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ABSTRACT

Background: Quality of care and patient safety have been demonstrated to be at increased risk
during care transitions; making older adults with complex medical issues especially vulnerable
due to the multifaceted care they require (Coleman, 2003; Cook et al., 2000; Forster et al., 2003;
Murtaugh & Litke, 2002; Picker Institute, 1999; van Walraven et al., 2004). While a strong focus
on patient issues during care transitions exists in current literature, there is a dearth of knowledge
surrounding the role of informal caregivers in this process. As the senior population continues to
grow in Canada, it is inevitable that the health system will be increasingly reliant upon informal
caregivers to meet the demanding and complex care needs of older adults. This research explored
informal caregiver experiences following an older patient’s medical crisis in order to foster a
deeper understanding of caregiver needs during transitional care. This work will support efforts
to develop viable interventions within formal care settings to better support and prepare
individuals for informal care responsibilities (Canadian Caregiver Coalition, 2008; National
Centre for Social and Economic Modelling, 2004).

Methods: A qualitative, post-positivist grounded theory study was employed to acquire an
understanding of the role and needs of informal caregivers during transitional care. Semi-
structured interviews were conducted with six community and resource case managers, and
informal caregivers of eight hip fracture and two stroke caregivers. Two additional interviews
were conducted with hip replacement caregivers. Questions explored individual experiences
interacting with and/or providing informal care, and honed in on observed and experienced
challenges, support received, and recommendations for future efforts to support care. NVivo8
software facilitated qualitative data analysis through hierarchical coding (Glaser & Strauss,

1967).



Results: Six properties of caregiver needs arose from the data, each consisting of several
important ideas fostering its understanding. The core concept threading across all properties was
building capacity to care. Combined, thematic interpretations were integrated into a
comprehensive theory of caregiver needs to support a successful care transition from hospital to
home, consisting of three layers: 1) Timeline of caregiver needs; 2) Instrumental needs; and 3)
Emotional needs. A member-checking process of the theory consisting of both a focus group and
individual interviews indicated high face and content validity, and highlighted priority areas for
future interventions.

Discussion: The developed substantive theory is a valuable tool for which to understand the
instrumental and emotional needs of hip fracture and stroke caregivers along a timeline of
transitional care between hospital and home. Focus group and individual feedback indicate
strong endorsement for theory adoption as a guiding framework for an intervention strategy to
support informal caregivers within formal care settings and throughout the transition home.
Results suggest the potential to broaden the conceptualization of the substantive theory to a
formal explanation of transitional care needs for other medical crises across numerous types of

transitions between formal hospital settings and the community.
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OVERVIEW

Health care for older adults in Canada exists in a variety of settings including, but not
limited to, acute hospital care, in-patient rehabilitation, outpatient clinics, and long-term care
homes. The most appropriate setting, or level of care within a setting, dynamically changes as
both the level and the intensity of care required by a care recipient varies. Care transitions are
defined as those periods in time when individuals shift within or between care settings according
to changes in their health and functional status (Covinsky, Palmer, & Fortinsky, 2003). Although
it seems logical that individuals move between settings in order to target the appropriate level of
care they require, it is during periods of transition when the quality of care and patient safety have
been demonstrated to be at increased risk, making older adults with complex medical issues
especially vulnerable (Murtaugh & Litke, 2002). To date, a focus on patient issues during care
transitions is most prominent in the literature, particularly in community-based transitions. For
example, patients often experience medication errors (Moore, Wisnivesky, Williams, & McGinn,
2005), a return to higher intensity care settings (Coleman & Berenson, 2004), and/or inadequate
discharge summaries (Kripalani et al., 2007), as a result of poorly executed care transitions.
Alone, patient transitional care issues are substantial. However, it should be recognized that
multiple stakeholders involved in the care transition process face significant challenges, which
have the potential to exacerbate patient-specific difficulties. Therefore, these various
perspectives should be incorporated into the research and subsequent literature in this field in

order to uncover all potential challenging aspects of transitional care (Coleman & Borenson,

2004).



Specifically, there is a lack of knowledge surrounding the role of the informal caregiver
during patient transitions from a formal hospital care setting to more informal care at home in the
community. To illustrate the severity of this knowledge gap, caregivers have even been referred
to in the literature as “silent victims in a silent system” (Canada’s Association for the Fifty-plus,
1999). Care transitions between hospital and home often involve a sudden shift in care provision
from the formal health care team to an informal caregiver, who, many times, is without the
necessary skills, knowledge, and tools to manage the care situation confidently or effectively
(Covinsky et al., 2003). As family members are often the only common persons a patient
encounters during a move between a formal care setting and informal care in the community, the
lack of research and practical focus on caregiver needs is worrisome due to the high level of
responsibility they often acquire following emergency medical situations (Graham, Ivey, &
Neuhauser, 2009).

Further, this gap in knowledge is particularly concerning in light of the current health
system reform from largely institutional-based care to more self-directed, informal, home-based
care and aging at home strategies, which are often facilitated by an informal caregiver. For
example, several Community Care Access Centres (CCACs) in Ontario, including Waterloo-
Wellington, have recently adopted a “Home First” philosophy for discharge planning in hospital
settings. The philosophy is meant to encourage health care providers to investigate the home as
the first option for patients who might otherwise experience a lengthy hospital stay, enter long
term care, or become designated as Alternative Level of Care (ALC) within an acute care setting
(Lanteigne, 2011). This transformation in health care is largely due to the pressure of the aging
population on the formal care system, and is leading to an increasing number of individuals being

thrust into the caregiving role unexpectedly. Informal caregivers are thus left to navigate the



health care system for a loved one with little formal support and guidance. For example, focus
groups conducted as part of The Caregiver Needs Project (Dupuis & Smale, 2004; Smale &
Dupuis, 2004), with caregivers of dementia patients, uncovered feelings of frustration with
having to navigate both within and between a variety of programs and agencies to access the
services and support needed. Research focusing on the role and needs of informal caregivers
during a medical crisis is therefore crucial to sustain the level of informal care that will be

necessary in the coming years.



CHAPTER 1: BACKGROUND & LITERATURE REVIEW

1.1 THE AGING POPULATION: COMPLEX HEALTH NEEDS, HIGH USAGE PATTERNS OF
HEALTH SERVICES, AND EXPENSIVE CARE

The Canadian population is undergoing a major demographic transformation, with the
percentage of the population aged 65 and older expected to increase to 21% by the year 2027
(Health Canada, 2002; Hébert, 2002). While low fertility rates and increasing life expectancy
have been documented by Statistics Canada (2006) as major contributing factors to population
aging, much of this demographic shift has been attributed to the aging of Canadians born
between 1946 and 1964; known as the baby boom population (Wister, 2005). This age cohort
will begin to turn 65 in the year 2012, and by the year 2031 will consist entirely of older adults
between 65 and 85 years of age (Wister, 2005). These radical changes in population composition
will have major implications for health and disability in Canada, as the increasing representation
of older adults is being met with corresponding high demands on the health care system. Over
50% of the highest users of health services in Canada are 60 years of age or older and experience
multiple complex, chronic, physical, and mental conditions (Reid, Roos, MacWilliam, Frohlich,
& Black, 2002). Freeborn and colleagues (1990) discovered that high users of the health care
system report higher numbers of medical conditions and are more likely to indicate suffering
from arthritis, high blood pressure, heart conditions and other comorbid chronic issues. The
multiplicity and complexity of health concerns faced by the senior population contributes to an
increase in challenging, time consuming, and expensive health care services (Reid et al., 2002).
As reported by Ruggeri (2002), the average cost of health care in Canada per person aged 65 to

74 exceeds three times the average cost per person in the younger 25 to 44 year old age group.



1.2 THE RISE OF INFORMAL CARE

An aging population, high usage patterns of health services, the complexity of illnesses,
and costs of medically treating older adults, are all contributing to a shortage in health resources
and creating an unsustainable strain on the already sparse availability of frontline care providers
with geriatric expertise (Blanchette & Flynn, 2001). This growing reality makes the role of
informal caregivers essential to meet the health needs of the rising senior population (National
Centre for Social and Economic Modelling, 2004). In contrast to common belief, 90% of
Canadian older adults who require health care services live in private homes, and not in long-
term nursing homes (National Advisory Council on Aging, 1999; Agency for Health Care
Research and Quality, 2000). Furthermore, current literature suggests that among elders aged 65
and older living with disabilities, the use of formal, paid care has declined, while sole reliance on
informal family caregivers has increased (Spillman & Black, 2005). In fact, The Canadian
Caregiver Coalition (2008) estimated a prevalence of over four million informal caregivers in
Canada. Specifically, these informal caregivers provide approximately 80% of all home care to
community-dwelling older adults, and as much as 30% of services to older adults who are
institutionalized (National Advisory Council on Aging, 1999). In fact, these statistics may be
underestimates of the actual amounts of care provided, as they do not account for the emotional
and social aspects of care that caregivers are responsible for. For example, it was found that the
average caregiver in Canada spends 13 hours per week providing physical, hands-on care, and
just over eight hours per week performing support activities (Duxbury, Higgins, & Schroder,
2009). It is therefore not surprising that, economically speaking, caregivers have been reported to
contribute over five billion dollars of unpaid labour annually to Canadian health care (Pollara,

2006). Overall, it is evident that the role of informal care is rising within Canada.



1.3 CAREGIVERS: A HETEROGENEOUS POPULATION

The Family Caregiver Alliance (2006) released a consensual working definition of an
informal caregiver, developed by a team of experts with a wide range of health expertise. A
caregiver was described as: “any relative, partner, friend or neighbour who has a significant
personal relationship with, and provides a broad range of assistance for, an older person or an
adult with a chronic or disabling condition” (Family Caregiver Alliance (FCA), 2006). Although
there is no one defining caregiver profile, several trends in the caring role have been recognized.
A National Caregiver Survey (US) reported that the majority of caregivers are women.
Specifically, 71.5% of caregivers are adult daughters and wives (Pinquart & Sorensen, 2006).
Further, the majority of informal caregivers are middle-aged, with the mean age reported in
North America as 51 years old (FCA, 2010). However, over time, these trends may also be
changing. An increased number of males have reported taking on the caregiver role. In fact, a
50% increase in men becoming caregivers since 1994 has been reported (Spillman & Pezzin,
2000). The population of caregivers themselves is also aging alongside care recipients.
According to Australian research evidence, the number of caregivers aged 65 and older will

increase by 110% by the year 2031 (NATSEM, 2004).

