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Abstract

Background: Stepping into the role of an unpaid caregiver to offer help is often considered a natural expectation
of family members or friends. In Canada, such contributions are substantial in terms of healthcare provision but this
comes at a considerable cost to the caregivers in both health and economic terms.

Methods: In this study, we conducted a secondary analysis of a collection of qualitative interviews with 39
caregivers of people with chronic physical illness to assess how they described their particular roles in caring for a
loved one. We used a model of caregiving roles, originally proposed by Twigg in 1989, as a guide for our analysis,
which specified three predominant roles for caregivers — as a resource, as a co-worker, and as a co-client.

Results: The caregivers in this collection spoke about their roles in ways that aligned well with these roles, but they
also described tasks and activities that fit best with a fourth role of ‘care-coordinator’, which required that they
assume an oversight role in coordinating care across institutions, care providers and often advocate for care in line
with their expectations. For each of these types of roles, we have highlighted the limitations and challenges they
described in their interviews.

Conclusions: We argue that a deeper understanding of the different roles that caregivers assume, as well as their
challenges, can contribute to the design and implementation of policies and services that would support their
contributions and choices as integral members of the care team. We provide some examples of system-level
policies and programs from different jurisdictions developed in recognition of the need to sustain caregivers in
their role and respond to such limitations.
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Background

Caregivers who provide unpaid care for family or friends
with an illness or disability, occupy an uneasy position
within the healthcare system. The caregiver contribution
may be formally acknowledged if taken into account as
part of the care recipient’s needs assessments and service
allocation. It is, however, often taken for granted by soci-
eties and individuals as a ‘natural’ expectation for what
families do and with caregivers often relegated to the
margins of care teams, without training or support [1].
The ‘gift’ of caregivers’ contributions in terms of the care
they provide for loved ones and the economic savings
for the healthcare system [2] often comes with personal
consequences that include poor physical and mental
health, social isolation, professional sacrifices and eco-
nomic loss [3-7]. Studies of caregivers’ roles in health-
care systems refer to ‘hidden costs’ and ‘invisible
contributions’ [8], and the need for attention to care-
givers’ wellbeing and support [9]. Caregivers themselves
have highlighted the personal value and benefits they
realize in caring for another person, yet given that care-
givers’ contributions will only grow in importance, it is
imperative to develop a more balanced equation through
policies and programs that aim to support them in their
role [10, 11].

The prevailing conceptual model of the role of care-
givers was developed more than a quarter century ago
[12], based on a system’s perspective, with only minor
adjustments over time [13]. Since then, there have been
significant changes in health, healthcare, and social
structures in most developed systems, with implications
for caregivers’ roles. The epidemiological profile of the
population in need of care has changed substantially due
to technical advances, such as the introduction of new
medical and surgical interventions, enhancing survival
rates among patients with chronic conditions, but with
increasing prevalence of frailty and multi-morbidity.
One study reported that, the prevalence of two or more
chronic conditions rose by 29% in Canada, among adults
aged 40 years and older, between 2001 and 2012 [14].
Yet current clinical systems that evolved from specialist
care and single, disease-oriented programs are poorly
equipped to deal with such multi-morbidity [15]. It has
been argued that person-centered or relationship-
centred approaches may be more effective in this evolv-
ing scenario [16-18], but also that informal caregivers
should feature more centrally in the provision of individ-
ual care and in decision-making [19, 20]. Societal
changes have also had an impact on the nature of care-
giving, given, for example, smaller families, more women
in the workforce, and higher divorce rates, which all re-
duce the number and proximity of family members
available to care [21]. Collectively, these changes have
contributed to the increasing care demands of persons
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cared for by informal caregivers in the current medical
and social context.

Our objectives were to explore how caregivers es-
poused ideas about their roles in consideration of
Twigg’s typology, and to examine their perceptions of
barriers in performing these roles. We have drawn from
qualitative interviews conducted previously by our team
involving a diverse sample of caregivers caring for people
with chronic physical illness in Canada. We revisit this
uneasy balance between assumptions of caregiving as a
‘natural’ expectation and the increasingly complex con-
text of caring for someone at home or from afar.

