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Abstract

Family caregiving is a significant rite of passage experienced by family caregivers of individuals
with protracted illness or injury. In an integrative review of 26 studies, we characterized family
caregiving from the sociocultural perspective of liminality and explored associated psychosocial
implications. Analysis of published evidence on this dynamic and formative transition produced a
range of themes. While role ambiguity resolved for most, for others, uncertainty and suffering
continued. The process of becoming a caregiver was transformative and can be viewed as a rebirth
that is largely socially and culturally driven. The transition to family caregiving model produced
by this review provides a holistic perspective on this phenomenon and draws attention to aspects
of the experience previously underappreciated.
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Approximately 65.7 million adult family caregivers in the United States provide services
valued at $450 billion per year (Feinberg, Reinhard, Houser, & Choula, 2011; NAC, 2009).
These individuals are considered “informal” caregivers, as opposed to formal, paid
caregivers such as nurses. Most large-scale studies of informal caregivers focus on
caregiving for the elderly and those with dementia. However, informal caregivers care for
diverse populations, including children with chronic illness and disability, cancer survivors,
and veterans of the armed forces who suffer visible and invisible wounds of war (Adelman,
Tmanova, Delgado, Dion, & Lachs, 2014; NAC, 2009; Tanielian et al., 2013). Family
caregivers often love the person they choose to care for, are in a marriage or partnership
with that individual, or have a symbiotic attachment to the care recipient that gives them the
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inspiration to provide necessary help for what is frequently an indeterminate and prolonged
period of time.

Family caregiving is recognized as a significant public health problem. While informal
caregivers report benefits associated with caregiving (S. L. Brown et al., 2009; Harmell,
Chattillion, Roepke, & Mausbach, 2011), the effects of the stress and burden of caregiving
on physical, emotional, spiritual, and financial well-being are significant (Feinberg et al.,
2011; Stenberg, Ruland, & Miaskowski, 2010; Vitaliano, Zhang, & Scanlan, 2003). Whether
the illness course is smooth or rocky, family caregivers for persons facing long-term impact
of significant illness or disabling injury are confronted with an altered life course of their
own. This experience is characterized by ambivalence and uncertainty. One’s old identity
and social status are threatened and a new set of norms, beliefs, and nascent self must be
considered.

From a sociocultural perspective, a margin or threshold when an individual has lost one
identity and is in the process of reconstructing a new identity that is meaningful to them and
to their community is known as liminality (Turner, 1994; van Gennep, Vizedon, & Caffee,
1961). The term has been used in anthropology to describe the experience of tribal members
during initiation rites, when the initiate goes through a social transition in a time that is free
of typical social structure (Turner, 1994). According to the rite of passage framework
proposed by van Gennep (1961), any transition begins with a preliminal period of separation
from ordinary or previous social life, followed by a liminal period of undefined duration,
and concludes with postliminal period characterized by a re-aggregation to a new state of
being. The liminal period is structurally and physically invisible, and the liminal persona is a
transitional being, in the process of being initiated into a very different state of life (e.g.
married life, adulthood). During the liminal time, the individual exists in a state in which the
past is left behind but the future state has yet to emerge.

The lens of liminality has been used to describe the experience of individuals facing critical
or life-threatening illness or injury (Blows, Bird, Seymour, & Cox, 2012; Bruce et al., 2014;
Johnston, 2011; Mwaria, 1990). Johnston (2011) used the theory of liminality to describe the
ambiguity experienced by a single patient recovering from a critical illness who felt
marginalized living in a stressful, uncertain space where one cannot plan for the future.
Blows et al. (2012), in a narrative review of ten studies of cancer patients, concluded that
liminality accurately described the experience of the cancer trajectory. Mwaria (1990) used
case study methodology to examine the experience of a comatose patient and family through
the perspective of liminality. Mwaria described their experience of feeling socially isolated
and ambiguous, as the family lacked a clear understanding of who they were and where they
fit into the social structure. Bruce et al. (2014) examined the liminal experiences of 32
individuals living with life-threatening illness (i.e., cancer, kidney disease and HIV/AIDS)
and concluded that being present in a liminal space, the “in between,” was pervasive. The
experiences described in these four publications are congruent with the “betwixt and
between” liminal period described by Turner (1994), when individuals have shed their old
identities but have not yet incorporated a new way of being.
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While the experience of individuals undergoing the transition into the sick role has been
examined as a liminal experience in a very limited way, only one case study mentioned
caregivers (Mwaria, 1990), and no reports were found specifically on liminality in the
transition into the caregiver role. Cultural influences combine with psychological responses
as an individual going through a life change works to construct a new identity. While a great
deal of published literature has focused on caregiver burden and distress, the process of
assuming the role of a caregiver is not necessarily characterized by long-term suffering.
Some caregivers may experience benefits from helping others that may be protective to their
health (Littrell, Boris, Brown, Hill, & Macintyre, 2011). A better appreciation of what
transitioning family caregivers undergo is needed in order to improve coping and adjustment
for those individuals who are suffering as a result of their caregiving experience and to allow
for targeted interventions to assist them in maximizing the benefits and minimizing the
burden of caregiving.