1.4 CAREGIVER STRESS: HEALTH AND FAMILY

The diversity of the caregiver population makes it extremely challenging to predict which
caregiver profile is the most vulnerable. However, evidence suggests that health and family stress
are of major concern, and have age-specific impacts (Bull, Bowers, Kirschling, & Neufeld,
1990). Compared to non-caregivers, informal caregivers are themselves at increased risk for
health problems due to the complexity, physical, and emotional strain of the caring role (Levine,

Reinhard, Feinberg, Albert, & Hart, 2004). The majority of literature to date has focused mainly



on the decline of caregivers’ mental health as a result of the increased stress and pressure of
providing care (Pinquart & Sorensen, 2003). Caregivers have also reported feeling frustrated,
angry, drained, guilty or helpless as a result of their caring role (Center on Aging Society, 2005).
Not surprisingly then, between 40 to 70% of caregivers have clinically significant symptoms of
depression (Zarit, 2006). Recent evidence also suggests that caregiving takes a significant toll on
an individual’s physical health. In 2005, three-fifths of caregivers reported fair or poor health
status, one or more chronic conditions, or a disability, compared with one-third of non-caregivers
(Ho, Collins, Davis, & Doty, 2005).

More specifically, the mental and physical health impacts of providing care are often
exacerbated with age. Compared to their younger counterparts, older caregivers (aged 65 and
older) report lower perceived health, increased use of psychotropic drugs, and higher prevalence
of emotional and mental health issues, especially depression (Vitaliano, Zhang, & Scanlan,
2003). Physically, older caregivers are more likely to be dealing with their own chronic health
issues in relation to the normal aging process (NATSEM, 2004). In 2005, older caregivers
reported chronic conditions including heart attack, heart disease, cancer, diabetes and arthritis at
nearly twice the rate of non-caregivers (45% versus 24%) (FCA, 2006). Based on these
statistics, it is clear that in addition to concerns with patient health care quality, maintaining
caregiver health during transitional care should be a priority.

Family dynamics can also contribute to the vulnerability of informal caregivers. The
nuclear family of the 20" century consisting of a mother, father, and children all living within the
same household, has evolved over time. The current and growing trend is that of a “blended”
family, which usually increases the number of individuals considered to be members of a family.

Most often, within blended families, stepparents and children living in multiple dwellings



become connected through divorce and re-marriage. While it may seem advantageous to be part
of a larger family, with more individuals available to assist with the care of older family
members, several aspects of this situation can be considerably challenging and stressful. First,
larger families increase the possibility of more individuals requiring care, perhaps even
simultaneously (Bengtson, 2001). Coordinating care responsibilities when multiple siblings are
involved in the care of a parent or grandparent can be difficult. Relationship quality between
generations, care recipient expectations, socioeconomic factors, available financial resources,
and geographic dispersion are major stressors discussed in the literature (Suitor & Pillemer,
1988). For example, geographic distance between family members can cause unequal sharing of
care tasks. The typical family pattern found to date is that one sibling, usually a daughter who
lives close to their elderly parent, assumes the majority of the care responsibilities (Willyard,
Miller, Shoemaker, & Addison, 2008).

Further, middle-aged individuals often experience a confusing shift in familial roles as a
result of becoming an informal caregiver. Having to care for their full grown parents can be both
psychologically and emotionally draining for adult children due to the strange nature of the role
reversal (Levine, Reinhard, Feinberg, Albert, & Hart, 2004). For example, it has been noted that
role reversals create an increase in a parent’s dependence on their adult children, which may
result in a reduction of positive feelings between the generations, and often creates tension in the
relationship (Suitor & Pillemer, 1988). Further, middle aged caregivers are more likely to suffer
multiple role strain, often caring for both children under the age of 18 and adults over the age of
65, while also participating either full-time or part-time in the workforce (Cantor, 1983). This
complex, multigenerational caring role is often referred to as “sandwich caregiving” (Fredriksen

& Scharlach, 1999).



1.5 CAREGIVER WELLBEING: ADOPTING A FAMILY-CENTERED APPROACH

Overall, it is important to recognize the vulnerabilities of the informal caregiver(s)
associated with a particular care situation, in order to protect the health and wellbeing of all
individuals involved. As patient-centred care has largely become the gold standard for current
formal care delivery (MacKean, Thurston, & Scott, 2005) efforts should be made to expand this
concept to include the needs and interests of families as a whole. Family-centred care should
support and nurture the mutually beneficial relationships between patients, families, and relevant
health care providers, and recognize that families provide the context for which to enhance the
planning and delivery of health care services (Institute of Family Centered Care, 2007). For
example, within a dementia context, Smale & Dupuis (2004) developed an alternative, family-
centered framework for Dementia care in Ontario, called the Dementia Supportive Environment
Framework. This framework is based directly on guiding principles identified in focus groups
including both professionals and dementia caregivers, and aims to support families as caregiver
“units” in order to maintain their overall wellbeing. In order to protect and promote their ongoing
care efforts, a key issue is recognizing that the unit of care during transitions between formal
settings and the community includes both the patient and the caregiver. Adopting a family-
centred, rather than patient centred approach to care, should be extended into transitional care
priorities, in order to support both patients and their families as they work together to manage an

illness across the care continuum (National Consensus Project for Quality Palliative Care, 2004).

1.6. FLUCTUATING LEVELS OF CARE
The spectrum of informal caregiving encompasses a broad range of tasks that vary in
difficulty from relatively simple, to more complex responsibilities that more closely resemble

long-term care, and quite often, even higher skill level tasks mirroring hospital care (Levine et



al., 2004). Informal caregiving may involve medical nursing tasks such as applying wound
dressings, infusion therapies, and tube feeding often directed by health care professionals.
Caregivers also attend to personal care needs such as bathing, dressing, eating, or toileting, as
well as support activities such as preparing meals, assistance with household chores, managing
medications, and balancing finances (Canadian Caregiver Coalition, 2008; Levine, 2000). This
wide range of care responsibilities tends to vary according to the level of care required by a care
recipient and typically fluctuates according to both changes in health and functional status, as
well as movement between care settings with varying levels of formal care (Covinsky et al.,
2003). Transitional care is the term used to indicate the formal care provided to patients as they
move between care sites with a primary aim to coordinate and provide continuity in healthcare
across the continuum (Coleman & Berenson, 2004; Coleman & Bolt 2003). However, it is more
often that the informal care provider rather than the formal health care team is left to shoulder the
immense responsibility of facilitating and coordinating information between settings including
acute hospital, post-acute care, long-term care, and home (Coleman & Williams, 2007).
Therefore, in addition to their hands-on care provision, informal caregivers are left to act as the
single “point person” during a patient transition with little support and guidance. Complicating
matters further, is the issue that care settings too often function in isolation of each other

(Coleman, 2003; Coleman & Boult, 2003; FCA, 2006).

1.7 CARE TRANSITIONS: PATIENT AND CAREGIVER CHALLENGES

According to the American Geriatrics Society, continuity and coordination of health care
experienced by patients as they move between different care settings is essential to the quality of
care transitions (Coleman, 2003). Transitions from formal care settings to care in the home, often

involve shifts in responsibilities in care provision from healthcare providers to informal
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caregivers, requiring the transfer of patient medical information, care planning documents, and
training to ensure informational continuity to support care (Haggerty et al., 2003). Support in the
form of information promotes positive caregiver self-esteem, self-worth, and confidence in care
abilities. Further, enhancing caregiver involvement, training, and support during the transition
process has the potential to reduce unnecessary re-hospitalizations and better patient outcomes
(Levine, Halper, Peist, & Gould, 2010). However, this is not indicative of the current picture of
transitional care, as research has shown that between a quarter and half of all adverse events
post-transition leading to re-hospitalization may be prevented (Forster et al., 2003; Naylor,
2002).

Research has demonstrated that both patients and caregivers are vulnerable during care
transitions, with patients’ safety and care quality threatened, while caregivers suffer from anxiety
due to lack of preparedness for the caring role (Coleman, 2003; Cook, Remder & Woods, 2000;
Gandhi 2005; Levine, 2000; Naylor, 2000; 2002; Picker Institute 1999; van Walraven et al.,
2004). It is well documented that informal caregivers often feel unprepared in regards to the care
required for the complex needs of patients, post-transition. McWilliam and Sangster (1994)
report that caregivers often feel insufficiently informed on patient medication regimens,
treatment protocols and dietary needs. Further, interviews with caregivers by Weaver and
colleagues (1998) revealed that caregiver stress was inversely related to receiving formal
instruction about medications, equipment, supplies, and care instructions post-discharge from a
hospital to home setting. However, another study reported that rather than relying on health care
professionals, informal caregivers most often rely on family and friends as the most common
source for information on how to provide care post-discharge from a hospital. It was found that

any information provided by health care professionals was too broad and unspecific, according to
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unique family situations and need (Cumbler, Carter & Kutner, 2008; Graham, Ivey & Neuhauser,
2009;). This lack of formal support is bound to result in suboptimal patient care from
inexperienced and uninformed informal caregivers. This is clearly evidenced in a recent National
US survey revealing that while two-thirds of Americans over the age of 18 expect to become a
caregiver in the future, 56% report feeling unprepared for both basic caregiving tasks, such as
bathing, dressing, and toileting, as well as nursing care including medication assistance (Opinion
Research Corporation, 2005). This is cause for concern, as the anxiety of transitioning into
caring role and assuming responsibility for assisting a loved one can cause caregiver stress and
burnout.

There is clearly a growing need to recognize the integral role played by informal
caregivers during the transitional care. Coleman and Williams (2007) address the importance of
informal caregivers within transitional care, referring to them as “silent partners” whose role is
often unrecognized and unsupported. Further, the Family Caregiver Alliance (2006) refers to
informal caregivers as the backbone of the health care system. However, the significance of their
role and the stress and health issues they face are far too often overlooked. For example, The
New York Hospital Fund reviewed over 150 transition protocols from hospitals within the
United States, and found that only a few referred specifically to the role of informal caregivers
(The Next Step in Care, 2006). Clearly the unexpected caregiving experience demands more

attention in the literature, with a particular focus on the onset phase of care activities.

