certain physical or
mental disabilities”> Some conditions (e.g., mental
health issues, ASD, dementia) are particularly prone
to stigma within certain ethnocultural groups.>®

2 Alower likelihood of self-recognizing as caregivers.
Research has shown that individuals from
ethnocultural communities in Quebec are
generally less likely to identify with this role.>®

2 The fear of exposing themselves to racism or
discrimination.”

2 Language and cultural barriers, lack of information
on how to navigate services.>8737594

2 Reluctance to seek support if their immigration
status is precarious or illegal”

2 Lack of flexibility in the services”®

2 Lack of understanding or openness from
professionals, practitioners and other workers %8949

All of this calls for the health and social services
system to enhance the availability and flexibility of
primary care and social services, especially home
services,*® while ensuring a culturally appropriate
and safe environment 8859 Sych measures
would help promote the well-being of caregivers
from ethnocultural communities and/or immigrant
backgrounds.

Caregivers in Indigenous communities

The sense of obligation experienced by Inuit and

First Nations caregivers often arises from the lack of
services in their cormmunities. Consequently, they find
themselves compensating for the gap, often at the
expense of their own mental and physical health.2®
Indeed, with housing resources in Indigenous
communities already limited, long-term care facilities
are virtually nonexistent. Caregivers are therefore
faced with the difficult choice of relocating their loved
one to an outside community, often an unfamiliar
and potentially culturally unsafe environment, or else
intensifying their own burden as a family caregiver?®
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CONCLUSION

This report on the state of knowledge aims to highlight
the ethical implications surrounding the recognition
and self-recognition of family and informal caregivers.
Through a review of both grey and scientific literature
and the insights provided by caregivers, it becomes
evident that these concepts — while essential for
supporting and valuing caregivers — can also generate
unexpected consequences and raise ethical dilemmas.
Specifically, reasons why some individuals may not
selfidentify as caregivers were identified. In this context,
it remains preferable not to pressure these individuals
into identifying as such. The discussion also addressed
issues arising from recognition and non-recognition,
including invisibilization, stigmatization, formalization
and professionalization.

Caregiving is largely considered a choice in our society.
Therefore, it is essential to recognize the factors that
hinder the expression of this choice in order to more
effectively address the diverse needs of caregivers while
respecting their autonomy.?® Equally crucial is exploring
how both structural factors (e.g, instrumentalization
and partnership) and individual factors (e.g, the roles
played by family, professionals, and the caregivers
themselves) contribute to the sense of obligation felt by
caregivers.

Lastly, the specific challenges faced by youth,
2SLGBTQIA+ commmunities and ethnocultural
communities were examined. These groups encounter
unigue challenges related to recognition and self-
recognition. Addressing them separately is one way to
begin addressing the diversity of their experiences and
needs.

Throughout the text, guidelines for professionals have
been provided to help update current practices related
to recognition and self-recognition, with the ultimate
aim of better supporting caregivers in their role.

© QUEBEC OBSERVATORY ON CAREGIVING, 2025

37

46



38

46

REFERENCES

© QUEBEC OBSERVATORY ON CAREGIVING, 2025



7 - REFERENCES

REFERENCES

1 Ministere de la Santé et des Services sociaux. (202]1).
Reconnaitre pour mieux soutenir. Plan d'action
gouvernemental pour les personnes proches
aidantes 2021-2026.

2 Dobrof, J, & Ebenstein, H. (2003). Family Caregiver
Self-lIdentification: Implications for Healthcare and
Social Service Professionals. Generations: Journal of
the American Society on Aging, 27(4), 33-38. https./
www jstororg/stable/26555265

3 Harding, R, & Higginson, . (2001). Working with
ambivalence: informal caregivers of patients at the
end of life. Supportive Care in Cancer, 9(8), 642—645.
https:/doi.org/101007/5005200100286

4 Paoletti, I. (2002). Caring for older people: a
gendered practice. Discourse & Society; 13(6),
805-817. https//wwwijstororg/stable/42888538

5 O'Connor, D. (2007). Self-Identifying as a Caregiver:
Exploring the Positioning Process. Journal of Aging
Studies—J AGING STUD, 21,165-174.
https:/doi.org/101016/}jaging.2006.06.002

6 Fondation Emergence, Breault, L, & Rougerie, J.
(2020). Memorandum presented as part of the
special consultations and public hearings. Bill 56,
An Act to recognize and support caregivers and to
amend various legislative provisions.