To extend our understanding of the experience of family caregivers during this time, we
considered the anthropologic concept of liminality as a useful framework for exploring the
experience of informal caregivers of those with long-term chronic illness and disability. The
purpose of this integrative literature review was to synthesize the qualitative literature
regarding the transition into the caregiving role as a liminal experience, using Van Gennep’s
rite of passage model (1961) and Turner’s definition of liminality (1969) as guides to
identify, organize and examine the existing literature.

An integrative review of the literature, involving synthesis of empirical reports (Whittemore
& Knafl, 2005), was conducted to capture a range of evidence on the liminal aspects of the
caregiver rite of passage and extend our understanding of liminality as a relevant theoretical
framework for the experience of caregiving. Experts in synthesis recommend an overarching
theoretical model to organize and integrate data on a particular topic (Cooper, 1998; Patton,
1999). Van Gennep’s (1961) rite of passage schema is the organizing framework for this
review. An iterative process was used to reduce, display, and compare data, identifying
patterns, themes, and relationships within rite of passage categories and other emergent
variables.

Literature Search

Literature searches were conducted with the assistance of a clinical informationist, using
keywords to develop search algorithms in the following databases: National Library of
Medicine (PubMed), Scopus ®, the Cumulative Index to Nursing and Allied Health
Literature (CINAHL), and Excerpta Medical Database (EMBASE). Search terms included
words for the change the new caregiver experiences (i.e. liminality, rite of passage,
uncertainty, life change, ambiguity, transition, and trajectory) and for caregiver (i.e.
caregivers, caregiving, caregiver burden) that were connected with AND. PubMed,
Scopus®, CINAHL, and EMBASE were searched, and 299 papers remained after duplicates
and non-empiric papers were removed (Figure 1).
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The researchers limited the sample to qualitative studies because these studies provided the
most richness and depth of the caregiving experience. A report was retained for possible
inclusion if the focus was on informal caregivers of care recipients suffering protracted
illness or injury and if it involved an assessment of the caregivers’ experience. A report was
excluded if was a quantitative study, if it was a mixed methods study where the qualitative
portion could not be easily separated out, if the focus of the caregiver experience did not
involve an informal caregiver, if the focus was exclusively on a specific patient transition
(e.g. hospital to home), if the focus was on palliative end of life care, or if it was not
published in the English language. In addition, dissertations and theses were excluded. No
publication date restrictions were set. The sampling frame was kept narrow and the research
designs similar in order to focus narrowly on the liminal experience from the perspective of
the caregiver.

Titles and abstracts were reviewed by all team members for adequacy and relevance. Of the
299 articles retrieved, 52 were retained for full article review. Reference lists were not
searched because the data retrieved using the search procedure above was adequate to reach
saturation of themes and sub-themes.

Data Quality Evaluation

As recommended by Whittemore & Knafl (2005), authors evaluated the quality of the final
sample. Because the quality of each study was appraised with the intent to be inclusive
rather than exclusive, a standardized mechanism for appraising qualitative studies was not
applied (Sandelowski & Barroso, 2006). Two reviewers judged each report’s internal
validity using two broad criteria: methodological or theoretical rigor and data relevance.
Study quality was judged as acceptable if study findings were rich and complex, as reflected
in a higher level of descriptive and interpretive detail regarding the phenomenon of interest
(Sandelowski & Barroso, 2006). Studies were deemed relevant if they focused on
understanding the experience of the new initiate, the liminal caregiver, and the liminal
period — described as uncertainty, ambiguity or changes in boundaries relative to social
structure — was easily identified. Of the 52 studies selected for evaluation of the full report
based on title and abstract review, 26 were excluded; the 26 remaining reports fulfilled these
two criteria.