1.8 THE MOVE FROM A FORMAL TO INFORMAL CARE SETTING: THE TRANSITION FROM
HOSPITAL TO HOME
It is important to recognize that like patients, informal caregivers also experience

transitions between stages in care. These stages correspond and change according to a loved one’s
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illness trajectory and intensity level of assistance required, both during their formal hospital care
experience, and especially upon return home to the community. Schulz and Sherwood (2008)
identify four caregiver transitions crucial to understanding the adoption and enactment of the
informal caregiving role. The first transition occurs when caregivers begin assisting a relative
with instrumental activities of daily living (IADLs) including, household chores and finances,
and may not self-identify as a caregiver. The second transition occurs when a caregiver begins
assisting an individual with activities of daily living (ADLs) including bathing, dressing and
toileting, and is more likely to recognize their role as a caregiver. The third caregiver transition
occurs when a caregiver moves an individual into a long-term care home, and the fourth
transition occurs when the individual passes away. It is the second transition, the transition into
providing assistance with ADLs, which Schulz identifies as being the most stressful.

Similarly, Aneshensel and colleagues (1995) have described the concept of caregiving as
a process that follows along a trajectory as a “career” with three distinctive stages: 1) role
acquisition, where an individual recognizes the need for care assistance and assumes the tasks,
obligations and responsibilities required of the role; 2) role enactment, where the caregiver
performs the necessary care tasks within the home, or sometimes even within a formal setting; 3)
role disengagement, the end of the caregiver career, usually following a death of the care
recipient. As shown in Figure 1, the shift between role acquisition and role enactment occurs
between the “career phases” of starting to provide care and care in the home. Interestingly, the
single arrow depicting this process in Figure 1, suggests a relatively straightforward and direct
transition between formal and informal settings of care, which does not adequately reflect the

immensely stressful and multifaceted onset of care responsibilities described by Schulz. Further,
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the idea that the transition between formal and informal settings of care is a challenging and
complex process is further supported in the literature.

Figure 1: The caregiver career (Aneshensel et al., 1995)
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Figure 2.1 Progression of caregiving careers.

The transition from hospital to home has been identified as a specific stage of intensified
stress for family members, and can perpetuate negative implications on patient care (Bull, 1992;
Bull, Maruyama, & Luo, 1995). For caregivers, issues of ensuring patient safety, assisting with
activities of daily living (ADLs), as well as dealing with the behavioural and emotional changes
of their loved ones are some of the most prominent issues arising during the transition from
hospital to home (Grant et al., 2006). Correspondingly, it has been reported that seniors are at a
heightened risk for medication errors, therapeutic errors, and infection, that often lead to hospital

readmission following a transition between hospital and home (Coleman & Boult, 2003;

Coleman, Smith, Raha, & Min, 2005; Naylor, 2004).
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1.9 THE NEED TO UNDERSTAND CAREGIVER NEEDS

Overall, these often unexpected and unanticipated challenges post-discharge from a
hospital setting can create high levels of family stress, which then exacerbate patient challenges
as they are trying to manage an illness within a home setting. Based on this evidence, it is clear
that further research is needed which focuses specifically on uncovering the challenges and
recognizing the needs of caregivers during the transition between hospital and home. A deeper
understanding of the process between role acquisition and role enactment of the caregiving career,
might contribute to an extension of this guiding theoretical concept, as well as ideas for novel
interventions which might help to ameliorate the stress faced by both patients and their
caregivers. The necessity to focus on the needs of informal caregivers assisting patients
recovering from an acute medical crisis is further driven by current health policy shifts, the
structure of hospital care, as well as significant gaps in the literature.
1.9.1 Aging At Home Strategy

A focus on the transition from acute hospital to home fits well within the context of the
current Aging at Home Strategy in Ontario (Williams et al, 2009). This policy shift recognizes
that most seniors wish to continue living at home as long as possible, and plans to implement
community supports to match the needs of older adults and their caregivers in order to promote
home as an optimal transitional care destination (Waterloo-Wellington Local Health Integration
Network, 2007). Therefore, the needs and concerns of caregivers during hospital discharge to
home should first be ascertained directly from those who have undergone the experience in order
to target appropriate assessment and intervention strategies to dampen stress during emergency

situations of care.
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1.9.2 Discharge driven hospital care

Further exacerbating the stress of patients and caregivers, hospital care is discharge
focused, resulting in shorter hospital stays that often require patients to transition home before
their recovery is complete (Bull et al., 1990). Shorter hospital stays often lead to poor and limited
discharge planning, inadequate training, and limited education, preparation and support for
assuming active care responsibilities in the home (Donelan et al., 2002; Graham et al., 2009). All
of these elements combined create a very challenging adjustment period for both patients and
caregivers post- discharge; reports show that up to one quarter of discharged hospital patients
face readmission due to this complex care situation (Murtaugh & Litke, 2002). Therefore,
caregiver research focused specifically on the needs of caregivers during the transition from
hospital to home is of particular importance in light of current care issues.
1.9.3 Managing Family Stress

Patterson (1988) developed the Family Adjustment and Adaptation Response (FAAR)
model to describe how a family system is able to manage stress. The model focuses on the
concept that families must maintain a balance between their capabilities (resources and coping
strategies) and their demands (stressors) in order to adjust and adapt successfully when a crisis
takes place. Research emphasis to date has been placed on issues related to chronic caregiver
stress and impacts of stress on primary informal caregivers (Kahana, Kahana, Johnson,
Hammond & Kirchner, 1994). These efforts have taken a largely reactive approach to caregiver
stress management, with less of a focus on exploring proactive strategies to prevent long-term
negative implications on caregiver health and lifestyle. As a result, the stressors that caregivers
face are better understood than the resources and strategies they employ to overcome them.

Researchers have recognized that short-term coping strategies for caregivers following a medical
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crisis are different than long-term coping strategies, and therefore should have equal focus in the
literature (Han & Haley, 1999).

Exploration into the needs and concerns of caregivers providing acute episodes of care
following patient discharge from hospital to home is lacking, and there is an immense need to
extend beyond caregiver stress literature (Bull et al., 1990). Specifically, there exists limited
research addressing caregivers of hip fracture patients (Brown & Furstenberg, 1992; Williams,
Oberst, Bjorklund & Hughes, 1996;), as well as other older adults who have experienced a
medical crisis such as a stroke (Kinney, Stephens, Franks & Norris, 1995; Segal and Schall,
1997). 1t is following these unexpected medical crises, with periods of intense care during
transitions, that family members and friends are often thrust into the caregiver role with little

support or guidance.
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CHAPTER 2: STUDY RATIONALE & OBJECTIVES

2.1 OVERALL PURPOSE

Caregiver needs during transitional care between formal hospital settings and informal
settings in the community have not been actively researched. Therefore, an opportunity exists to
address this knowledge gap in order to better support and guide caregivers during transitional
care. While several efforts have been made by clinicians and researchers to develop strategies
with this goal in mind, initiatives to date have largely failed to include caregiver experiences (i.e.,
knowledge, challenges, needs, recommendations) in their development and/or evaluation.
Therefore, current support efforts are not adequately meeting the unique needs of informal
caregivers, and, in fact, may be irrelevant to them. Prior to the development of additional
caregiver-focused interventions, a more holistic understanding of the transition experience for
family members, from their perspective, is needed. The ultimate goal of this research was to use
direct caregiver input, in conjunction with health professional opinion, to develop a
comprehensive theory of caregiver needs in order to inform the development of targeted

interventions to most appropriately support families during transitional care.

2.2 LACK OF CAREGIVER INPUT INTO CURRENT INTERVENTION AND SUPPORT
STRATEGIES

Despite several efforts that have been made in the literature to define the informal caregiver
role, there is a lack of consensus on the components of this role. Recognizing this knowledge
gap, Coleman and Williams (2007) suggested standardizing the definition, as well as the
intensity of the roles of informal caregivers based on the “FACED” classification. Each letter of
this proposed classification refers to a different task of caregiving: financial, advocacy, care

coordination, emotional support, and direct care provision. Coleman and Williams (2007)
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suggest that such a definition could inform health care providers about caregiver roles and
capabilities to improve transitional care collaboration. However, informal caregivers were not
included in the development of this classification, and further, it has yet to be widely adopted.

Additionally, The Family Caregiver Alliance (2006) has proposed the idea of
incorporating family caregiver assessment into the spectrum of transitional care for older adults.
This Alliance hosted The National Consensus Development Conference for Caregiver
Assessment in 2005, which involved 54 recognized experts in caregiving. These experts
deliberated on caregiver assessment in order to reach consensus on principles and guidelines for
policy and practice. Seven guiding principles were agreed upon in order to foster a working
definition of caregiver assessment:

“...a systematic process of gathering information that describes a caregiving

situation and identifies the particular problems, needs, resources and strengths of the
family caregiver” (FCA,2006, p.5 ).

Further, it was discovered that systematic assessment occurs in medical settings typically for the
patient only, therefore health professionals are unable to predict the support a caregiver may need
distinctly separate from the patient (Baxter, 2000). In order to facilitate changes in practice, the
“experts” proposed several domains and constructs to consider incorporating into caregiver
assessments including: personal and environmental context, caregiver perception of health status
of the patient, caregiver values and preferences, well-being of the caregiver, consequences of
caregiving (challenges and benefits), and lastly potential resources that the caregiver could
choose to use (FCA, 2006). Again, direct caregiver input was not incorporated into the
development of priority items for caregiver assessment, and while consensus among experts
regarding these items was reached, no specific tools have been developed based on the agreed
upon domains and constructs.

The Canadian Caregiver Coalition (2008) also created a framework of guiding principles
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for a Canadian Caregiver Strategy to ensure that the perspectives of caregivers are considered
and represented in care decision-making. These principles include showing caregivers respect,
allowing them to exercise choice, and giving them the opportunity for self-determination through
providing information, assessing their needs, and through support interventions. Further, two
national research priorities were identified in this strategy. Firstly, and most importantly, is the
recognized need to invest in research on caregiving in order to make evidence-informed
decisions. Additionally, the strategy places high priority on assessing caregivers for their own
specific needs in order to sustain their contribution to care. Therefore, this study will integrate
well within the context of current Canadian research frameworks.