7 Brotman, S., & Ferrer, |. (2015). Diversity Within
Family Caregiving: Extending Definitions of “Who
Counts” to Include Marginalized Communities.
HealthcarePapers, 15(1), 47-53.
https//doi.org/1012927/hcpap.2015.24395

8 Quebec Observatory on Caregiving, Girard-Marclil, C,,
Reiss, M. (2023). Caregiver Recognition and Self-
Recognition: Challenges and Practices. Academic
Affairs and Research Ethics, CIUSSS West-Central
Montreal.

9 Beatie, B. E, Mackenzie, C. S, Funk, L., Davidson,
D, Koven, L, & Reynolds, K. A. (2021). Caregiver
identity in care partners of persons living with
mild cognitive impairment. Dementia (London,
England), 20(7), 2323-2339.
https,/doi.org/101177/1471301221994317

10 Morgan, T, Duschinsky, R, Gott, M, & Barclay,
S. (2021). Problematising carer identification: A
narrative study with older partner's providing end-
of-life care. SSM — Qualitative Research in Health, 1,
100015. https/doi.org/101016/1.5smgr2021100015

1 Molyneaux, V., Butchard, S, Simpson, J,, & Murray, C.
(2011). Reconsidering the term ‘carer’. a critique of
the universal adoption of the term ‘carer’ Ageing &
Society, 31(3), 422-437.
https,//doi.org/101017/S0144686X10001066

12 Hasselkus, B. R, & Murray, B.J. (2007). Everyday
occupation, well-being, and identity: the
experience of caregivers in families with dementia.
The American Journal of Occupational Therapy:
Official Publication of the American Occupational
Therapy Association, 61(1), 9-20.
https.//doi.org/10.5014/ajot.61.1.9

13 Hughes, N, Locock, L, & Ziebland, S. (2013). Personal
identity and the role of ‘carer’ among relatives and
friends of people with multiple sclerosis. Social
Science & Medicine, 96, 78-85.
https:/doi.org/101016/j.socscimed.2013.07.023

14 Chan, C. K, Vickers, T, & Barnard, A. (2020). Meaning
Through Caregiving: A Qualitative Study of the
Experiences of Informal Carers. The British Journal
of Social Work, 50(3), 682—700.
httpsy//doi.org/101093/bjsw/bcz039

15 Montgomery, R. J. V. & Kosloski, K. D. (2013).
Pathways to a caregiver identity and implications
for support services. In Caregiving across the
Lifespan: Research, Practice, Policy, 131-156.
Springer Science + Business Media.
https:/doi.org/101007/978-1-4614- 5553-0_8

16 Orzeck, P. (2016). Identities in transition: WWomen
caregivers in bereavement. Journal of Social Work
in End-of-Life & Palliative Care, 12(1-2), 145-161.
https:/doi.org/101080/15524256.2016.1165162

© QUEBEC OBSERVATORY ON CAREGIVING, 2025



https://www.jstor.org/stable/26555265
https://www.jstor.org/stable/26555265
https://doi.org/10.1007/s005200100286
https://www.jstor.org/stable/42888538
https://doi.org/10.1016/j.jaging.2006.06.002
https://doi.org/10.12927/hcpap.2015.24395
https://doi.org/10.1177/1471301221994317
https://doi.org/10.1016/j.ssmqr.2021.100015
https://doi.org/10.1017/S0144686X10001066
https://doi.org/10.5014/ajot.61.1.9
https://doi.org/10.1016/j.socscimed.2013.07.023
https://doi.org/10.1093/bjsw/bcz039
https://doi.org/10.1007/978-1-4614- 5553-0_8
https://doi.org/10.1080/15524256.2016.1165162

40

46

7 - REFERENCES

17 McDougall, E, O'Connor, M., & Howell, J. (2018).
“Something that happens at home and stays at
home"™ An exploration of the lived experience of
young carers in Western Australia. Health & Social
Care in the Community, 26(4), 572-580.
https:/doi.org/1011M1/hsc 12547

18 VVan Pevenage, |, Dauphinais, C., Dupont, D, &
Bourgeois-Gueérin, V. (2020). Proche aidance et
conjugalité aux ages avancés : motivations et
postures. Gerontologie et societe, 161(1), 37— 54.
https//doi.org/10.3917/gs1161.0037

19 Zarzycki, M., Seddon, D, Bei, E., Dekel, R, & Morrison,
V. (2022). How Culture Shapes Informal Caregiver
Motivations: A Meta-Ethnographic Review.
Qualitative Health Research, 32(10), 1574-1589.
https,/doi.org/101177/10497323221110356

20 Funk, L, & Hounslow, W. J. (2019). How do
daughters interpret care as a public issue?
Exploring identity, emotion and discourse in the

narratives of activist-inclined carers of older parents.