Data Analysis

Analysis involved classifying and reducing data to a single-page spreadsheet for each
source, using comparisons and contrasts to distinguish patterns, themes, variations, and
relationships (Glaser & Strauss, 1966; Whittemore & Knafl, 2005). Each report was treated
as a unit of analysis, so patterns and relationships within and across data sources could be
visualized during interpretation. Patterns, themes and relationships of importance to the
liminal caregiver experience, within the context of their rite of passage, were identified and
described by evaluating similarities and differences between study findings. Bi-monthly
meetings were conducted to discuss articles, extract data, and refine thematic descriptions
and interpretations.
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Authors returned to Turner’s (1994) and van Gennep’s (1961) descriptions of the
phenomena of interest as well as theoretical papers to assist with further interpretation and
integration of concepts. Table 1 presents the conceptual and operational definitions of van
Gennep’s (1961) rite of passage phases that were developed by the reviewers and used as
conceptual classification categories.

Conclusions and Verification

Results

Conclusions were drawn through isolating subgroups of articles, identifying patterns and
processes, and relating these to the integrative review findings as a whole. Thematic
dimensions were included to adequately describe ranges of these characteristics and provide
depth of understanding of the rite of passage experience and the liminal period for new
caregivers. Accuracy and confirmability of review results were ensured through
maintenance of an audit trail and reviewer consensus (Cooper, 1998; Whittemore & Knafl,
2005).

Twenty-six studies were included in this review (Table 2), with a total sample of 635
caregivers (398 females, 237 males). Studies were conducted in a variety of countries:
United Kingdom (5), United States (9), with one Korean American Immigrant sample),
Awustralia, (1), Sweden (4), Finland (1), Canada (1), Iran (1), Brazil (1), Italy (1), and Taiwan
(2). The illness or event that created the caregiving demand included diagnoses that were
made suddenly such as stroke and others that developed insidiously such as Alzheimer’s
disease. Other illnesses and events that were represented in the included studies were
chronic disease such as, cancer, mental illness, HIV, multiple sclerosis, asthma, and
disability along with complex treatments such as heart transplant and bone marrow
transplantation.

The rite of passage of transition to caregiving is represented in Figure 2. The themes and
subthemes of the experience of the caregiver rite of passage for each critical liminal or
transitional time are depicted in Table 3 and described below.

Pre-liminal Phase

Almost all authors addressed the time when participants entered the caregiver role because
their loved one, partner, or friend experienced an illness or injury. Two characteristics of the
pre-liminal phase were identified: 1) Pivotal event, defined as a significant illness or injury
event, and 2) Commitment to the care recipient.

Pivotal event—Caregivers reported an initial sense of shock associated with the
recognition of a serious illness state or disability in someone close to them. Moving from the
end of one period into another was described by caregivers in metaphorical terms, such as a
shattered life (Galvin, Todres, & Richardson, 2005; Sanden & Soderhamn, 2009; A. L.
Williams, Bakitas, & McCorkle, 2012). Caregivers reported their lives were turned upside
down, and they experienced a sense of turmoil and powerlessness (Adams, 2006; Bulley,
Shiels, Wilkie, & Salisbury, 2010; Burman, 2001; Plank, Mazzoni, & Cavada, 2012; Sanden
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& Soderhamn, 2009). Caregivers recognized the point at which their social position changed
(M. A. Brown & Powell-Cope, 1991; Bulley et al., 2010; Buschenfeld, Morris, &
Lockwood, 2009), and acknowledged a threat to identity and disruption of the familiar status
quo as a role change “beyond their control” that was “foisted upon them” (Frankowska &
Wiechula, 2011). In diseases with a slow onset, such as Alzheimer’s, the transition might
occur as a moment of growing realization that something was terribly wrong (Adams, 2006;
Galvin et al., 2005). The actual diagnosis of dementia was described by Valimaki et al. as
“blunt...felt terrible.” Regardless of whether the role was thrust upon them or was a chosen
path, or whether the family member experienced a disease process of insidious onset or an
abrupt injury or health crisis, caregivers embarked on a journey that they remembered well
(M. A. Brown & Powell-Cope, 1991; Galvin, et al., 2005).