Finally, there exists one particular caregiver intervention specifically targeted to
caregivers of patients undergoing a transition from hospital to home. The Next Step in Care was
developed in 2006 by a multidisciplinary team of health care professionals involved with the
United Hospital Fund in New York. This online intervention strategy provides 20 free
downloadable guides and checklists in English, Spanish, and Chinese to assist caregivers in
recognizing their needs to provide care during this transition (http://www.nextstepincare.org/).
However, while this intervention appears to be innovative, there continues to be a lack of
monitoring to track its effectiveness. Further, while the guides and checklists seem appropriate
given the population, an expert panel consisting solely of health care professionals created them.
Therefore, input form caregivers themselves, regarding their own needs and experiences during
care transitions was not included in the development of the intervention.

Overall, it is evident that a substantial gap exists in current efforts to support informal
caregivers, as these definitions, frameworks, and intervention strategies have failed to directly

investigate or incorporate their self-identified specific needs. To date, these efforts have been
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largely guided by clinical expertise only, and therefore may not be entirely representative of a
true picture of informal caregiver needs during transitional care. This study will provide a more
complete and comprehensive understanding of the transition process through incorporating the
experiences of both professionals, and informal caregivers into a theory of their transitional care
needs that might lead to more well informed and targeted support interventions (Penrod &

Dellasega,1998).

2.3 STUDY OBJECTIVES

Given the importance of theory in guiding practice, and the lack of caregiver voices in
existing theory, the primary objective of this study was to develop a substantive theory of
informal caregiver needs to support a successful care transition from hospital to home for hip

fracture and stroke patients. Specifically, the researcher set out:

a) To identify caregiver needs and their roles during the transition from hospital to
home, both from the perspectives of family members and health care professionals.

b) To understand caregiver challenges associated with the transition from hospital to
home both from the perspectives of family members and health care professionals.

¢) To explore family member and health care professional recommendations for future
transitional care support and intervention strategies.
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CHAPTER 3: METHODS

3.1 EPISTEMOLOGY

Broadly speaking, epistemology refers to the beliefs surrounding the structure, source,
conditions, and limits of knowledge and reality with which a researcher approaches a research
situation (Carter & Little, 2007). There are several major epistemological paradigms including:
positivism, post-positivism, interpretivism, critical theory, and constructivism (Guba & Lincoln,
2005). It is important to define one’s epistemological stance at the beginning of a qualitative
study, as it allows the researcher to understand their own views on the topic of interest, and will
influence how the methodology is approached and data are interpreted (Carter & Little, 2007).

The present study was conducted from a post-positivist epistemological standpoint. This
approach required the researcher to remain as objective as possible in both data collection and
analysis, in order for the developed theory to be truly representative of the data (Glaser &
Strauss, 1967; Lazarsfeld, 1958). Although subjectivity in qualitative research can never be
completely avoided, the researcher attempted to manage the subjectivity carefully in the present
study. By constantly stepping away from the data and asking, “what is going on here?”, within a
post-positivist approach, the researcher recognized that knowledge is discovered, rather than
produced, and therefore mutually exclusive from the individual who reports it (Ryan, 20006).

To help narrow the gap in existing caregiver research by adding the caregiver voice to
clinically developed frameworks, recommendations, and interventions to support their
transitional care efforts, it was extremely important for the researcher to represent caregiver
views in thematic interpretations using language that was close to the data (Denzin & Lincoln,
2005). Specifically, the intent of the researcher was to not force the data into a theory, but rather

to allow the theory to emerge directly from the data (Glaser& Strauss, 1967). It has been
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suggested that theories derived directly from the data are more likely to represent reality than

through speculation and interpretation (Lincoln & Guba, 2000).

3.2 METHODOLOGICAL APPROACH

The present study employed a Grounded Theory methodology, which has a longstanding
and widespread use within health care research. According to Rice and Ezzy (2000), qualitative
research methods are valuable for interpreting meanings that people attach to the experience of
health and illness. Grounded Theory originated in the early 1960s and evolved during the
research process of examining dying patients in hospitals. Grounded Theory has been
successfully used for research on sensitive issues within palliative care (Steil et al., 2010).
Furthermore, Grounded Theory has been used to make valuable contributions to medical
education research (Tavakol, Torabi, & Zeinaloo, 2006), and has also been instrumental in the
development of ‘best practices’ within nursing (Elliot & Laznbatt, 2004). The major benefit to
this approach across all of these health care fields is that Grounded Theory allows researchers to
develop theories, which are “grounded in the realities of everyday clinical practice” (Streubert-
Speziale & Carpenter, 2003).

Grounded Theory is a qualitative research method used to examine a research situation to
understand how key players manage their roles (Glaser & Strauss, 1967). Emphasis is placed on
developing an understanding of human behaviour and interactions through a process of discovery
and inductive reasoning, rather than deduction and hypothesis testing (Elliot & Laznbatt, 2004).
The intended outcome of this approach is to develop a theory or framework to convey an
understanding about a research situation (Glaser & Strauss, 1967). Given the primary objective
in this study of developing a substantive theory explaining how family members manage the

informal caregiver role across a formal to informal care transition, grounded theory seemed to be
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the most appropriate methodological choice. Similar to palliative care research, studies
surrounding medical crises situations can be incredibly stressful and emotional for patients and
families (Funk & Stajduhar, 2009). Therefore, it was important to choose a methodology, which
allowed researchers to be sensitive to this issue, and place priority in understanding the
individual experience of transitional care.
3.2.1 Constant Comparative Method

One of the most important concepts for conducting an effective grounded theory study is
a cyclical method. Glaser (1998) refers to this process as the “constant comparative method”; a
cyclical method requires a researcher to collect and analyze data concurrently. In order to
accomplish this approach, a suite of research methods was required to carry out the present
study, including theoretical sampling, interviewing, focus groups, coding, and memoing. Dye
and colleagues (2000) refer to this process as collecting a “kaleidoscope of data”. These methods
were not viewed as separate steps in the research process, but rather as continuous procedures,
which were recurring until the theory of caregiver needs was developed (Glaser & Strauss,
1967). It is important to understand how each of these methods were incorporated into the
present work, in order to understand the research process which ultimately led to theory
development.
3.2.2 Theoretical Sampling and Saturation

Theoretical sampling is the iterative process of choosing new research cases throughout
the study, in order to confirm, further develop and elaborate upon emerging themes in the data.
Additionally, using this method, researchers might also source extreme or deviant cases, in order
to explore limits in the applicability of the developing theory (Glaser & Strauss, 1967). As the

goal of theoretical sampling is different from other research sampling methods, it is not

24



necessary to capture all possible variations of a population, or ‘outliers’, but rather to
continuously build and gain a deeper understanding of the analyzed cases and themes (Marshall,
1996). Further, within Grounded Theory studies, the sample size is not readily determined prior
to the commencement of data collection. Following guidelines for qualitative research, sampling
should continue until theoretical saturation is reached. This is the point when sufficient data is
obtained where additional data will no longer contribute to new theoretical insights properties, or
categories (Strauss & Corbin, 1998; Glaser, 2001). Therefore, within the present study, the
variety and size of the case manager and caregiver sample was not predetermined prior to the
commencement of data collection.

Due to time and resource constraints, however, the researcher explored the literature to
gain an idea of the range in number of individuals that have been included in studies of similar
nature. This was completed in order to determine how many cases might be necessary to recruit,
as an approximation only. In the first methodological review of 50 grounded theory studies from
various disciplines, the average sample size was 24 (Thompson, 2005). Further, Riley (1996)
suggests that many grounded theory studies reach theoretical saturation in the range of eight to
24 interviews. More specifically, in a study conducted with family caregivers of older adults
transitioning to long-term care homes, 21 interviews were completed in order to reach saturation
(Reuss, Dupuis, & Whitfield, 2005). Overall, the researcher was prepared to include a broad

range of individuals within the present study based on grounded theory literature to date.
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3.3 RESEARCH STUDY PHASES

Figure 2. Flowchart of study procedures

PHASE 1: CASE MANAGER INTERVIEWS
n=6
-recruited from the Waterloo-Wellington CCAC
-semi-structured, face-to-face

PHASE 3: MEMBER CHECK
n=9
-original interview participants
-individual interviews (n=4)
-face-to-face, telephone
-one focus group (n=5)
-face-to-face

Ongoing Theory Development

PHASE 2: CAREGIVER INTERVIEWS
n=12
-recruited from the Waterloo-Wellington CCAC, local
advertisement, & previous study
-semi-structured, face-to-face, telephone

3.3.1 Phase One

Using grounded theory methodology, phase one involved the researcher expanding a
theoretical sensitivity surrounding formal to informal care transitions. Glaser (1998) describes
the process of theoretical sensitivity as “developing the insight with which a researcher comes to
the research situation”. Further, theoretical sensitivity is often described as a creative process by
which the researcher obtains experience and expertise in a particular field (Glaser & Strauss,
1967). More specifically, it was important to understand the context within which transitions
occur before exploring the experience for individual caregivers. In order to achieve this goal in
the present study, the researcher conducted face-to face semi-structured interviews with resource
and community case managers in order to elicit health professional opinion regarding caregiver
involvement during the hospital to home care transition. These individuals were chosen based on
their role in assisting patients in navigating the complex health care services available to them
when they return home into the community. Their goal is to help find balance between each
family’s unique needs, concerns and preferences, and also to assist with solving service delivery

problems (www.ccac-ont.ca). Therefore, case managers have extensive experience collaborating
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with family members to manage patient care situations in the home and have an understanding of
the transition process that help to illuminate the care experience during transitional care.

The case manager interview process contributed to a deeper understanding of the context
of transitional care between formal and informal settings. These interviews allowed the
researcher the opportunity to relate, recognize and understand the meaning of the subsequent
collected data by informing the development of a semi-structured interview guide for caregiver
interviews (see phase two below). Targeted, specific, and clinically relevant caregiver research
questions were imperative in order to formulate a rich and conceptually dense theory of caregiver
needs during transitional care (Fielding, 1994).