Community, Work & Family, 24, 1-16.
https:/doi.org/101080/13668803.20191681939

21 Weiss, B. (2014). « Grandir comme aidant » : Pour
mieux comyprendre la réalité des adolescents
qui sont des aidants naturels aupres d'un parent
dépendant [Master's thesis in social work]
Université de Montréal
https:/papyrus.bib.umontreal.ca/xmlui/bitstream/
handle/1866/11687/Weiss_Benjamin_2014_
memoire.pdf?sequence=4&isAllowed=y

22 Joseph, S, Sempik, J, Leu, A, & Becker, S. (2020).
Young Carers Research, Practice and Policy: An
Overview and Critical Perspective on Possible
Future Directions. Adolescent Research Review, 5(1),
77-89.
https./doi.org/101007/s40894-019-00119-9

23 Ministere de la Santé et des Services sociaux. (2024).
Guide de bonnes pratiques pour limplication des
proches en santé mentale : considérer, integrer,
outiller.

24 Gascon Depatie, M, & Houle, J. (2022). Expérience
des proches aidants d'une personne vivant un
premier épisode trouble dépressif caractérise.
Revue québécoise de psychologie, 43(1), 11-129.
https//doi.org/107202/1088843ar

25 Clements, L. (2013). Does Your Carer Take Sugar?
Carers and Human Rights: The Parallel Struggles
of Disabled People and Carers for Equal Treatment.
Washington and Lee Journal of Civil Rights and
Social Justice, 19(2), 397.
https:/scholarlycommons.lawwlu.edu/crsj/volo/

iss2/8

26 Reiheld, A. (2015). Just Caring for Caregivers: What
Society and the State Owe to Those Who Render
Care. Feminist Philosophy Quarterly, 1(2).
https:/doi.org/10.5206/fpg/2015.21

27 Guberman, N, Lavoie, J-P, & Olazabal, I. (2011). Baby-
boomers and the ‘denaturalisation’ of care-giving
in Quebec. Ageing & Society; 31(7), 141-1158.
https./doi.org/101017/S0144686X11000419

28 Glenn, E. N. (2010). Forced to Care: Coercion and
Caregiving in America. Cambridge, Etats-Unis.
Harvard University Press.

29 Bruton-Cyr, E. (2023). La reconnaissance des
droits des personnes proches aidantes au Québec
selon la perspective de femmes proches aidantes
de personnes ainées en besoin de soutien a
leur autonomie. [Master's thesis in social work]
Université du Québec en Outaouais
https;/di.ugo.ca/id/eprint/1516/1/Bruton-Cyr_
Elodie_2023_memoire.pdf

30 Quebec Observatory on Caregiving, Girard-Marcil,
C., Reiss, M. (2023). Who are Quebec's caregivers
and what kinds of support do they provide?

An age- and gender-based analysis. Academic
Affairs and Research Ethics, CIUSSS West-Central
Montreal.

31 Ethier, S, Andrianova, A, Fortier, M., & Beaulieu, M.
(2020). La maltraitance envers les personnes ainees
proches aidantes (PAPA) et les personnes proches
aidantes dainés (PPAA) : reconnaitre, sensibiliser et
prévenir.

32 Aumond, S. (2010). La signification du réle de
proche aidante a travers les interactions avec
le parent dgé dépendant, l'entourage et les
professionnels de la sante [Master's thesis in
communication studies] Université du Québec a
Montréal. https/archipelugam.ca/3575/

33 Billaud, S., & Gramain, A. (2014). 'aide aux personnes
agées n'est-elle qu'une affaire de femmes ?
Regards croisés sur [économie, 15(2), 264-276.
https:/doi.org/10.3917/rce. 015.0264