Commitment to the care recipient—Caregivers came to the caregiving experience with
a pre-existing relationship with the patient. In a number of the studies, there was a sense of
commitment to the patient that was not questioned. These “initiates” dedicated themselves to
the care of their family members without a clear understanding of the implications of that
commitment (M. A. Brown & Powell-Cope, 1991; Donorfio & Kellett, 2006; Sawatzky &
Fowler-Kerry, 2003), although the belief or hope remained that they might renegotiate this
commitment at some point in the future (Sawatzky & Fowler-Kerry, 2003). Caregivers
prioritized the needs of the patient over their own, as exemplified by one participant who
said, “You become less important... you start not caring for yourself” (Buschenfeld et al.,
2009). Another participant said, “I found my normal life slipping away, but not in a
complaining way, just that’s what was happening... | don’t know what normal life is right
now. My focus is him” (L. A. Williams, 2007).They viewed the caregiving responsibility as
enduring for however long it took (L. A. Williams, 2007). This sense of commitment was
experienced regardless of whether the caregiver felt a close or loving relationship to the
patient (L. A. Williams, 2007).

Liminal Phase

Most of the authors identified a period of flux when a participant was moving into the
caregiver role. Four themes were identified in the liminal phase: 1) role ambiguity, 2) social
changes, 3) uncertainty and 4) suffering.

Role ambiguity—Role ambiguity referred to losing one’s identity but not yet
incorporating a new identity. Caregivers were challenged to redefine relationships with care
recipients as well as others (e.g. family, friends, health care providers), while being
“responsible for everything,” often including aspects of the care recipient’s role (Plank et al.,
2012). Some caregivers also struggled with the perception of stigma that resulted from
caring for someone with an infectious disease like human immunodeficiency virus (HIV) or
an inheritable disorder like Alzheimer’s disease (M. A. Brown & Powell-Cope, 1991;
Engstrom & Soderberg, 2011; Stone & Jones, 2009). Role ambiguity revolved around being
caught between the private world of chronic illness or disability and the public world (M. A.
Brown & Powell-Cope, 1991; Engstrom & Soderberg, 2011; Galvin et al., 2005; Harrow,
Wells, Barbour, & Cable, 2008; Navab, Negarandeh, & Peyrovi, 2012; Stone & Jones,
2009).
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Frankowska et al. (2011) found that study participants hesitated to disclose their caregiving
role to others, because metaphorically this indicated they had “lost a partner.” By contrast,
caregivers who identified themselves as partners, and as a couple, in both their private lives
and with health care professionals, were strengthened by this bond and developed a more
positive self-concept (Donnelly, 2001; Galvin et al., 2005; Greenwood, Mackenzie, Wilson,
& Cloud, 2009; Harrow, et al., 2008; Liedstrom, Isaksson, & Ahlstrom, 2010; Lin, Lin, Lee,
& Lin, 2013; Sadala, Stolf, Bocchi, & Bicudo, 2013).

Although many caregivers had difficulty understanding and accepting the changes in their
lives (Bulley et al., 2010), others were able to “learn new ways of being in the world” and
recognize the need to see their identity in relation to the person they were caring for
(Valimaki, Vehvilainen-Julkunen, Pietila, & Koivisto, 2012). Reshaping relations with the
care recipient in a way that was mutually gratifying and beneficial resulted in a positive new
identity for some (Donorfio & Kellett, 2006; Galvin et al., 2005).

Social changes—The informal caregiver rite of passage led to a change in daily routines,
a need to interface with a complex health system, and decreased participation in life
(Adams, 2006; Bulley et al., 2010; Burman, 2001; Buschenfeld, et al., 2009; Donorfio &
Kellett, 2006; Engstrom & Soderberg, 2011; Frankowska & Wiechula, 2011; Galvin et al.,
2005; Plank et al., 2012). Adopting routines enabled a sense of control and predictability
that was calming to caregivers, who in turn felt more confident.