Caregivers’ roles from the system’s perspective: revisiting
the typology

In 1989, Twigg proposed a seminal model that articu-
lated three roles for caregivers, as viewed from the per-
spective of social care agencies: caregiver as a resource,
co-client, and co-worker [12]. This typology has been
subject to subsequent iterations and alternate frame-
works have emerged, for instance, in consideration of a
‘superseded carer’ where agencies assume responsibility
to liberate the care recipient from a caregiving relation-
ship [13], or to consider different professional perspec-
tives [22], illnesses [23], patient populations [24], and
health system contexts [25, 26]. These efforts have, how-
ever, left the original typology fundamentally unchal-
lenged and substantially unchanged. In this paper, we
consider Twigg’s original model, describing three roles
for caregivers (described briefly below), as a framework
to help guide our analysis of qualitative data in this
study, to assess fit and explore any gaps in its application
to the caregiving narratives about roles as shared in our
original study.

Caregiver as a resource

This is the most common view of caregivers as por-
trayed through different studies. The role as ‘resource’ is
presented as “being spontaneous and improvised”, “mo-
tivated by love and obligation”, where caregivers possess
the “necessary skills, knowledge and competence” ([25],
p-31]. These quotes reflect the prevailing view (in North
America at least) that informal care is not a substitute
for formal care, but merely fills in the gaps [25]. As a
‘given’ resource [12], this notion reinforces an implicit
social norm of caregiving as a ‘natural’ adoption of tasks
related to social responsibilities assumed as parents, chil-
dren or partners.

Caregiver as a co-worker

In describing the caregiver as a co-worker, authors evoke
“a co-operative and enabling role”, where the “caregiver
and healthcare professionals work in parallel with each
other” ([12], p.58), as “equal players in the caregiving
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process” ([25], p.33). Somewhat tempering this ideal,
however, Ward-Griffin and McKeever notice that nurses
recognized caregivers’ expertise but, under the notion of
‘teamwork’, collaborated “in an essentially co-opting and
controlling way” ([22], p.96]. Viewed from the caregiver’s
perspective, Stajduhar et al. describe caregivers as having
“established and interpreted themselves as integral mem-
bers of the end-of-life caregiving team”, thus validating
this role as being salient to their experience ([23],
p.1794].

Caregiver as a co-client

As co-clients, the system acknowledged that caregivers
themselves are in need of care, requiring professional
support to cope with the situation and function opti-
mally in their role [12, 22, 25]. This view is frequently
espoused by caregivers themselves, for instance, in a
study [23] where caregivers of palliative care patients
saw themselves as being in need of care together with
the care recipient and were actively seeking support.

Methods

In the original qualitative descriptive study [27], we con-
ducted in-depth individual interviews with a diverse
sample of adult caregivers from across Canada caring for
someone with a chronic physical illness. Interviews were
audio and/or video recorded. Diversity was considered
on two dimensions: caregivers’ individual characteristics
(e.g. age, sex, ethnicity, socioeconomic status) and attri-
butes of the caregiving experience (e.g. chronic condi-
tion of the care recipient, years of caregiving). The
original study including the methods have been pub-
lished [6].

Ethics approval for the original study and secondary
analysis was obtained from St. Mary’s Hospital Research
Ethics Committee. Patient participants provided in-
formed consent for the original interview and, following
review of their transcript, provided a second consent for
use of their interview material for the publication of re-
sults on our web site (www.healthexperiences.ca), sec-
ondary analysis, teaching, and academic publication.
Participants could choose to use their own name or an
alias as part of their consent for use of their data in pub-
lications or secondary research; these are the names that
appear with the selected quotes in the results section.

We interviewed 41 participants between September
2011 and October 2012 across seven Canadian prov-
inces; two interviews were with couples — one couple
caring for their adult child and another caring for an
aging parent — and one participant was interviewed
twice at her request. Three participants withdrew for un-
known reasons, leaving 39 participants, and 40 tran-
scripts for analysis. The characteristics of participants
are presented in Table 1. The overall approach for the
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analysis and key themes were reviewed together with an
expert panel including caregivers and community-based
organizations.