3.3.2 Phase Two

Phase two of this study involved face-to-face semi-structured interviews with informal
caregivers. This phase employed a theoretical sampling methodology whereby the researcher
chooses an initial interview “case” and contemporaneously collects, codes and analyzes data to
make decisions about subsequent interview cases (Glaser & Strauss, 1967). According to

LaForest (2009), the initial interview case should be someone:

“...who, because of their position, activities or responsibilities have a good
understanding of the problem to be explored” (p.2)

Rationale for this decision is usually based on a researcher’s theoretical sensitivity, expertise in
the field through experience, and an understanding of relevant current literature. Therefore, in
order to gain an understanding of caregiver experiences, and to elicit their needs during the
hospital to home care transition, the initial interview ‘“case” was recruited from a sample of hip
fracture and stoke caregivers.

Hip fracture and stroke patients were chosen for investigating transitional care needs for

several reasons. Hip fracture and stroke patients are prominent and relevant examples of complex
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care situations typically faced by older adults and their informal caregivers. Hip fractures are the
most commonly cited injury requiring hospitalization of older adults, and 50-60% of these
individuals are discharged home to the community post-surgery (Pickett, Hartling, & Brison,
1997; Lyons, 1997). Similarly, stoke is a medical crisis that is widely faced by the aging
population and a leading cause of adult disability in the United States. Approximately four
million stroke survivors are alive in the United States today (American Heart Association, 2001).
Further, 68-74% of stroke victims are discharged home from hospital under the care of family
members (Han & Haley, 1999). Therefore, hip fracture and stroke patients serve as a relevant
population for which to focus on the hospital to home care transition.

Further, hip fracture patients tend to have a health profile that is reflective of the frailty
and complexity of issues faced by large proportions of the aging population as a whole. In a
recent study, it was found that 44 percent of individuals over the age of 65 report, at least one
medical co-morbidity (Hewitt, Rowland, and Yancik, 2003). Similarly, the presence of three or
more comorbid conditions has been found to be the strongest preoperative risk factor for hip
fracture in older adults (Roche, Wenn, Sahota, & Moran, 2005), and comorbid health conditions
such as congestive heart failure (CHF), chronic obstructive pulmonary disease (COPD),
dementia, tumour, and malignancy were found to produce a three-fold risk of death one year
post-fracture compared to matched controls (de Luise, 2008). Therefore, hip fractures often serve
as the tipping point for frail individuals and can result in an emergency situation of deteriorating
health (Martin, 2010). Although large numbers of the aging population are facing the harsh
reality of complex, comorbid health issues, many older adults live quite independently with
minimal external, visible, or symptomatic health issues. It is often in these situations where

medical crises can create even more sudden and unexpected care situations. Stroke tends to be
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exemplary of this situation, as unlike other chronic conditions, a stroke is a sudden event which
can result in drastic changes in an individual’s health status leading to emergency situations of
need for informal care (Wright, Hickey, Buckwalter, & Clipp, 1995). Therefore, a focus on
caregivers of hip fracture and stroke patients will shed light on how individuals must quickly
adapt and manage a sudden and unexpected caring role.
3.3.3 Phase Three

One important way to improve the rigour of grounded theory studies is to employ a
member-checking phase. This is a participant feedback technique employed by researchers as the
final stage of a study, in order to improve its dependability, credibility, and completeness.
Member-checking involves sharing the research findings with the participants who were
involved in the study, and asking them to critically analyze the work in order to ensure it is
congruent with their experiences, opinions, and feelings about the topic of study (Bradbury-
Jones, 2007).

Phase three of the present study involved both individual caregiver feedback interviews,
and a case manager focus group to ascertain the face and content validity of the developed

working theory of caregiver needs to support a successful care transition from hospital to home.

3.4 DATA COLLECTION
3.4.1 Interviews

The primary data collection strategy within the present study was one-on-one, in-person,
semi-structured interviewing. Interviews in grounded theory are seen as a way to collect facts
regarding a particular topic (Charmaz, 2006), and served two purposes within the present study.
The first purpose was to gain systematic insight into case manager and informal caregiver

accounts of transitional care between hospital and home. The second purpose of interviews
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within the present study was eliciting detailed feedback from informal caregivers on the
developed theory of caregiver needs during the member-checking phase (phase 3). Therefore, it
was imperative to choose a data collection strategy, which would uncover in-depth details of
these unique experiences. Agar and MacDonald (1995) claim that the individual qualitative
interview is a data collection strategy that tends to reveal the most detailed information, as these
types of interviews encourage individuals to explain and elaborate on intimate information and
allow researchers the opportunity to probe more deeply. Further, Kaplowitz and Hoehn (2000)
recognized that individual interviews are most often used in situations dealing with sensitive
topic matters, where the objective is to promote the sharing of emotions, motivations, and
attitudes. Therefore, conducting individual interviews surrounding the experience of providing
care following a medical crisis was an appropriate method for the present study, as this is often a
delicate topic area to discuss with all parties involved in transitional care, including both health
care professionals and informal caregivers.

Interviews were semi-structured in nature, meaning that the researcher used a
combination of scripted and spontaneous probes in order to capture the complexity of
participants’ transitional care experiences (Lindlof & Taylor, 2002). Semi-structured interviews
are flexible in the length and number of questions asked. It is this flexibility that allows questions
to emerge throughout the process; often stemming from answers given by the interviewee
(Lindlof & Taylor, 2002). A general framework of topics, known as an “interview guide”, was
used to ensure interviews were conducted as directed conversations rather than periods of formal
questioning, and yet provided the basis for some standardization in the topic areas covered

(Charmaz, 2006; Lofland & Lofland 1984).
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3.4.2 Focus Groups

Focus groups were used in the present study to engage case manger participants in the
member-checking phase of the research, where case managers provided feedback on the
developed theory of caregiver needs to support a successful care transition from hospital to
home. Focus groups are group interviews conducted with six to 10 individuals and are powerful
in evaluating and testing new ideas (Krueger & Casey, 2000). The benefit of eliciting feedback in
a group setting was that the researcher could ascertain the extent to which there was consensus
within the professional group regarding opinions surrounding the theory of caregiver needs
(Morgan & Krueger, 1993). A focus group protocol containing several general feedback

discussion questions was developed by the researcher in order to guide and support this process.

3.5 DATA ANALYSIS: HIERARCHICAL CODING

Analysis of interview and focus group transcripts followed the Grounded Theory
Hierarchical Coding method according to Glaser and Straus (1967). This coding strategy allowed
the researcher to move from initial descriptions of caregiver experiences of transitional care,
towards a conceptualization of their needs and perceptions through abstracting key properties and
concepts. Thematic interpretations were modified and extended throughout the entire course of
the research process as the researcher continuously recruited additional research cases via
theoretical sampling (Charmaz, 2006).

Primarily, following each interview, transcripts were read multiple times, in order for the
researcher to become increasingly immersed in the data as they were being collected. Next, three
levels of coding were used to complete hierarchical coding. Open coding describes the first
phase, and was conducted primarily by hand, using printed copies of transcripts, along with

highlighters and pens, to assess and assign codes to each line of the data in order to identify,
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name and describe the phenomena that existed in the text. These codes were usually nouns and
verbs, and often came directly from the text (Pandit, 1996). After conducting this process by
hand, the researcher imported electronic copies of the transcripts into NVivo8, a qualitative data
analysis software program, and transferred the written codes into electronic versions within the
program, called “free nodes” (QSR International, 2008).

Next, the researcher carried out the axial coding phase, electronically, using NVivo8.
Building upon initial “free nodes”, the researcher grouped codes into categories or themes,
known as properties (Glaser & Strauss, 1967). This process occurs through discovering
relationships between codes using a combination of both inductive and deductive reasoning
(Pandit, 1996). Within Nvivo8, relationships are represented as “tree nodes” (QSR International,
2008). As grounded theorists emphasize causal relationships, theoretical sampling is especially
useful within this phase, in order to confirm or negate discovered categorical relationships (Elliot
& Lazenblatt, 2004), and to ensure all possible relationships are adequately explored until the
point of theoretical saturation.

Finally, the researcher conducted selective coding as the final phase in Glaser and
Strauss’ hierarchical strategy. Selective coding describes the process of choosing a single
property to represent the “core concept” of the grounded theory, and then relating all other
properties to the core concept. The core concept acts as the foundation of the theory; the

overarching theme, which all other properties come together to explain.

3.6 MEMOING
As data collection and analysis occur concurrently within Grounded Theory studies,
researchers often use a form of note-taking called memoing to integrate and track the research

process. Within the present study, the researcher utilized two forms of memoing: 1) the field
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note; and 2) the code note (Hallberg, 2006). Field notes were written by the researcher during the
data collection process in order to provide the context necessary to analyze the textual
transcripts. For example, during interviews, the researcher took notes on non-verbal cues,
behaviours, and details about the interview setting and attached these notes to the interview
transcript text files. On the other hand, code notes were written during the analytical process. As
the researcher named, categorized and grouped the data into properties, an inventory of codes
was generated to explain the meaning and purpose of each of the codes (Montgomery & Baily,

2007). Overall, memoing is useful in bridging the processes of data collection and analysis.
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CHAPTER 4: CASE MANAGER INTERVIEWS

4.1 INTRODUCTION

The following chapter details the data collection and analysis procedures carried out by
the researcher in an effort to become theoretically sensitive to the context of care transitions
between a formal (hospital) setting to and informal (home) setting for family members of older
hip fracture and stroke patients. This section also presents results from the interviews, and
discusses salient transitional care issues for families, as described by case managers.

4.2 RECRUITMENT

In Ontario, The Ministry of Health and Long-Term Dare funds 14 Community Care
Access Centres (CCACs). The CCAC provides health services and advice through various
professional staff including nurses, physiotherapist, social workers, dieticians, occupational
therapists, speech therapists and personal support workers. Specifically, for home care, a
resource or community case manager works with patients and their family members to build a
customized care plan. The only difference between resource and community case managers is
that resource case managers provide all of their services over the telephone, and community case
managers make an initial home assessment. Typically, community case management is reserved
for individuals with complex comorbidities who require a wide range of services (www.ccac-
ont.ca).