Liminal caregivers experienced a reduced participation in life and neglected themselves as
they focused on “becoming” (Bulley et al., 2010; Buschenfeld et al., 2009; Donnelly, 2001;
Galvin et al., 2005; Liedstrom et al., 2010; Navab et al., 2012; Rydstrom, Dalheim-Englund,
Segesten, & Rasmussen, 2004; Sadala et al., 2013). Loss of social connections led to feeling
“like a prisoner in your own home” (Valimaki et al., 2012), A reduction in participation in
life was dissatisfying for many, who strove to adapt and learn to navigate the “roller coaster”
or uncertainty of a chronic illness trajectory (Donorfio & Kellett, 2006; Liedstrom, et al.,
2010; Rydstrom, et al., 2004). The challenges inherent in chronic illness care made it
necessary to depend on others for guidance and instructions (Galvin et al., 2005; Harrow et
al., 2008; Huang & Peng, 2010; A. L. Williams et al., 2012).

Uncertainty—The theme of uncertainty was present in almost every report, as caregivers
associated this time with feeling they had no clear future and being unable to plan ahead
(Adams, 2006; Burman, 2001; Frankowska & Wiechula, 2011; Galvin et al., 2005; Huang &
Peng, 2010; Lin et al., 2013; Murray et al., 2010; Plank et al., 2012; Stone & Jones, 2009).
This uncertainty stemmed from their perceptions of the care recipient’s health status,
including the illness trajectory as well as prognosis (e.g., risk of death).

However, many caregivers found ways to overcome their perceptions and interpretations
(Valimaki, et al., 2012). Embracing uncertainty in chronic illness care, by learning to flow
with it and grow with it, was enhanced by previous caregiver experiences and an
individual’s motivation to acquire necessary knowledge, skills, and personal or professional
help to do the best they could for the care recipient. As one participant noted,
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...So | don’t necessarily feel 100% about everything I’m doing, but I have to do
it... I’m not 100% positive, 100% sure, ... | want to emphasize that you can’t learn
what the boundary is, because the boundary of today is not gonna be the boundary
of tomorrow. What you’ve got to learn is how to have an antenna. (M. A. Brown &
Powell-Cope, 1991)

Caregivers felt self-assured in their role when they were depended on and had the
knowledge and skills to provide necessary care, but they felt less confident when the care
recipients’ health declined (Galvin et al., 2005; Greenwood et al., 2009; Liedstrom et al.,
2010; Murray et al., 2010). Because of the unpredictable illness trajectory and uncertain
prognosis, worried caregivers often recognized the need to “maintain a positive veneer” and,
in essence, faked enthusiasm in order to be cheerleaders for their ill family members
(Harrow et al., 2008; Liedstrom et al., 2010; A. L. Williams, et al., 2012; L. A. Williams,
2007).

Suffering—Suffering was a theme for most of the caregivers, as the time was characterized
by a great deal of psychological pain and upheaval. Caregivers struggled with stress,
anxiety, depression and loneliness (Bulley et al., 2010; Donnelly, 2001; Galvin et al., 2005;
Murray et al., 2010; Sawatzky & Fowler-Kerry, 2003). Emotional support was in
particularly short supply, as caregivers lost touch with friends and the greater community,
and in many instances felt as if they no longer could turn to their sick loved ones (Bulley et
al., 2010; Buschenfeld et al., 2009; Frankowska & Wiechula, 2011; Galvin et al., 2005;
Sadala et al., 2013; Valimaki et al., 2012; A. L. Williams et al., 2012). During this time,
there was grief about the loss of their previous life and guilt over attempts to take care of
themselves (Donnelly, 2001; Galvin, et al., 2005). Some care recipients’ suffering and
symptomatology added to their caregivers’ suffering (Lin et al., 2013; Plank et al., 2012). A
participant described a difficult care recipient: “They explained to me that the damage to the
brain... was making him do these things... he was so nasty he had me in tears every day”
(Bulley et al., 2010).

The trajectory of the suffering was not linear in nature (Harrow et al., 2008); rather,
caregivers described the suffering in fluid terms, such as ebbing and flowing (M. A. Brown
& Powell-Cope, 1991; Bulley et al., 2010; Murray et al., 2010; Rydstrom et al., 2004;
Sadala et al., 2013). Adjusting to these swings and finding a balance became a task that had
to be mastered (Buschenfeld et al., 2009; Frankowska & Wiechula, 2011).