For this study, we conducted a secondary qualitative
analysis of the original transcripts to explore caregivers’
perspectives on their roles more specifically. We used an
iterative inductive-deductive approach. First, we under-
took thematic analysis to identify emergent themes re-
lated to how people spoke about their roles [27], using
the method of constant comparison involving ongoing
review of emergent and existing findings in the analysis
[28, 29]. Second, we organized role descriptions within
the text as per the Twigg framework. The transcripts
were reviewed by one researcher to identify initial codes
from the data (e.g. activities related to proving care) and
general categories (e.g. grey areas of responsiblities be-
tween healthcare professionals and caregivers); a second
researcher worked together with the first to refine the
categories, and select data and quotes pertinent to the
emergent themes. The Twigg framework was applied in
a deductive approach to consider the findings in terms
of fit with the three different roles (e.g. challenges for
caregivers as co-worker), and the researchers identified
and discussed any outlying descriptions of roles for fur-
ther analysis and interpretation. Differences in coding
and interpretation were discussed and resolved between
the two researchers. Analysis was conducted by IO and
SL and discussed with AQ. The researchers adopted an
open, reflective approach to the analysis, with consider-
ation of their own personal experiences of caregiving
and as women in discussions of the interpretations of
the data.

Results

The results of our analysis are presented below in terms
of the extent to which caregivers’ experiences and per-
ceptions of their tasks and activities align with the three
roles identified in Twigg’s model. We also present the
articulation of a fourth role for further consideration. Al-
though the findings related to each role are described
separately below, caregivers commonly described the ful-
fillment of multiple roles throughout their day-to-day
activities. We also present the limitations or challenges
they described in fulfilling these particular roles.

Caregivers as an (unpaid) resource

Although our interviewees started caregiving in different
circumstances, many described becoming a caregiver as
a gradual process or as a ‘natural’ role, which fits with
the view of caregivers as a resource. In fact, few realized
from the outset that the tasks they were performing
were defined as caregiving in the health system. As Jo-
anne states:
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Table 1 Characteristics of 39 participants
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Age at Start of Caregiving Duties (years), n =39 N % Current Age (years), n =39 N %
<20 3 7.7 20-39 5 12.8
20-39 13 333 40-59 14 356
40-59 22 56.4 60-79 18 46.2
60+ 1 26 80-89 2 5.1
Caregiver Status, n =43" Caregiver Sex, n =39

Current Caregiver 32 744 Female 28 718
Post-caregiver 11 256 Male 11 282
Time Spent Caregiving (Years), n =39 Age of Care Recipient (years), n = 43'

0-9 14 350 <20 1 23
10-19 15 385 20-39 2 47
20-29 6 154 40-59 8 186
30-39 4 103 60-69 12 279
40-49 0 0 70+ 11 256
50-59 1 26 Deceased 9 23.1
Care Recipient Designation, n =43" Caregiver Employment, n =39

Mother 12 279 Full-time 12 308
Father 2 4.7 Part-time 8 20.5
Wife 5 116 Retired 13 333
Husband 17 395 Lost job due to caregiving duties 1 26
Friend 3 7.0 Sick leave 1 26
Child 4 9.3 Not working 4 10.3
Care Recipient Residence, n =39 Marital Status, n =39

Another household 1 26 Married 27 69.2
Same household 23 59.0 Widowed 5 128
Health care institution 6 154 Separated 1 26
Deceased 9 23.1 Single 6 154
Mother Language, n =39 Ethnic Background, n=39

English 26 66.7 Aboriginal 2 5.1
French 4 103 Asian 2 5.1
Bilingual 4 103 Black 1 26
Other 5 128 Caucasian 34 87.2

* N =43 as some caregivers took care of, or had cared for, more than one person

“I think that a caregiver doesn’t first of all doesn’t
see themselves as a caregiver initially. You start
off with good intentions of doing something that
needs to be done or helping or you know because
you love that person, you have a link with that
person, a strong one; you're concerned about them,
you want to help”. (Joanne, 46 yrs old, cares for
mother)

Most participants lacked prior caregiving experience,
and all of our respondents reported a transition point
where they realized that they were no longer simply
“lending a helping hand”, especially when the care

became more intense, specialized or frequent. This
transition appeared to be a key moment in caregivers’
trajectories, leading to considerations for their role
within the broader health system, as well as a factor
in seeking help and additional resources, such as add-
itional home care resources, physical adaptations to
their home, or access to support groups. Yet as one
participant stated:

“A lot of challenges ... but it’s not something that
you apply for, you sort of fall into it and it’s like on
the job training but nobody has the manual”. David
(68 yrs. old, caring for wife)
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Perceived challenges

Caregivers reported limitations and struggled to
continue in their role, to find information, and to be rec-
ognized by the healthcare system. Inadequate informa-
tional support was most commonly mentioned. Some
expressed concern about their limited capacity or inter-
est in caregiving; they feared being unable to respond to
future needs or to adjust to care transitions and felt that
they lacked adequate training to make decisions about
medical care or needs. Caregivers were often not sure
where to turn for the right information and answers to
their questions; they often felt misled by suggestions that
there was more help available than there actually was.
Several interviewees knew little about services available
to them. For example, Deirdre, though a social worker
herself, had not thought of homecare until suggested by
her counsellor.

Caregivers as ‘co-workers’

There was wide variation in the experiences and expec-
tations of caregivers in our sample with regard to feeling
part of the healthcare team. Several caregivers described
a partnership-like relationship, feeling competent and
empowered through sharing their own knowledge and
information regarding the care recipient. In some cases,
as for Mike, caregivers felt like an integral part of the
healthcare team:

“But when we go to see her specialist together, we
work as a team together the three of us, the three
specialists together”. (Mike, 63yrs old, caring for
wife)

Caregivers cherished the value of this therapeutic alli-
ance when it occurred. For instance, Drew was willing to
drive 3 h to his mother’s physician because of their
unique collaboration:

“So the practical reality of her condition is such that
going to a GP’s office is not an option so we have a
brilliant family physician, who has moved three
times since I've been my mother’s guardian, and we
continue to see him even though he’s three hours
away by car ... it’s such a good experience and sup-
port ... (to) go after hours when the clinic is closed I
couldn’t do that without him making that available
to us, which is brilliant”. (Drew, 38 yrs old, caring for
mother)

Perceived challenges

Not all caregivers in this study described being engaged
and supported as a co-worker. They were negatively af-
fected when healthcare professionals did not take their
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concerns seriously, when they were excluded from med-
ical decisions and when they were confronted with un-
realistic expectations or negative remarks about their
caregiver abilities. One key barrier noted by most care-
givers was the lack of training to help manage their
loved ones at home. Many were unfamiliar with basic
minor medical procedures they were expected to carry
out, and they were not always aware of the resources
that were at their disposal until after a need had arisen.
A number of caregivers spoke about their discomfort in
being positioned by the health system in roles that they
should not and/or could not fulfil. For example, Deirdre
was uncomfortable performing certain procedures her-
self, such as subcutaneous injections, and found it diffi-
cult to manage the daily transportation of her husband,
with severe COPD, for blood transfusions and intraven-
ous antibiotics. Caregivers felt challenged by their lim-
ited knowledge, but at times, also by that of their
healthcare team:

“So we're educating the doctors but then it’s, it’s
hard to be a pioneer because we’re not doctors and
so when we push the edges of our knowledge, we’re
also pushing the edges of their knowledge, because
they haven’t dealt with this before.” (Claire, 37 yrs
old, cares for husband)

Many caregivers questioned their own competency in
being responsible for decisions that they believed should
have been made by health professionals, or perhaps
made together. For example, both Deirdre and Chris-
tiane were uncomfortable about their role in decision-
making without the support of the healthcare team.
Deirdre wanted healthcare professionals to decide when
her husband should be admitted to a facility, but was left
to tell him that he could no longer stay at home. Chris-
tiane needed more help and was not ready for her hus-
band to be admitted to a long-term care institution, but
was left without information or support to make a
decision.

Lack of recognition for caregivers’ knowledge and ex-
pertise was another important challenge. Drew, for ex-
ample, knew his mother would only be able to undergo
a medical intervention if she could have an unlit
cigarette in her hands to calm her down. He describes
the struggle with the hospital staff to take him seriously
and value his knowledge about his mother and her care.