The only inclusion criteria for case manager participants was that they were employed
by the Waterloo-Wellington CCAC and had experience working in the community with informal
caregivers of hip fracture and stroke patients. Based on these criteria, eligible resource case
manager participants were identified by a location contact at the Waterloo-Wellington CCAC.

Following receipt of University of Waterloo Research Ethics clearance (Appendix A), the CCAC
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location contact electronically distributed a case manager information letter (Appendix B), and
the researcher contacted interested resource case managers to provide them with additional
information about the study and schedule in-person interviews (Appendix C). A written consent
form was signed prior to each of the interviews. (Appendix D), and these interviews also
informed the addition of several interview questions to the original interview guide, in order to
target questions to clarify specific thematic interpretations during the final two interviews. Please
refer to Appendix E for an example of a transformed interview question.

The researcher employed a 'theoretical snowball sampling technique' to then recruit two
community case managers to participate in the study. Resource case manager participants were
instrumental in identifying community case managers as key informants who would be
knowledgeable about additional details of the hospital to home care transition (Rossi, Lipey, &
Freeman, 2004). These recommendations were made based on community case manager unique
experiences providing home visits to clients who have experienced hip fracture or stroke.
Community case managers were contacted and interviewed in the same fashion as resource case

managers.

4.3 DATA COLLECTION

A total of six in-depth semi-structured interviews, lasting an average of 38 minutes, were
conducted with the resource case managers and community case managers. All interviews were
carried out in private rooms within the Kitchener and Cambridge offices of the Waterloo-
Wellington CCAC, and were audio-recorded. To facilitate the conversations, a semi-structured
interview guide was developed based on the previously discussed Patterson’s (1988) Family
Adjustment and Adaptation Response (FAAR) framework. The researcher attempted to tap into

individual case manager experiences working with informal caregivers. Specifically, the
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researcher sought to ascertain their professional opinions regarding caregiver ability to balance
stressors and resources, in order to manage transitions from hospital to home following a medical
crisis for an older adult. Questions regarding caregiver needs, challenges and the use and
availability of support resources were asked of the case managers. Additionally, the researcher
documented observational notes regarding the location and time of day the interview took place,
the interviewee’s tone of voice, and any non-verbal cues that would help to understand the
interview during the analysis. Please refer to Appendix F and G for a copy of the interview guide

and an example field note entry.

4.4 DATA ANALYSIS

Data analysis took place in an integrated fashion with the above data collection
procedure. Following each interview, audio files were numerically coded in order to protect the
identity of interview participants, and subsequently transcribed verbatim by an external
transcription company. In total, case manager interviews resulted in 74 one and a half-spaced
pages of transcribed text for analysis. Each transcript was analyzed individually and emerging

themes became increasingly detailed with each consecutive interview described above.

4.5 FINDINGS AND INTERPRETATIONS
4.5.1 Sample Characteristics
Six case managers were interviewed in total. Four of these individuals were resource case
managers, and two of these individuals were community case managers. The average age of
case manager participants was 43 years, and all participants had been working in their current
position for at least one year, and up to eight years prior to their interview. All case mangers
practiced nursing previous to their current role, with an average of 16 years of total clinical

experience.
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Case Manager Clinical Year of Birth Total Years of | Years in Current
Type Background Clinical Position
Experience

Resource Nurse 1981 5 1.5
Resource Nurse 1965 14 2
Resource Nurse 1961 26 1.5
Resource Nurse 1967 20 8

Community Nurse 1961 15

Community Nurse 1973 16 4

Table 1. Case manager sample characteristics
4.5.2 The Context of the Formal to Informal Care Transition: Key Factors

Four themes were identified from case manager interviews, which explain the context of
formal to informal care transitions for caregivers of older hip fracture and stroke patients from
health professional perspectives. The following themes will be discussed in detail below: 1) Each
family has a unique situation; 2) Caregivers face time restrictions in formal care; 3) Care
transitions inflict challenging emotions; 4) Caregivers receive limited practical education and
information from formal care providers. In addition to these themes, the researcher noted that all
case managers expressed the need for a more family-focused approach to managing care
transitions between hospital and home. Further, case managers were very interested in
participating in future efforts to improve the caregiver experience of transitional care.

Each family has a unique situation

During the course of the interviews, case managers repeatedly stressed the importance of
formal health care providers being cognizant that each medical crisis situation is unique to the
family who is experiencing it. In fact, familial circumstances can influence an informal

caregiver’s ability or willingness to care for their older family member. Therefore, how a family
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member reacts and adjusts to assuming responsibility for the care of a loved one can be quite
variable. To illustrate this, one case manager stated:

Well it depends on the family a lot too. Some families are really extremely

supportive and very strong advocates for their loved ones; other times it can be

maybe like another frail elderly person with their spouse who maybe they’re just ok,

he has to come home I guess, well I wasn’t quite ready but ok, I guess that’s what we

have to do, you know. So it really depends on the family [CM4]
Further complicating a family’s ability to adjust and cope during a medical crisis, case managers
pointed out that families often have more than one informal caregiver involved in coordinating
care for a loved one, and sometimes these individuals are separated by great physical distance.
This can be quite challenging, and as a result, care responsibilities are often not equally shared
between family members. Specifically, several case managers discussed managing finances as a
care task causing major tension when multiple family members are involved during the hospital
to home care transition:

We see lots of family conflict yup, you know just because I live in town and my

sister lives in you know Oakville why am I the one, you know maybe she needs to

come and then we get the financial piece you know, like that’s a biggie, lots of

problems there when someone has to take over the banking and you know seen lots

of issues, we see that all the time. So yeah it becomes very tense. When we have a

big family group especially if it’s one family member that’s been doing everything

and suddenly she’s thought you know what I can’t do this, I need the rest of my,

bring the siblings in and it can be quite a meeting you know. [CMS5]
While resource and community case managers both recognized the variety of important issues
families typically deal with during transitions between hospital and home, they also expressed
concern that these issues are not dealt with in a proactive fashion prior to the transition taking
place. A failure to recognize unique family situations during care planning efforts was described

as a barrier to developing individualized care plans for older adults experiencing medical crises.

Several case managers suggested that more effort be made by staff in the hospital setting to
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understand the unique family dynamics which might influence an older patient’s journey home
to the community:

Again I think it comes right from the hospital. You know the hospital they have

made some, like they have the GEM nurses, geriatric emergency medicine nurses,

and we work with them quite well but they’re only through the emergency

department. Again social workers on the floor as well—their kind of the role should

be with our hospital case manager together to look at the family dynamics before

they come home.[CMS5]
A major emphasis during case manager interviews was on maintaining a family-centered focus
during care transitions from formal hospital care to informal care in the home. Case managers
discussed a domino effect; supporting family caregivers is necessary in order to protect their
efforts and ability to provide care for their loved one. One case manager specifically discussed
the need to consider patients and caregivers together as a unit of care:

Well I think they need to feel supported by not only, like I think sometimes they feel

like the client is only supported and not the whole family is supported in the process

which you know a lot of the calls that will come through will be in regards to not the

client but the wife doesn’t feel supported. They don’t feel supported but I think

that’s more of the direct focus is on the ill spouse or the ill child or you know that

sort of thing and it’s just the adjustment. They need to feel supported to make it all

work you know so they don’t realize that sometimes the background of it is
supporting both of them to support the ill or you know.[CM2]

Overall, there was a general consensus between case managers that an investment of time by
health professionals in tailoring care-planning efforts according to unique family situations is
worthwhile. These efforts were described as having the potential to empower and equip families
with the confidence and skills necessary to facilitate manageable and productive care transitions

for older adults who have experienced a medical crisis.

Caregivers face time restrictions when adjusting to the caring role

All case manager interviews were thematically laden with time limitations affecting

informal caregivers. Case managers frequently discussed the difficulty families face when they
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are thrust into the caregiving role abruptly, resulting from the combined effect of shortened
hospital stays, and lack of involvement in planning their loved one’s care trajectory.
Unfortunately, older adults are returning home more acutely ill and requiring higher levels of
medical care in the home due to the heavy demand for the limited beds available within formal
hospital settings. However, in many instances, family members do not have a realistic picture of
the level of care required of their loved one when they assume the informal caregiver role. One
case manager discussed this issue:

I think some of the other transition problems might be that people are being more

acutely ill now and then that goes again with being released more at an acute level

than they used to be as well. So part of it is the education of the community to know

the expectation isn’t any longer that you are taken care of until you can take care of

yourself perfectly. The other expectation now is drawn towards the fact that we are

expecting that the family and friends will assist in the care of the client and I don’t

know if that’s fully communicated either. [CM3]
One reason proposed by case managers, to explain the mismatch between caregiver expectations
and patient needs at discharge, was that health care providers do not involve families at an early
enough stage in care planning discussions in the hospital. It would seem that the discharge
process ends too quickly, in an almost unexpected manner, with little time to process and
develop a plan of action for managing care in the community:

You know far ahead, like I think to sometimes they seem a little bit surprised when

the person is getting discharged on this day, it seems to soon. So I think if like if that

has started to be talked about right from the start then maybe that would lessen that

anxiety and they would feel they were a bit more in on the planning process right

from the start not just getting oh guess what they’re coming home tomorrow and you

have to be here to pick them up and the toilet’s being delivered at 10:00 so be there

for it and then come and get them. [CM 2]
Although case managers noted that health care providers could be more inclusive of families in

decision-making throughout the hospital stay, they also recognized that the health system is not

well designed to accommodate the busy schedules of working informal caregivers. Case
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managers suggested that health care providers often have good intentions to engage family
members, however, daytime appointments are often barriers to family-centered care:

For caregiver’s I think too, especially when its like a child of someone, they don’t
live with that person and they’re working or doing things and it’s like well
sometimes like the therapist wants them to be there for the visit but they can’t always
leave work to go and make this visit in the middle of the day. I think maybe
sometimes the hours when professionals want to meet with the family but it’s always
inconvenient for people that have children or they’re working, things like that.
There’s no chance for, like we’re nursing visits in the evening, therapies don’t do
that. Maybe it might be a little bit more stressful. I know for me if I had to go and
leave work to go to an, like that would be a challenge, like and especially too for
people that have jobs, a lot of people’s jobs are not flexible to let them leave to attend
medical appointments for their parents. [CM4]

Overall, case managers empathized with informal caregivers regarding the time pressure
that is experienced during transitional care between hospital and home. Case managers
expressed the need for a greater consideration of the time family members require in
preparing to shoulder the responsibility of care, and to factor this need into each stage of

the hospital stay; not only on the day of discharge.