As suffering became a way of life, many caregivers adapted by recognizing and appreciating
when life was good (Valimaki et al., 2012). Positive adaptation strategies included
spirituality, self-reflection, and sometimes religiosity as a means to cope (M. A. Brown &
Powell-Cope, 1991; Donnelly, 2001; Frankowska & Wiechula, 2011; Greenwood et al.,
2009; Harrow et al., 2008; Huang & Peng, 2010; Liedstrom et al., 2010; Murray et al., 2010;
Navab et al., 2012; Valimaki et al., 2012). Despite the psychological pain and
disappointment inherent in chronic illness care, many of the caregivers viewed caregiving as
a spiritual time (M. A. Brown & Powell-Cope, 1991; Donnelly, 2001; Sadala et al., 2013)
that led to new ways of considering themselves, their relationships, and their lives, paving
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the way for personal growth (M. A. Brown & Powell-Cope, 1991; Buschenfeld et al., 2009;
Galvin et al., 2005; Greenwood et al., 2009; Sadala et al., 2013).

Variations in the experience of suffering were noted. These included the influence of culture
on the expression of suffering in the caregiver-care recipient dyad (Donnelly, 2001; Lin et
al., 2013; Navab et al., 2012; Valimaki et al., 2012). Despite their suffering, an altruistic
filial commitment was ingrained in some caregivers whose sense of obligation that stemmed
from their culturally rooted belief systems (Donnelly, 2001; Donorfio & Kellett, 2006; Lin
et al., 2013; Navab et al., 2012; Van Pelt et al., 2007). Other sources of variation in
caregivers’ stress and coping included care recipients’ degree of incapacitation due to
chronic illness or disability, caregivers’ amount of prior caregiving experience, and the
availability and utilization of personal and professional support (Greenwood et al., 2009).

Post-liminal Phase

The post-liminal phase was characterized by Reincorporation — A new normal. Sub-themes
included role delineation, the persistence of uncertainty and suffering, and transcendence.

Reincorporation — A new normal—As caregivers passed through the stages of
assuming a new identity and social role, they traversed boundaries, “moving backwards and
forwards” until they were settled into a “new normal” (Adams, 2006; M. A. Brown &
Powell-Cope, 1991; Bulley et al., 2010; Burman, 2001; Donorfio & Kellett, 2006; Harrow et
al., 2008; Lin et al., 2013; Navab et al., 2012; Rydstrom et al., 2004; Sadala et al., 2013).
Caregivers integrated the past and present in order to move forward in spite of an
unpredictable illness trajectory. When normalcy was reached, the disease, such as
Alzheimer’s or dementia, “becomes a family member,” incorporated into their sense of self
and into their lives (Valimaki, et al., 2012).

Ways in which caregivers were sustained in the caregiver role and successfully coped with
chronic uncertainty included “living in the moment”, “retaining a sense of humor”,
“remaining hopeful” and “leaving everything up to God” (Huang & Peng, 2010; Van Pelt, et
al., 2007). Some caregivers learned to find meaning in the events and their experience, and
viewed the world differently (M. A. Brown & Powell-Cope, 1991; Buschenfeld et al., 2009;
Galvin et al., 2005; Greenwood et al., 2009; Sadala et al., 2013). Acceptance and
transcendence were evident in some reports, as one participant shared: “You couldn’t return
to where you were... people think that getting better is getting back as you were. She got
better but in a different way. We evolved our life in a different way” (Buschenfeld, et al.,
2009). Donnelly (2001) found that caregivers transcended their pain in a unique way
because an enhanced meaning was attributed to their daily experiences of suffering.

Despite reincorporation, in the course of chronic illness/disability care, the constant threat
remained that role delineation in caregiving could change again, due to divorce,
institutionalization, or disease recurrence (M. A. Brown & Powell-Cope, 1991; Galvin et al.,
2005; Murray et al., 2010; Sawatzky & Fowler-Kerry, 2003). In chronic illness care,
uncertainty pervaded the entire experience. Although it varied over time, uncertainty (and
possibly suffering) might never completely go away (M. A. Brown & Powell-Cope, 1991,
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Greenwood et al., 2009; Harrow et al., 2008; Murray et al., 2010; Navab et al., 2012;
Valimaki et al., 2012).