“Well lo and behold we finally convinced them that
if they wanted to get the scan done we were going to
have to work together and I think there’s ... the pro-
fessional and clinical environment that says

“We’re professionals at a hospital we know what to
do”. And it’s a little bit of discounting going on there
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that says well let us handle this. It didn’t work so
well and really all it took in the end was for her to
hold a cigarette in her hand for her a) to have a
catheter without flinching, and b) to get an x-ray
done. And so that wasn’t a positive experience.”
(Drew, 38 yrs old, cares for mother)

Finally, tension arose for caregivers in a ‘co-worker’
role because, in contrast to health care workers who had
professional responsibility for the care recipient, care-
givers juggled roles in multiple domains and this created
strain:

“I may not be here all the time as a caregiver, but
I'm here all the time as a son and as a supervisor
and as an employer — in some respects I guess a dir-
ector of care from a clinical standpoint, for no other
reason (than) the fact that weve done this for 34
years now” (Drew, 38 yrs old, cares for mother).

This interweaving of personal and professional respon-
sibilities was a major challenge for caregivers:

“And that’s where respite comes in or help or some-
thing. Nurses have time off, caregivers don’t.”
(Shayna, 66 yrs old, cares for husband)

Caregivers as ‘co-clients’

While most caregivers described how their health was
negatively affected by the caregiving situation (such as
fatigue, stress, and suicidal thoughts), they rarely ex-
pected help through the existing care team of the
care recipient. Thus, while caregivers talked about the
precarious and challenging balancing act of managing
their own health needs, their social lives, and their
care responsibilities, few saw themselves as co-clients.
Yet, several caregivers described key moments when
they received professional acknowledgement and/or
support for their own needs as caregivers, which were
highlighted as key to their wellbeing. For example,
Marlyn was finally persuaded to arrange respite care
every 3 months once her doctor convinced her to ac-
tually do it, which helped alleviate some of the guilt
she felt. Fernanda felt great support when she was
given ‘permission’ to hand over the care for her
mother:

“I've had again some wonderful experiences ... when
I was at the end of my rope not knowing how I was
going to help my mother and (this doctor) said ‘it’s
time, you've done your part now it’s time for us to do
our part.’ I mean how do I ever, ever, ever thank that
doctor for ... the kindness he showed me?” (Fer-
nanda, 49 yrs old, caring for mother)
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Perceived challenges

Many caregivers described substantial health impacts or
health risks caused by their situation but had failed to
seek support for themselves, for reasons such as lack of
time or because they were unsure where to find support
or did not feel entitled to such support unless it was of-
fered by a healthcare professional. In some cases, the
engulfing nature of the recipients’ needs precluded any
care seeking for themselves. For Shayna, having the same
health provider as her husband was problematic as she
felt that his needs were prioritized, due to his disability,
over her own.

Caregivers as ‘care coordinators’

Caregivers also spoke about dimensions of their work
that could not be neatly subsumed within any of the
three roles above, and which we have characterized as a
‘care coordinator’ role. Several caregivers described ac-
tivities related to information gathering, functioning as
the primary organizer, researcher or problem solver in
determining best courses of action. Linda herself solved
the mystery of her husband’s behavioural issues which
were related to medication side effects, and she then led
the effort to manage them. Others also assumed atti-
tudes and responsibilities akin to that of a care
coordinator.

“... the person needing the care is constantly running
into problems trying to get, trying to do something
and so you're always sort of racking your brain try-
ing to figure out well how else can we make this
work? What can we do, how can we adapt this, what
could 1 buy?” (Marlyn, 67yrs old, caring for
husband)

“You have to organize care. You have to help with
some and you have to deal with a lot of processes
and procedures, which don't fit, they don’t connect.”
(Mr. Smith, 62 yrs old, caring for mother-in-law)

Perceived challenges
Participants described challenges in having responsibility
for navigating what they perceived to be a fragmented
care system, and find solutions to manage the changing
needs of their care recipients. Mr. Smith referred to the
lack of accountability for continuity of care; he himself
was the person making the connections between institu-
tions and coordinating transitions and changes in care.
David spoke about making sure his wife was signed up
for a clinical trial, organizing transport to and from the
study site. Other caregivers described sorting out transi-
tions to a care facility. Lillian and Michael described
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their challenges in coming to agreement with each other
and with the healthcare professionals regarding the best
treatment for their son’s epilepsy. Linda, described how
her husband called her just in time from a respite facility
for essential medication. In Barbara’s father’s case, she
wanted to take charge of the situation but was powerless
to change the course of action.