Care transitions inflict challenging emotions

According to both resource and community case managers, the experience of a medical
crisis 1s incredibly overwhelming for both a patient and their family members. As an older adult
copes with their physical pain and puts effort into rehabilitation across the continuum of care,
family members are often the only consistent support system present between settings. Case
mangers described the level of effort and length of time a family member is advocating and
providing for a loved one as often very physically and mentally taxing, and that it can result in
the experience of a variety of difficult emotions.

Initially, case managers described caregivers feeling stressed during the transition between
hospital and home. Not only is a family member often trying to attend medical appointments and
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stay informed within the hospital setting, they are attempting to prepare a suitable home
environment for their loved one to return to, in tandem with their own busy schedules. The stress
of transitional care often results in countless worries and anxiety until the patient is settled at
home. Case managers describe this emotional journey as follows:

I think most people they want to do, like sometimes like could care less but most
people want to do what’s, like they want to help their family member right, it’s your
family, but I think that it also puts stress on them about trying to be there, to go to
every appointment and get them home from the hospital and be there, someone’s
going to be there when we deliver them. I can definitely see that people feel stressed
about that trying to coordinate everything, especially when they don’t live with the
person. [CM2]

A lot of them are worried. A lot of them are worried because they’re taking the
responsibility often and they aren’t necessarily content with that role. So they are
worried that they will miss something. [CM6]

Until they get home and realize that they can manage I think there’s just that high
level of anxiety until things start to fall into place like a few days after they’re home.
[CM1]

Additionally, a caregiver’s stress is often exacerbated by their frustrating experiences interacting
with the health care system, according to case managers. Although unintentional, issues such as
waiting for long periods of time to get questions answered, repeatedly providing the same
information to different providers, and confusion distinguishing between providers can foster
negativity within a family member, and can result in an expression of anger towards case
managers in the community. Several case managers describe the frustration they have witnessed
in informal caregivers:

But you know what, it happens, they sit there and wait and wait for a hospital case

manager and they’re frustrated, it’s negative right from the get go which is not what

you want. [CM6]

A lot of them say we have so many, we’ve told our story to so many people why do |

have to tell you again. They ask the same questions and a lot of them are, they’re

confused about the whole, who are you, I thought you were coming. When are you

coming, well it’s not me that’s coming, who’s coming and how does that work. They
don’t understand the whole CCAC is funded by the government. Some people say
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there are a lot of people in and out of our house, you know do we have to have this
many people? I think they’re overwhelmed with the whole situation. [CM4]

I’m pretty thick skinned now, I get yelled at a lot. But reasonably so sometimes,
right. It is frustrating, they just had surgery, you go home, you have no wound care
things, you have no this, you have no nothing, what am I supposed to do. Where do I
get this stuff, right? [CM2]

Further, case managers described that informal caregivers often express fear as the emotion
resulting from the above negativity experienced in the hospital setting while planning to assume
the responsibility for facilitating the transition between hospital and home. One case manager
stated:

It’s scary a little bit, right. So there’s, there isn’t a lot time to get used to the idea that
they’re coming home with you and you’re going to look after them. [CM4]

As previously stated, case managers consistently recognized the inherent variety between
families dealing with medical crisis situations. This variability shines through in emotional
coping for family members as well. Unfortunately, case managers described the experience of
the above emotions often culminating as self-doubting behaviour and apprehension about
providing care for a loved one:

Some people will take on anything and they think I can manage this and I can but

then there are those that are very willing to learn, they are eager to help, they get

right in there when the caregiver with the therapists or nurses are there but there are a

lot of other ones that just; I’'m so far out of my element and I’'m old and I don’t want

to learn or I have no interest in this and don’t want to learn so yeah, I think

confidence for sure. [CM4]
In addition to feelings of apprehension, this quote demonstrates the importance of self-
confidence in influencing a family member’s ability and willingness to provide care for their
loved one. Several case managers touched on the necessity of uncovering feelings of

apprehension in order to find ways to build self confidence in family members. One resource

case manager stated:

43



If they can’t do it because they don’t feel confident then you give them the feedback
that they need to make them confident. So understand right here what is preventing
them from being confident and providing care and accepting that role and fulfilling
that role, definitely. [CM 3]
Overall, case managers unanimously agreed that a caregiver’s emotional journey has a
major impact on the success of a smooth transition between hospital and home for their
loved one who has experienced a medical crisis. According to case managers, the ultimate
emotional need of caregivers is to feel self-confident, in order to balance the stress and

frustration often inherent to transitional care.

Caregivers receive limited practical information and education to manage care at home

As older hip fracture and stroke patients are returning home from hospital more acutely

ill, informal caregivers are faced with more difficult medical tasks in the home, in addition to
providing assistance with a loved one’s daily routines. However, consistent across all case
manager interviews was an expression of concern regarding inadequate medical education for
family members in the hospital. Specifically, several case managers described scenarios where
family members were ill equipped to handle wound management:

I think that a lot of the informal caregivers feel, like I think sometimes overwhelmed

because like I say they, this person’s been in the hospital could be for like three

weeks, have been seen by nurses everyday and they feel like oh I don’t have the skill

to do this or even I find like simple dressings, like even if they do have nursing in,

the nurses are teaching them to do it, like teaching a family member to do the

dressing and then supposed to be discharging them right once they learn to do it. And

a lot of people I think are really apprehensive about learning to do something like

that for their family member because they don’t feel like, like that’s something a

nurse should be doing. But where they are capable to do it, most people are, I think

if they have the proper teaching. [CM2]
When asked to clarify why caregivers were not receiving the proper information and teaching,

case managers discussed the modes of information delivery as being the issue, not the receipt of

the information itself. Case managers described the problem of bombarding informal caregivers
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with verbal information, which is often not absorbed in times of such high stress. For example,
one case manager stated:

I think that it’s explained, but also it’s just when everything comes at you at once it’s
hard to keep things straight what someone told you, you know at the hospital. [CM1]

In order to facilitate more effective communication between health care providers and informal
caregivers, case managers stressed the importance of providing written information, which they
can refer back to whenever it is needed:

So I think if people are very clear even if it’s and sometimes it would be more
helpful I think if it’s a written communication as opposed to a verbal because I think
people get overwhelmed and then at some point you stop taking it all in, especially in
crisis situations. There’s so much information being thrown at you, you don’t always
remember, you don’t always hear clearly. So even sometimes if you give people
written information; this is what I’ve set up or this is who’s coming and when they’re
coming, | think that would be more helpful sometimes than the verbal to help them
with those pieces so they know; ok don’t need to call, in terms of CCAC I don’t need
to call physio - it’s arranged. This is when they’ll be coming by. [CM4]

On the other hand, case managers cautioned that solely providing written information was also
dangerous, as these pieces of information are often lost or are difficult to interpret. Therefore,
several case managers suggested that written information be complemented with verbal
explanations:

Because they have our folder and they just put it aside or it's in the suitcase from
going home and they haven’t gotten it out and they have all that but just the
conversation, the face to face and the knowing that there’s contact numbers you
know if you need to contact someone you contact this, you contact your surgeon that
sort of thing. [CM1]

The problem is you can provide them with paper with everything from A to Z on it
that they could ever possibly need but I think the face to face, the sitting down, like
somebody whether it’s a hospital case manager or someone within the hospital but I
think that is done to its best of ability but that does help reduce a lot of the anxiety
and make the transition smoother if they have the information directly and not just on
hard copy. [CM5]

In order to achieve effective verbal and written communication with family caregivers,
case managers made several recommendations to improve the organization of how
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information is delivered. First, one case manager suggested providing information that is

organized according to the care trajectory of an individual:

Maybe a care plan that looks more like a timeline because I know the one we have
now says these are the services that CCAC has put in place; so they’ll have physio
and the agency checked off but maybe like I know sometimes they have other things
that aren’t, CCAC hasn’t put in place but they get the discharge from the hospital,
this is your follow up visit with your doctor. Maybe if it was something that came
more all together in one; that was like the hospital discharge plan and the CCAC one
altogether and more of a timeline to say you’ll be going home, this the day that the
physio will come visit you by, this is your follow up; I don’t know, something like
that. [CM3]

Furthermore, case managers suggested that there be a form of follow-up with the caregivers
themselves, to ensure that they have grasped and are comfortable with the information that has
been given and explained to them. For example, one case manger suggested:
And there should be some documentation there that the client, that the caregiver
understands what’s written there. Maybe in the form of the nursing notes or the
discharge note or something to document that the caregiver is comfortable with this
role and that they understand the information that’s been given. So not just hope it’s
been done and hope they understand it but that they do understand it that you tested
it. [CM3]
Overall, it seems that practicality is essential in delivering information to informal caregivers.
Although case managers felt confident that caregivers were being given information either
verbally or written, the general consensus was that they are receiving too much, in a short period
of time, and in an inconsistent fashion.

As a whole, case manager interviews suggested that informal caregivers of hip fracture
and stroke patients experience a variety of challenges during the transition from hospital to
home. Unfortunately, it seems that many of the issues faced by family members are intrinsic to
the fast-paced system design and rushed delivery of formal hospital care. As such, the current

context of informal care during transitions between hospital and home for older hip fracture and

stroke patients can be described as unsupported. This is resulting in poor emotional outcomes
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for both family members and their loved ones, which often lead to caregiver burnout and patient
re-hospitalization (Palmer & Glass, 2003). Informal caregivers should be regarded as a valuable
resource, as these individuals have great potential for providing high quality continuous care for
geriatric patients across the continuum and into the community.