Discussion

In this integrative review, the transition to family caregiving was characterized as a liminal
experience occurring in the phases of a rite of passage (van Gennep et al., 1961). Caregivers
universally experienced an event that resulted in the need to respond with a commitment to
care for their loved one (pre-liminal phase), followed by a period of transition when life as
they previously experienced it, including social roles and relationships; had changed (liminal
phase); this period was steeped in uncertainty and suffering. Eventually, caregivers
reincorporated the disease or disability into their lives (post-liminal phase), and some even
experienced growth and found meaning. These findings add to evidence that caregiving has
positive aspects for caregivers that can extend throughout the caregiving trajectory and
across populations (Kulhara, Kate, Grover, & Nehra, 2012; Li & Loke, 2013; Mackenzie &
Greenwood, 2012), but the model resulting from this analysis also provides a holistic
perspective that draws our attention to critical aspects of the experience previously
unaddressed in research and clinical practice.

A good deal of quantitative research has focused on the burden and distress of caregiving,
and researchers have offered practical, often global, solutions to relieving these (Northouse,
Katapodi, Song, Zhang, & Mood, 2010; Thinnes & Padilla, 2011), as opposed to viewing
the initiation into caregiving as a life transition with potential for personal and spiritual
growth. While interventions and coping strategies have been reported to help informal
caregivers with the physical, psychological, and economic stress of transitioning into the
role, assessing and assisting with the deeper issue of redefining oneself in the context of a
new life trajectory has received little attention to date (Ferrell & Baird, 2012). However,
Penrod, Hupcey, Shipley, Loeb, & Baney (2012), in a study of caregiving at the end of life,
identified a basic process of “seeking normal” used by caregivers to aim for a steady state in
their lives during transitions in the illness of care recipients.

Although this review did not touch upon the intricacies of sacrifices caregivers made that led
to burden or stress, it did indicate that most caregivers eventually reincorporated by
accepting and adapting to their roles and responsibilities despite the uncertainty and
suffering that could continue indefinitely. Some even experienced growth, meaning, and a
sense of purpose that led to transcendence, greater wellbeing, and a more fulfilling life
(Kulhara, et al., 2012; Quinn, Clare, & Woods, 2010).

it is possible that the liminal time provides health care personnel with teachable moments
that are an opportunity to mold the caring experience for both the caregiver and the care
recipient by being sensitive to and knowledgeable about the rite of passage caregivers
traverse. The liminal phase is a fluid and dynamic time, during which family caregivers are
redefining, reconnecting, and trying to navigate a health situation that is foreign to them and
is often accompanied by the care recipient’s pain and suffering. That suffering directly
influences caregivers’ emotional experiences and may also lead to physical illness. Monin
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and Schulz (2009) found that watching a sick loved one caused cardiovascular responses
that may explain the increased risk of cardiovascular disease in caregiving populations.

Because caregivers may outwardly appear to be functioning well, it is up to nurses and other
health care workers to assess coping abilities, ask direct questions, and encourage caregivers
to share when they are feeling overwhelmed and need a break from care. Because caregivers
may experience guilt about sharing such feelings, it is imperative that, at a minimum, they
are told about the universality of their experience and the importance of maintaining their
own physical and emotional health, even if it is for the sole purpose of taking better care of
their sick or disabled loved ones. Emotional expression is potentially healing; caregivers
who spoke using emotion processing words had lower cardiac reactivity than those who
used cognitive processing words (Monin, Schulz, Lemay, & Cook, 2012).

Uncertainty and suffering were predominant during the liminal period. In many spiritual and
religious traditions, suffering can bring clarity, and its acceptance can bring peace. For
example, Buddhists address the concept of “dukkha” or suffering, and modern meditation
teachers often paraphrase Buddhist teachings by saying that while pain in life is inevitable,
suffering is optional (Kornfield, 2008). Although the pain of watching one’s sick loved one
struggle cannot be controlled, the resulting suffering and its negative emotional and physical
sequelae can be minimized and possibly prevented. Clearly, many caregivers do adapt and
maintain a sense of hope, optimism, and resiliency (Harmell et al., 2011). Caregivers who
are struggling should be made aware of resources such as support groups and supportive
psychotherapy that may lesson social isolation, anxiety and depression, and of cognitive
therapies that encourage reframing of their suffering and improve emotional health.

Like suffering, uncertainty is prevalent in the literature on caregivers’ experience. One
caregiver rite of passage involves learning to live with uncertainty, which can be hard to
accept, take a long time, and be quite difficult for some. Penrod (2007) determined that
uncertainty in illness stemmed from individual meanings and perceptions of the care
recipient’s health status, and that it was possible to overcome these perceptions and
interpretations. If this is true, perhaps cognitive strategies may also help to reframe
caregivers’ perceptions and interpretations of uncertainty and may help them emerge in the
post-liminal period functioning at the same, or perhaps a higher level than when they entered
into the caregiving role.