“Uh just before my dad died um he was in the hos-
pital and he was in very bad shape and on oxygen
and really not breathing well and, and the hospital 1
guess was very short of beds and really needed to
empty out as many beds as they could; and so
wanted to send him home. Well we lived an hour
away from the hospital out on a country road. I'm
like ‘are you mad? ‘My mum’s blind, I've got MS’
and 1 didn’t know who to talk to. ... the nurses
would agree with me he should not be sent any-
where. And so but ultimately they sent him home
and he lasted maybe 4 hours before an ambulance
was called to take him back to the hospital and
when he got back within days slipped into uncon-
sciousness and you know died sort of a week after
that. I didn’t know who to go to, to stop this from
happening; I knew it was going to be a disaster. He
had huge bed sores on him that needed to be treated
and 1 mean the whole situation was ludicrous...”
(Barbara, 68 yrs old, cared for several people)

Mike describes how he brought his wife straight back
to emergency after she was discharged. It was difficult
for him and his wife but it needed to be done to make
sure she received the right care. Barbara, Mike, Anne
and others described unexpected situations where their
expertise was not considered, they were unable to influ-
ence decision-making, and where they had to find solu-
tions, even if disruptive to the patient and caregiver and
costly to the system. Caregivers appeared to bear the
costs related to decisions about optimal care arrange-
ments. Being in the role of a specialized caregiver who is
responsible for medical tasks at home made caregivers
an important resource and partner in the provision of
care, but also often elevated them to a role in care man-
agement or coordination.

Caregivers described the difficulties in fulfilling this
care coordinator role when they had limited authority to
make decisions, required additional resources, a deeper
knowledge of the system or the healthcare problem, or
help with communicating their needs.

Discussion

In this article, we sought to examine the extent to which
caregivers, in a wide range of circumstances, described
their experiences in terms that were congruent with
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Twigg’s typology of caregivers’ roles [12]. We demon-
strated that the typology continues to be relevant for
caregivers in current contexts; accounts of being situated
as a resource were more prevalent, in addition to
accounts of roles consistent with that of co-clients and
co-workers. There were relatively few participants who
described their experiences as a co-client, which is indi-
cative of the challenge for caregivers in receiving atten-
tion for their own needs in spite of abundant evidence
related to the negative consequences of caregiving. From
our analysis, we also identified a fourth role reflecting
participants’ descriptions as care coordinators.

The range of routine activities assumed by caregivers
in this study typically encompassed engagement with
multiple roles in fulfilling day to day responsibilities, and
challenges were encountered particular to each type of
role. In the absence of changes in policy and practice
that respond to caregivers’ needs, the sustainability of
their (voluntary) contributions to care, and conse-
quences related to their own health, will ultimately affect
the quality, outcomes and overall costs of care at indi-
vidual and systems levels.

Twigg’s framework [12] highlights the variable charac-
ter of the relationship of agencies or healthcare organi-
zations towards caregivers; agencies typically relate first
to caregivers as a resource to help care for the recipient
for which they (the agencies or healthcare professionals)
have no formal obligations in terms of care. A recent
Canadian study [30], demonstrated the potential value of
using a formal assessment tool for caregivers — the Care-
givers’ Aspirations, Realities and Expectations — C.A.R.E.
Tool, a questionnaire type instrument intended for com-
pletion by a healthcare professional with a caregiver.
The results indicate that the process of completing the
assessment together could encourage professionals to
view caregivers as persons in their own right, who have
independent but related needs for health and social care,
and who are equipped with knowledge to contribute to
patient care. Caregivers valued the assessment, which
encouraged them to ‘take stock’ of their situations and
to build positive relationships with their care
professionals.

As co-workers, caregivers move into the intersection
between the formal and informal sectors, as per Twigg’s
framework. Guberman and Maheu [25] describe how
the co-worker perspective requires a move away from
the traditional hierarchical relationship to one of co-
operation, complementarity and reciprocity that
enhances the integration of professional and caregiver
expertise. Most caregivers in our study described experi-
ences of feeling like or acting as a co-worker, but this
was often met with limited levels of support or recogni-
tion. And yet all caregivers in this study talked about be-
ing expected to make decisions and perform tasks of a
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medical nature for which they often felt ill-equipped and
poorly supported. The situation of co-operation often
failed to materialise for the caregivers in our study.