© QUEBEC OBSERVATORY ON CAREGIVING, 2025


https://doi.org/10.1111/hsc.12547
https://doi.org/10.3917/gs1.161.0037
https://doi.org/10.1177/10497323221110356
https://doi.org/10.1080/13668803.2019.1681939
https://papyrus.bib.umontreal.ca/xmlui/bitstream/handle/1866/11687/Weiss_Benjamin_2014_ memoire.pdf?sequence=4&isAllowed=y
https://papyrus.bib.umontreal.ca/xmlui/bitstream/handle/1866/11687/Weiss_Benjamin_2014_ memoire.pdf?sequence=4&isAllowed=y
https://papyrus.bib.umontreal.ca/xmlui/bitstream/handle/1866/11687/Weiss_Benjamin_2014_ memoire.pdf?sequence=4&isAllowed=y
https://doi.org/10.1007/s40894-019-00119-9
https://doi.org/10.7202/1088843ar
https://scholarlycommons.law.wlu.edu/crsj/vol19/iss2/8
https://scholarlycommons.law.wlu.edu/crsj/vol19/iss2/8
https://doi.org/10.5206/fpq/2015.2.1
https://doi.org/10.1017/S0144686X11000419
https://di.uqo.ca/id/eprint/1516/1/Bruton-Cyr_Elodie_2023_memoire.pdf
https://di.uqo.ca/id/eprint/1516/1/Bruton-Cyr_Elodie_2023_memoire.pdf
https://archipel.uqam.ca/3575/
https://doi.org/10.3917/rce.015.0264

7 - REFERENCES

34 Ormel, |, Law, S., Abbott, C, Yaffe, M., Saint-Cyr, M,
Kuluski, K, Josephson, D., & Macaulay, A. (2017).
When one is sick and two need help: Caregivers'
perspectives on the negative consequences of
caring. Patient Experience Journal, 4(1), 66-78.
https./doi.org/10.35680/2372-02471179

35 Berthelot-Raffard, A. (2012). La reconnaissance des
aidants informels. Care, justice et vulnérabilite dans
la famille. [Doctoral dissertation in philosophy]
Université de Montréal et Université Paris 1
Panthéon-Sorbonne.
https:/papyrus.bib.umontreal.ca/xmlui/
handle/1866/9082

36 Comité national déthique sur le vieillissement.
(2019). La proche aidance : regard ethique.
Document de réflexion du Comité national
dethique sur le vieillissernent.
https./publications.msss.gouv.gc.ca/msss/
fichiers/2019/CNEV-2019_proche_aidance.pdf

37 Van Pevenage, |. et Reiss. M. (2020). Entre les
services, les bonnes pratiques et les mesures : mise
en perspective du soutien aux personnes proches
aidantes. Centre for Research and Expertise in
Social Gerontology, CIUSSS West-Central Montreal.

38 Health Canada. (2023). Stigma: Why Words Matter.
https./Wwww.canada.ca/en/healthcanada/ services/
publications/healthy-living/stigma-why-words-
matter-fact-sheethtml

39 Villatte, A, Piché, G, & Benjamin, S. (2022). Perceived
Support and Sense of Social Belonging in Young
Adults Who Have a Parent With a Mental lliness.
Frontiers in Psychiatry, 12, 793344.
https/doi.org/10.3389/fpsyt 2021793344

40 von Doussa, H., Hegarty, M., Sanders, B, Cuff, R,
Tivendale, K, MclLean, S. A, & Goodyear, M. (2023).
Peer support for children of parents with mental
illness (COPMI) in Australia: responses from
children, parents and facilitators of the CHAMPS
peer support program. Advances in Mental Health,
21(1), 55—-66.
https,/doi.org/101080/183873572022.207541

41 Liao, X, Lei, X, & Li, Y. (2019). Stigna among parents
of children with autism: A literature review. Asian
Journal of Psychiatry, 45, 88-94.
https:/doi.org/101016/}.aj0.2019.09.007

42 Moore, T, McArthur, M., & Noble-Carr, D. (2011).
Different but the same? Exploring the experiences
of young people caring for a parent with an alcohol
or other drug issue. Journal of Youth Studlies, 14(2),
161-177. hittps//doi.org/101080/13676261.2010.522561

43 Ali, A, Hassiotis, A, Strydom, A, & King, M. (2012).
Self stignma in people with intellectual disabilities
and courtesy stigma in family carers: a systematic
review. Research in Developmental Disabilities,
33(6), 2122-2140.
https:/doi.org/101016/).ridd.2012.06.013

44 Barry, M. (2011). 'l realised that | wasn't alone” the
views and experiences of young carers from a
social capital perspective. Journal of Youth Studiies,
14(5), 523-5309.
https./doi.org/101080/13676261.2010.551112

45 Silvén Hagstrom, A, & Forinder, U. (2022). ‘If |
whistled in her ear she'd wake up’: children’s
narration about their experiences of growing up in
alcoholic families. Journal of Family Studiies, 28(1),
216-238.
https/doi.org/101080/13229400.20191699849