Caregivers in the studies examined for this review wanted to be seen not only as integral to
the care recipients’ personal lives but as partners in treating and trying to conquer a
significant health problem. This desire for partnership may explain the popularity and
success of educational interventions for caregivers (Northouse et al., 2010). By helping
caregivers learn skills for caring for their family members and by validating this dual role
and important partnership, health care workers can facilitate caregivers’ role delineation
during the liminal time, helping to lay the groundwork for personal mastery, self-efficacy,
and ultimately self-esteem. Problem-focused coping is another means to increase resiliency
and empowerment and should be instituted during this formative period (Harmell et al.,
2011).
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The liminal state is dynamic, fluid, and without clear direction but creates an opportunity for
significant growth and personal development (Kelly, 2008; Thompson, 2007). For some, the
process of becoming an informal caregiver is transformative and can be viewed as a rebirth
that is largely socially and culturally driven (Acton & Wright, 2000; Turner, 1994; van
Gennep et al., 1961). Ideally, a return to normalcy is accompanied by psychological well-
being and social connectedness that allows life to go on for these caregivers who have
adopted a new social status and identity.

While most caregivers move through the experience unscathed, some individuals adopt a
new identity that seems plagued by unending uncertainty and suffering. These caregivers are
vulnerable if and when another event (e.g., the care recipient’s death or institutionalization)
launches a new liminal experience, an occurrence not uncommon in chronic disease or
disability. Thus, it is important to identify individuals who are struggling and assist them in
identifying and using strategies to find peace in the midst of the chaos. In addition to
supportive and cognitive therapies and problem solving interventions, many caregivers
found solace in spirituality and religion. Mindfulness strategies such as yoga and meditation
may help relieve stress and encourage self-reflection and may help them to find brief
respites of peace in the midst of the worry and uncertainty that can extend indefinitely. In
some instances, these approaches can provide entry to social communities (e.g. church, yoga
groups, etc.) that can provide additional social support.

Seeking social support and engaging in pleasant activities and hobbies are essential to
building the resiliency needed to overcome the challenges of long term caregiving (Harmell
etal., 2011). Nonetheless, caregivers struggle to participate in programs (Cressman, Ploeg,
Kirkpatrick, Kaasalainen, & McAiney, 2013; Robertson et al., 2011), and there may be
ethnic and cultural differences in receptivity to spiritual interventions. Future studies are
needed to understand the influence of culture and religious beliefs on the caregiving rite of
passage.

The authors acknowledge that bias and error are potential risks when conducting an
integrative review and that relevant studies may have been omitted, affecting the quality of
the review and ultimately the presentation of the evidence (Whittemore & Knafl, 2005).
Additionally, in a qualitative research review, there are gaps between the original study
participants’ experiences, the epistemologic stance of the primary study researchers, and the
reviewer’s interpretation (Sandelowski & Barroso, 2006). The theoretical orientation of the
review informed the decisions made in identifying and combining qualitative studies to
achieve the goals of this review.

The caregiving experience is consuming for caregivers, whose life expectations often
change dramatically as they progress through the rites of passage. The goal for caregivers
during this rite of passage is to minimize stress and burden and maximize personal growth
and wellbeing in order to move through the liminal stage and attain a sense of
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reincorporation and reintegration that is characterized by health and ideally a transcendent
position within their group.

The transition to family caregiving model developed in this review provides a unique
framework for guiding interactions with caregivers in clinical practice and for developing
interventions in research. Nurses can validate caregivers by respecting their contributions
and recognizing the valuable contributions they offer their loved ones as well as our society.
Nurses and other trusted professionals are positioned to influence and empower caregivers
by offering them the permission and resources to care for themselves (Gallup, 2012). By
listening to their voices and involving this vulnerable group in action research, we can draw
necessary attention to their needs and eventually implement policy change.
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Figure 1.
Search results for integrative review of liminality in family caregiving.

1 Case reports, commentaries, editorials
2 dissertations/theses, abstracts

3 reviews, summaries

4 interventions

5 educational and process
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