We argue that the ‘care coordinator’ role warrants sep-
arate consideration in future typologies given the de-
scriptions shared by caregivers regarding actions to
arrange and coordinate care, as well as navigate com-
plex, poorly integrated care systems, often without sup-
port from a broader team. Although it could be argued
that this overlaps somewhat with the ‘resource’ and ‘co-
worker’ roles, this distinction came out strongly in our
data, and may be a reflection of the structural silos and
challenges inherent in navigating health systems. Unlike
patients, caregivers typically do not become part of a
structured care plan where they receive advice and guid-
ance on how to best care for the patients. There are un-
certainties about whose responsibility it is to ensure that
caregivers are well informed and supported, not only as
support for themselves but also to ensure the quality of
care provided to the care recipient. Caregivers in our
study described care responsibilities that fall in ‘grey’
areas, where it is unclear where the responsibility of the
caregiver stops and that of the healthcare professional
starts. Caregiver organizations have largely tried to fill
the gap for support and advice but it could be argued
that certain caregiver guidance and support should be
formalized within the health care system.

With caregivers as co-clients, the caregivers’ concerns,
as per the framework, become integrated into those of
the agencies’ concerns and are treated as care recipients.
Very few caregivers in this study expected to be treated
as co-clients; in fact, it appeared to come as a surprise
when their needs (over and above that of the client)
were acknowledged and suggestions were offered for
seeking support. This was often described as an import-
ant turning point in their caregiving trajectory, as it typ-
ically coincided with periods where the situation was
rather dire. It seemed that when healthcare teams
‘planted the seed’ — opening a conversation about avail-
able resources and ways to find support — caregivers felt
they had ‘permission’ to seek help. This lack of attention
to caregivers’ needs warrants further attention in prac-
tice and policy; a reluctance to seek care until one’s own
needs become urgent, as described by participants in this
study within the co-client role, puts both caregivers and
care recipients at risk.

In this way, it seems that supporting caregivers can be
a way to empower them but this may not align with pro-
viders’ assumptions about empowerment. A qualitative
study, also conducted in Canada, unpacked descriptions
of family caregiver empowerment, from the perspectives
of homecare managers and leaders [31]. While many
shared that educating caregivers, involving them in deci-
sion making/ care planning and articulating the
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caregiver role as worthwhile was empowering for care-
givers (particularly during times of crisis) others felt that
reliance on health system resources was disempowering
and were more in favor of supporting self-care. This
finding speaks to the importance of unpacking the pro-
vider/manager and leader perspectives and assumptions
about their roles and goals in supporting caregivers.

Adopting a relationship-centered approach (emphasiz-
ing the importance of partnerships between patients,
caregivers, and healthcare providers as a central focus
for health care delivery), as described by Beach and Inui
[32] and developed as the ‘Senses Framework’ by Nolan
et al. [33], could help to shape health system responses
to the challenges shared by caregivers in our study.
Relationship-centered care rests on four foundational
principles: of forming and sustaining genuine relation-
ships; being aware of personal biases and honoring the
uniqueness of the person; reciprocating; being emotion-
ally present and showing empathy. Such an approach
would recognize caregivers as core, valued, members of
the team, and create the space for them to express and
learn about the care and support that they are entitled
to receive.

Limitations and strengths

Even though the definitions of the three roles presented
by Twigg were relatively clear, the delineation between
these categories became less clear in the analysis of the
caregivers’ narratives. From the relatively small number
of narratives collected in our study, we found that care-
givers’ roles and responsibilities as described by them
were intertwined in a web of different resources, interac-
tions, expectations and needs. Most of our respondents
reported enacting at least one, and often all four, roles
throughout their caregiving experience. The particular
strengths of this study are in the approach for our ana-
lysis and contributions to the existing literature on this
topic to help advance the conceptual and practical no-
tions of caregiving and its consequences from a broader
health and social perspective.