46 Allison, K, Power, R, Ussher,J. M, Perz, J., Hawkey,
A, Parton, C, Watson, L., Hickey, M., Dowsett, C.
W, Anazodo, A, Boydell, K, Bruce, J., Gilmore, T,
Ryan, S, Ellis, C, & the Out with Cancer Study Team.
(2024). “Queer people are excellent caregivers,
but we're stretched so very thin”: Psychosocial
wellbeing and impacts of caregiving among
LGBTQI cancer carers. BMC Cancer, 24(1), 36.
https;/doi.org/101186/s12885-023-11732-2

47 European Commission: Directorate-General for
Employment, Social Affairs and Inclusion and
Zigante, V. Informal care in Europe — Exploring
formalisation, availability and quality, Publications
Office, 2018,
https/data.europa.eu/doi/10.2767/78836

48 Zaouani-Denoux, S. & Wittorski, R. (2022). Work,
training, and professionalization: Issues and social
configurations, theoretical frameworks and levels
of analysis. McGill Journal of Education / Revue des
sciences de [education de McGill, 57(1), 6-24.
httpsy//doi.org/10.7202/1102010ar

49 | educ, F,Jung, E., & Lozac'h, C. (2013). Former les
aidants: commment ? pourguoi ? pour quoi faire ?
Ceérontologie et societe, 36147(4), 189-198.
https;/doi.org/10.3917/gs147.0189

© QUEBEC OBSERVATORY ON CAREGIVING, 2025

4

46


https://doi.org/10.35680/2372-0247.1179
https://papyrus.bib.umontreal.ca/xmlui/handle/1866/9082
https://papyrus.bib.umontreal.ca/xmlui/handle/1866/9082
https://publications.msss.gouv.qc.ca/msss/fichiers/2019/CNEV-2019_proche_aidance.pdf
https://publications.msss.gouv.qc.ca/msss/fichiers/2019/CNEV-2019_proche_aidance.pdf
https://www.canada.ca/en/healthcanada/ services/publications/healthy-living/stigma-why-words-matter-fact-sheet.html
https://www.canada.ca/en/healthcanada/ services/publications/healthy-living/stigma-why-words-matter-fact-sheet.html
https://www.canada.ca/en/healthcanada/ services/publications/healthy-living/stigma-why-words-matter-fact-sheet.html
https://doi.org/10.3389/fpsyt.2021.793344
https://doi.org/10.1080/18387357.2022.2075411
https://doi.org/10.1016/j.ajp.2019.09.007
https://doi.org/10.1080/13676261.2010.522561
https://doi.org/10.1016/j.ridd.2012.06.013
https://doi.org/10.1080/13676261.2010.551112
https://doi.org/10.1080/13229400.2019.1699849
https://doi.org/10.1186/s12885-023-11732-2
https://data.europa.eu/doi/10.2767/78836
https://doi.org/10.7202/1102010ar
https://doi.org/10.3917/gs.147.0189

42

46

7 - REFERENCES

50 Ethier, S. (2020). Memorandum presented as part
of the special consultations and public hearings. Bill
56, An Act to recognize and support caregivers and
to amend various legislative provisions.

51 Gouvernement du Quéebec. (2020). Loi visant a
reconnaitre et a soutenir les personnes proches
aidantes.

52 Lavoie, J-P, Clément, S., Dubuisson, F, Ducharme,
F, &Vézina, A. (2006). Statut des aidants. Santé,
Societée et Solidarité, 5(1), 57-65.
https/www.perseefr/doc/oss 1634-8176_2006_
num_5_1 1083

53 Institut de la statistique du Québec. (2022). Les
personnes proches aidantes au Québec en 2018.

54 Cooper, R A. (2021). “l Am a Caregiver”: Sense-
making and Identity Construction through
Online Caregiving Narratives. Journal of Family
Communication, 21(2), 77-89.
https;/doi.org/101080/15267431.20211889554

55 Broese van Groenou, M. |, et De Boer, A. (2016).
Providing informal care in a changing society.
European Journal of Ageing, 13(3), 271-279.
https:/doi.org/101007/510433-016-0370-7

56 Ministere de la Santé et des Services sociaux.
(2003). Chez soi : le premier choix. La politique de
soutien a domicile.

57 Regroupement des aidantes et aidants naturels de
Montréal & Institut de planification des soins. (2015).
Vers la reconnaissance d'un statut legal pour les
proches aidants.