Research & Practice Improvement Implications

The findings in this study point to the need for further
investigation and evidence-informed practice change in
at least two areas of enquiry — first, that of the caregiver
role as care coordinator, to help reduce the substantive
burdens associated with navigating complex health and
social care systems [34]. Future work should comple-
ment the emerging research in areas such as empower-
ing caregivers in this role through educational and
practical support services [35], technological advances,
such as the use of electronic health tools for caregivers
[36] or virtual hospital-to-home communication solu-
tions [37]. More evidence-informed, practical solutions
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are needed at the levels of system, service and care that
offer tangible support across a range of caregiver abil-
ities, roles and contexts. Second, more evidence-based
solutions are needed to support caregivers as co-workers,
as systems transition to more patient-centered ap-
proaches, such as how to engage caregivers effectively as
members of the care team, or engage with families to
co-design services and quality improvements, or to pro-
mote shared decision-making [38].

Friedman & Tong developed a framework for Integrat-
ing Family Caregivers into the Health Care Team [39].
In this US-based study they conducted a literature re-
view on the role of family caregivers in the coordination
of care and key informant interviews with payers, care-
givers and care providers to better understand barriers
and facilitators to care coordination. They identified 6
areas of focus for policy and practice improvement:
identify and record information on family caregivers (as
this information is often missing from patient records
and caregivers may not self-identify); incentivize pro-
viders to engage with caregivers; invest in supports for
caregivers; expand access for care coordinators to sup-
port caregivers; implement caregiver training programs
and develop and improve access to technologies that im-
prove caregiver-provider information exchange.

Policy implications

Several barriers identified in this study are related to
policy or systemic constraints, particularly in the context
of co-client and co-worker roles, given limited resources
for caregivers and fragmented care contributing to what
has been termed the structural burden of caregiving
[40]. In Germany [41], where there is a deep-seated cul-
ture of familial care ([42], p.123), government policies
and programs recognize caregiving as a form of service
substitution and provide dedicated resources for care-
givers. This includes a cash benefit which, though min-
imal, offers a strong financial incentive for informal care
([43], p-39) so that even after two decades, the majority
of the elderly continue to choose cash payments over in-
kind services [44]. As such, caregivers are treated in
many respects as co-workers, earning income and re-
ceiving social benefits in recognition of their contribu-
tion. However, from the perspective of caregivers in this
study, similar benefits would go a long way in alleviating
some of the most common challenges of being a co-
worker, and, in some ways, a co-client.

Similar policy changes in Canada are emerging. In
2014, the Compassionate Care Benefit was introduced
for caregivers of people with a serious medical condition
who are in their last 6 months of life [45]. Several federal
and provincial tax credits also currently exist for care-
givers of children and adults with medical conditions
and disabilities [46]. However, these financial aids
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provide only short-term relief and many caregivers are
unaware of their eligibility and do not know how to ac-
cess these supports [4]. Further, in 2011, the Manitoba
government instituted the Caregiver Recognition Act,
becoming the first Canadian province to formally
recognize and commit to increased support for care-
givers [47]. Such policy change is necessary, but without
changes in how healthcare professionals and organiza-
tions value and integrate caregivers as members of the
care team, it is insufficient in addressing the barriers ex-
perienced by caregivers across their various roles. In the
more recent context of the COVID-19 pandemic, the
role of caregivers as co-workers and as a co-resource in
care has been made abundantly clear, stimulating ad-
vances in policy and practice that acknowledge them as
‘essential partners in care’ given evidence of the conse-
quences of interference in their contributions at home
and within institutions [48].

Conclusions

In conclusion, our analysis provides further evidence
that caregivers continue to feel invisible and lack appro-
priate support for their multiple roles [6, 49]. This is
despite promising changes in policy and practice to sup-
port caregivers in certain jurisdictions [50]. We have
suggested an additional role, that of ‘care coordinator’,
be formally recognized in designing such supports for
those navigating complex and fragmented care. A deeper
understanding of the different roles and challenges asso-
ciated with caregiving can contribute to the design and
implementation of policies and services that would sup-
port their contributions and choices as integral members
of the care team.

Listening to caregivers’ experiences can help us under-
stand and address their needs to optimize experiences
for the care recipient as well as for the caregiver. We
heard that caregivers are largely unrecognized co-
workers and care coordinators (who should also be
cared for as co-clients), while the system relies on them
as a ‘natural’ resource.

In rethinking our social contract with caregivers, we
can draw upon emergent research, progressive policies
and innovative practices to recognize their critical roles
in human and economic terms within healthcare
systems.
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