58 SHERPA University Institute, Samson, M-E., Le Gall,
J, Pinchinat Jean-Charles, K, Presnielle Kouka, M.,
El Amraoui, A, Guindon, A., & Johnson-Lafleur, J.
(2024). Les expériences de personnes appartenant
4 un groupe ethnoculturel minoritaire qui prennent
soin d'un proche au Québec.

59 Lilly, M. B, Robinson, C. A, Holtzman, S., & Bottorft,
J. L. (2012). Can we move beyond burden and
burnout to support the health and wellness of
family caregivers to persons with dementia?
Evidence from British Columbia, Canada. Health &
Social Care in the Community, 20(1), 103-112.
https://doi.org/101M1/j1365-2524.2011.01025.x

60 Le protecteur du citoyen. (2012). Chez soi : toujours
le premier choix ? Laccessibilité aux services de
soutien a domicile pour les personnes presentant
une incapacité significative et persistante.

61 Commissaire a la santé et au bien-étre. (2024). Bien
vieillir chez soi— tome 4 : une transformation qui
simpose. https//www.csbe.gouvge.ca/publication/
bien-vieilli-chez-soitome-4-transformation-
simpose.html

62 Deshaies, M -H. (2020). Les personnes proches
aidantes : de l'invisibilité a la prise de parole. Revue
Intervention, 151, 5-19. https:/revueintervention.
org/numeros-en-ligne//151/lespersonnes-proches-
aidantes-de-linvisibilite-a-la-prise-de-parole/

63 Confédération des organismes de personnes
handicapées du Québec. (2020). Memorandum
presented as part of the special consultations and
public hearings. Bill 56, An Act to recognize and
support caregivers and to amend various legislative
Provisions.

64 Regroupement des aidants naturels du Québec.
(2018). Valoriser et épauler les proches aidants, ces
allies incontournables pour un Québec equitable.
Stratégie nationale de soutien aux proches aidants.

65 Regroupement des organismes montéregiens
daidants naturels. (2020). Memorandum
presented as part of the special consultations and
public hearings. Bill 56, An Act to recognize and
support caregivers and to amend various legislative
provisions.

66 Association des retraitees et retraités de I'éducation
et des autres services publics du Québec. (2020).
Commentaires présentes a la Commission
des relations avec les citoyens. Bill 56, An Act to
recognize and support caregivers and to amend
various legislative provisions.

67 Parents jusgu'au bout, Lanouette Turgeon, A, &
Dion, C. (2020). Memorandum presented as part of
the special consultations and public hearings. Bill
56, An Act to recognize and support caregivers and
to amend various legislative provisions.

68 Association québécoise des centres
communautaires pour ainés. (2020). Opinions and
recommendations presented to the Committee
on Citizen Relations. Bill 56, An Act to recognize and
support caregivers and to amend various legislative
provisions.

© QUEBEC OBSERVATORY ON CAREGIVING, 2025


https://www.persee.fr/doc/oss_1634-8176_2006_num_5_1_1083
https://www.persee.fr/doc/oss_1634-8176_2006_num_5_1_1083
https://doi.org/10.1080/15267431.2021.1889554
https://doi.org/10.1007/s10433-016-0370-7
https://doi.org/10.1111/j.1365-2524.2011.01025.x
https://www.csbe.gouv.qc.ca/publication/bien-vieillir-chez-soitome-4-transformation-simpose.html
https://www.csbe.gouv.qc.ca/publication/bien-vieillir-chez-soitome-4-transformation-simpose.html
https://www.csbe.gouv.qc.ca/publication/bien-vieillir-chez-soitome-4-transformation-simpose.html
https://revueintervention.org/numeros-en-ligne//151/lespersonnes-proches-aidantes-de-linvisibilite-a-la-prise-de-parole/
https://revueintervention.org/numeros-en-ligne//151/lespersonnes-proches-aidantes-de-linvisibilite-a-la-prise-de-parole/
https://revueintervention.org/numeros-en-ligne//151/lespersonnes-proches-aidantes-de-linvisibilite-a-la-prise-de-parole/

7 - REFERENCES

69 Universijté de Montréal-Marguerite-d'Youville
Research Chair on Humanistic Nursing,
Bourbonnais, Dubé, & Research Chair in Nursing
Care for Older People and their Families. (2020).
Memorandum presented as part of the special
consultations and public hearings. Bill 56, An Act
to recognize and support caregivers and to amend
various legislative provisions.

70 Ministere de la Santé et des Services sociaux. (2018).
Cadre de référence de lapproche de partenariat
entre les usagers, leurs proches et les acteurs en
sante et en services SOCiauXx.

71 Lavoie, J-P, & Guberman, N. (2009). Le partenariat
professionnel — famille dans les soins aux
personnes agées. Un enjeu de reconnaissance.
Lien social et Politiques, 62,137-148.
https.//doi.org/10.7202/039320ar

72 Ministere de la Santé et des Services sociaux.
(2024). Reconnaitre les personnes proches aidantes
comme partenaires pour mieux les soutenir - Cadre
de référence pour le réseaqu de la sante et des
services Sociaux.

73 Samson, M-E., & Olazabal, I. (2023). Quand les réles
sinversent : expériences de petites-filles issues
de familles immigrantes qui ont accompagné un
grand-parent en fin de vie, a Montréal. Frontieres,
34(1). https;//doi.org/107202/N07623ar

74 del-Pino-Casado, R, Frias-Osuna, A, & Palomino-
Moral, P. A. (2011). Subjective Burden and Cultural
Motives for Caregiving in Informal Caregivers of
Older People. Journal of Nursing Scholarship, 43(3),
282-291.
httpsy//doi.org/10111/j1547-5069.2011.01407.x

75 Durst, D, & MaclLean, M. (2010). Diversity and Aging
Among Immigrant Seniors in Canada: Changing
Faces and Creying Temples. Alberta, Canada.
Brush Education.

76 Létoile de Pacho. (2020). Memorandum presented
as part of the special consultations and public
hearings. Bill 56, An Act to recognize and support
caregivers and to amend various legislative
provisions.

77 Crigoryeva, A. (2017). Own Gender, Sibling's Gender,
Parent's Gender: The Division of Elderly Parent
Care among Adult Children. American Sociological
Review, 82(1), N6-146.
https.//doi.org/10177/0003122416686521

78 Samson, M.-E., & Olazabal, I. (2023). Quand les réles
sinversent : expériences de petites-filles issues
de familles immigrantes qui ont accompagné un
grand-parent en fin de vie, a Montréal. Frontieres,
34(1). https;/doi.org/10.7202/N107623ar

79 del-Pino-Casado, R, Lopez-Martinez, C., Serrano-
Ortega, N, Pastor-Bravo, M. del M., & Parra-Anguita,
L. (2018). Obligation and negative consequences
in primary caregivers of dependent older relatives.
PLOS ONE, 13(9), €0203790.
httpsy/doi.org/101371/journal.pone.0203790

80 Ethier, S, Boire-Lavigne, A-M. & Garon, S. (2014).
Plus gu'un réle d'aidant : sengager a prendre soin
d'un proche atteint de la maladie dAlzheimer est
une responsabilité morale. Vie et Vieillissement,
T1(3). https./images.sdm.gc.ca/fichiers/Public/2014/

B472950.pdf

81 Schuster, J-P, & Pellerin, J. (2019). La relation
aidant —aidé : la soutenir, toujours la soutenir. NPG
Neurologie - Psychiatrie - Geriatrie, 19(109), T1-15.
https:/doi.org/101016/1.npg.201810.003

82 Métayer, M. (2001). Vers une pragmatique de la
responsabilité morale. Lien social et Politiques, 46,
19-30. https:/doi.org/107202/000320ar

83 Ministére de la Santé et des Services sociaux, April,
L, Cotton, A, & Vézina, J-F. (2017). Vers une meilleure
intégration des services pour les jeunes en difficulté
et leur famille - Orientations ministérielles relatives
au programme-services destiné aux jeunes en
difficulté 2017-2022.

84 Quebec Observatory on Caregiving. (2024a).
Interview with Julien Rougerie, instructor and
content specialist at the Fondation Emergence.

85 Evans-Campbell, T, Fredriksen-Goldsen, K.,
Walters, K, & Stately, A. (2007). Caregiving
Experiences Among American Indian Two-Spirit
Men and Women. Journal of Gay & Lesbian Social
Services, 18, 75-92.
https/doi.org/https/mww.sscnet.ucla.edu/polisci/
faculty/chwe/austen/evanscampbell.pdf

86 Fondation Emergence, & Léger. (2022). Research
report. Online survey with adult caregivers across
Quebec.

© QUEBEC OBSERVATORY ON CAREGIVING, 2025

43

46


https://doi.org/10.7202/039320ar
https://doi.org/10.7202/1107623ar
https://doi.org/10.1111/j.1547-5069.2011.01407.x
https://doi.org/10.1177/0003122416686521
https://doi.org/10.7202/1107623ar
https://doi.org/10.1371/journal.pone.0203790
https://images.sdm.qc.ca/fichiers/Public/2014/B473950.pdf
https://images.sdm.qc.ca/fichiers/Public/2014/B473950.pdf
https://doi.org/10.1016/j.npg.2018.10.003
https://doi.org/10.7202/000320ar
https://doi.org/https://www.sscnet.ucla.edu/polisci/faculty/chwe/austen/evanscampbell.pdf
https://doi.org/https://www.sscnet.ucla.edu/polisci/faculty/chwe/austen/evanscampbell.pdf

44

46

7 - REFERENCES

87 Ferrer, |, Grenier, A, Brotman, S, & Koehn, S. (2017b).
Understanding the experiences of racialized
older people through an intersectional life course
perspective. Journal of Aging Studlies, 41,10-17.
https./doi.org/101016/jjaging.2017.02.001

88 Ferrer, |, Brotman, S, & Grenier, A. (2017a). The
Experiences of Reciprocity among Filipino Older
Adults in Canada: Intergenerational, Transnational,
and Community Considerations. Journal of
Cerontological Social Work, 60(4), 313-327.
httpsy//doi.org/101080/01634372.20171327916

89 Esiaka, D. K, & Luth, E. (2023). Different
Interpretations of “Honor Your Parents”
Implications for Obligation of Parental Caregiving.
The Journals of Gerontology: Series B, 78(11), 1787—
1795. https:/doi.org/101093/geronb/gbadl06

90 Guo, M, KIm, S, & Dong, X. (2019). Sense of Filial
Obligation and Caregiving Burdens Among
Chinese Immigrants in the United States. Journal
of the American Geriatrics Society, 67(S3), S564—
S570. https//doi.org/101111/jgs 15735

91 Epps, F. (2014). The relationship between family
obligation and religiosity on caregiving. Geriatric
Nursing, 35(2), 126-131.
https:/doi.org/101016/j.gerinurse.201311.003

92 Brotman, S., Simard, J,, Hanley, J., Raymond,
E. & Delgado, P. (2023). Les personnes agées
immigrantes et leurs proches a Montréal : des vies
oubliées durant la pandémie. Canadian Journal
on Aging/La Revue canadienne du vieillisserment,
42(1),177-183.
https:/doi.org/101017/S07149808220004 47

93 Kadowaki, L, Koehn, S. D., Brotman, S, Simard, J.,
Ferrer, |, Raymond, E., & Orzeck, P. (2023). Learning
from The Lived Experiences of Aging Immigrants:
Extending the Reach of Photovoice Using World
Café Methods. Journal of Community Engagement
and Scholarship, 16(1), Article 4.

94 Assembly of First Nations Quebec—Labrador &
First Nations of Quebec and Labrador Health and
Social Services Commission. (2020). Le réle essentiel
des personnes proches aidantes : une approche
culturelle et humaine pour des soins et services de
qualité. Joint memorandum on Bill 56, An Act to
recognize and support caregivers and to amend
various legislative provisions.

95 SHERPA University Institute & Kettly Pinchinat
Jean-Charles. (2024). Consultation provinciale

en proche aidance aupres des communautes
ethnoculturelles minoritaires et de langue anglaise.

96 Quebec Observatory on Caregiving. (2024b).

Interview with Audrey Martin, a caregiving
consultant with the First Nations of Quelbec and
Labrador Health and Social Services Commission
(FNQLHSSC).

© QUEBEC OBSERVATORY ON CAREGIVING, 2025


https://doi.org/10.1016/j.jaging.2017.02.001
https://doi.org/10.1080/01634372.2017.1327916
https://doi.org/10.1093/geronb/gbad106
https://doi.org/10.1111/jgs.15735
https://doi.org/10.1016/j.gerinurse.2013.11.003
https://doi.org/10.1017/S0714980822000447




The Observatory’'s development, coordination and
administrative support has been entrusted to the
Centre intégré universitaire en santé et services
sociaux du Centre-Ouest-de-Ile-de-Montréal

info@olbservatoireprocheaidance.ca

observatoireprocheaidance.ca

J\ Observatoire
o québécois de la

N~ proche aidance

JANUARY 2025



mailto:info%40observatoireprocheaidance.ca?subject=
https://observatoireprocheaidance.ca/

	Faits saillants 
	Sommaire
	5.1 - Définitions
	Les pratiques de reconnaissance et d’autoreconnaissance 
	Bibliographie