Although the current picture of transitional care for families seems dismal, case managers
remained optimistic in the capabilities of family members to balance stressors and resources in
order to manage care transitions between formal and informal settings following a medical crisis.
A heightened awareness of unique family situations, and an effort to target families with more
practical information and education might help to promote, strengthen, and sustain caregiver

ability to adjust and adapt to the caregiving role.
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CHAPTER 5: INFORMAL CAREGIVER INTERVIEWS

5.1 INTRODUCTION

The following chapter details the data collection and analysis procedures surrounding
interviews conducted with a variety of informal caregivers of older adults who have experienced
a hip fracture or stroke. Treating the aforementioned context of transitional care uncovered
during case manager discussions as a foundation, this chapter will present the results of informal
caregiver interviews as the properties that comprise caregiver needs during transitional care.
5.2 RECRUITMENT

Eligible caregiver participants were self-identified, informal caregivers of hip fracture or
stroke patients aged 65 or older who had experienced a care transition from hospital to home.
The researcher attempted to recruit caregivers as early as possible following their transitional
care experience, and up until approximately six months post-transition, in order to adequately
capture the needs of caregivers following a medical crisis. Reasoning for this decision stemmed
from two studies. Saltz and colleagues (1999) found that caregivers reported the greatest degree
of strain overall at two months post-fracture, and by six months this degree of strain only
decreased to 38%. Further, it has been identified that the time spent in hospital and the first few
months at home were most difficult for 76% of caregivers of stroke patients (King & Semik,
2004). Additionally, as a large component of this study was interview based, informal caregivers
were required to speak and understand English. The researcher strived to recruit a variety of
caregiver profiles in order to adequately represent the heterogeneity of caregivers within the
Canadian population. Caregiver participants were not excluded based on age or relation to the

patient, in order to improve the generalizability of the study findings (Blair & Zinkhan, 2006).
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Recruitment of caregiver participants took place using multiple methods, as advised by Charmaz
(2006) to obtain information-rich cases. The researcher recruited caregivers of hip fracture and
stroke patients from the Kitchener-Waterloo community using three strategies: 1) CCAC support
worker two-phase consent process; 2) Flyers posted in the community; 3) Consent to contact
individuals from a previous study (ORE # 15885).

Using the first method, participants were recruited by implementing a two-phase consent
process. Office support workers at the Waterloo-Wellington CCAC identified potential
participants using a set of inclusion criteria to use in selecting from hip fracture and stroke
patient caseloads. Support workers contacted eligible individuals using a telephone script,
developed by the researcher, which detailed information about the various study components
(Appendix H). Consent to contact was obtained from interested individuals, and support workers
signed a form to verify this process with the researcher (Appendix I). The researcher then
scheduled information sessions with interested individuals (please refer to Appendix J for
telephone script) to explain study details, as well as to provide an information letter and written
consent form for participating in the study itself (Appendix K and L). A total of four participants
were enrolled in the study using this method.

Furthermore, after a newspaper advertisement in the Kitchener-Waterloo Record was
unsuccessful in attracting participants (Appendix M), the researcher adapted the advertisement as
a single page flyer containing study details, the University of Waterloo logo, and researcher
contact information that could be ripped away if an individual was interested in contacting the
researcher about the study. Flyers were posted in various public places within the community,
including grocery stores, community centres, the library, and a medical building (Appendix N).

Four participants were recruited using this strategy.
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As a final recruitment strategy, researchers obtained contact information of patient
participants in a previous study, who consented to be contacted for participation in future studies
(ORE #15885: Quality of Care Transitions for MSK Rehabilitation Patients). Researchers
telephoned the past participants, explained the present study, and asked the patient to forward the
researcher contact information to their informal caregiver. If the caregiver was interested in
participating in the study, they telephoned the researcher directly. Four participants were

recruited using this method.

5.3 THEORETICAL SAMPLING

Due to time constraints, it was difficult to recruit participants using one strategy at a time.
Instead, the researcher employed the first two recruitment strategies continuously and
simultaneously, and used the third strategy to strategically incorporate certain caregiver profiles
into the sample. Further, when several caregivers were recruited at once, the researcher chose the
order in which to interview participants based on the evolving theory of caregiver needs.
Specifically, each subsequent interview was used to “fill out” and explore relationships between
emerging themes abstracted from the data. The first participant was an older wife of a hip fracture
patient, who was recruited using method three. Following the analysis of this first interview, the
researcher sought to hear a male perspective on the transitional care experience, and through
method one, was able to interview an older son of a female hip fracture patient. The researcher
then intended to use method three to recruit a husband and daughter of an elderly hip fracture
patient in order to capture the perspectives of the opposite gender to the first two interviewees.
However, only a middle-aged daughter was successfully recruited. Next, the researcher sought to
gain perspectives on emerging properties and themes from a stroke caregiver, and was able to

recruit an older wife of a male stroke patient to participate in an interview using method two. This

50



interview was useful for the researcher to compare and contrast concepts identified by hip fracture
and stroke caregivers in order to tease out common information and education needs of both
caregiver profiles in preparation for the caregiving role. The researcher intended to follow a
similar interview trajectory for stroke caregivers including interviews with a son, daughter, and
husband caregiver, but was unsuccessful to recruit any of these caregiver profiles right away.
Instead, the researcher recruited a middle-aged son of a male hip replacement patient, using
method one. The researcher was unaware, until part way through the interview that the individual
had cared for a loved one who underwent a hip replacement surgery rather than a hip fracture.
After careful consideration, the researcher decided to go forward with the interview, as a way to
determine whether hip replacement patients have the potential to be typical or deviant cases of the
developing theory of caregiver needs (Polit & Beck, 2004). Interestingly, the researcher found the
experience of transitional care of a caregiver of a hip replacement patient similar to a hip fracture
patient. For example it was apparent that there existed a shared experience of pressure due to a
lack of time to prepare for their role. Therefore, the researcher decided to use method three to
recruit an additional hip replacement caregiver to see if their experiences were confirmatory of the
above observation, and to fill out the developing timeline of caregiver needs. This participant was
a middle-aged daughter of a female hip replacement patient. Results from interviews with hip
replacement patients served to confirm and clarify the need for time to prepare for the caregiving
role, in the sense that time is needed as a resource, and also that information and education needs
to occur at specific points during the course of hospital stay. These findings suggest that the
developing theory of caregiver needs might have the potential to be more broadly applicable to

other medical issues requiring acute hospitalization.
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At this point, the researcher had developed a preliminary framework of informal
caregiver needs to support a successful care transition from hospital to home. As the sample thus
far consisted mainly of caregivers for hip fracture patients, the researcher was determined to
recruit additional stroke caregivers using methods one and two. In the meantime, the researcher
recruited two additional caregivers of hip fracture patients; one was a daughter in law of an older
male hip fracture patient, and the other was a daughter of an older male hip fracture patient.
These interviews were instrumental in confirming the preliminary timeline of caregiver needs
and specific informational and educational requirements to fulfill caregivers’ instrumental needs
in preparing for the caregiver role. Further, these interviews helped the researcher to add
additional detail to the developing theory through uncovering the emotional journey caregivers
experience during the transition between hospital and home. Finally, the researcher was able to
recruit an additional stroke caregiver participant. The individual was a middle-aged son of a
female stroke patient. This perspective was beneficial as the first stroke caregiver participant was
older, female and cared for a male patient. Results from this interview were supportive of the
initial finding that both medical crises result in similar needs for family members providing
informal care. Further, the researcher was able to identify the common core concept of caregiver
needs across patient populations as “building capacity to care”.

The final three interviews were conducted with caregivers of older hip fracture patients
and were strategically carried out to explore some remaining patient-caregiver relationships that
had not been captured in the first nine interviews, in order to further detail the emotional
experience and needs of caregivers during the preparation for their role during the transition
between hospital and home. Additionally, the researcher sought to confirm that the core concept

of “building capacity to care” was broadly applicable across different patient-caregiver
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relationships Through method one, the researcher was able to recruit a middle-aged son of a
female hip fracture patient. Using method two, the researcher was also able to recruit a middle-
aged daughter of a female hip fracture patient. Finally, the researcher was successful in capturing
the husband spousal perspective, and interviewed an older male husband of a female hip fracture
patient. Following this interview, the researcher felt confident that the point of theoretical
saturation had been reached, as the final three interviews were very repetitive, both in nature of
the interview itself, and in the needs and experiences that were discussed.
5.4 DATA COLLECTION

A total of 10 in-depth semi-structured interviews were conducted with informal
caregivers of hip fracture and stroke patients, and two additional interviews were conducted with
caregivers of hip replacement caregivers. Therefore a total of 12 informal caregiver interviews
were conducted, lasting an average of 44 minutes each. Nine interviews were conducted in a
face-to-face format within the caregiver’s home, place of work, or at a local coffee shop. Due to
restrictions regarding distance, three caregiver interviews were conducted over the phone. All
interviews were audio-recorded, and directed by a semi-structured interview guide. Overall, the
guide was structured according to caregiver challenges, needs, and the use and awareness of
available resources. The researcher was interested in exploring the unique and individual
experiences of informal caregivers, and to determine if their perspectives of transitional care
between hospital and home were similar to what was witnessed and described by resource and
community case managers. Taking into consideration the context of informal care identified by
experienced case managers, the researcher targeted specific questions to delve deeper into the
uniqueness of families, caregiver time restrictions, the emotional journey of transitional care, and

the receipt of practical education and information (Appendix O). Additionally, the researcher
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documented observational notes regarding the location and time of day each interview took
place, the interviewee’s tone of voice, and any non-verbal cues that would help to understand the
interview during the analysis.
5.5 DATA ANALYSIS

Data analysis took place in an integrated fashion with the above data collection
procedure. Following each interview, audio files were numerically coded in order to protect the
identity of interview participants, and subsequently transcribed verbatim by an external
transcription company. In total, caregiver interviews resulted in approximately 138 one and a
half-spaced pages of transcribed text for analysis. Each transcript was analyzed individually,
with the intent to build on initial properties abstracted from case manager interviews, describing
informal caregiver needs during the transition between hospital and home. The ultimate goal was
to uncover the central concept of caregiver needs, and to organize emerging properties about this
concept as a structured theoretical depiction.
5.6 FINDINGS AND INTERPRETATIONS
5.6.1 Sample Characteristics

Table 2 details the sample characteristics for the 12 caregivers interviewed. Seven of the
informal caregiver participants were female, and five caregivers were male. The researcher was
successful in incorporating a variety of patient-caregiver relationships; however, the majority of
interviewees were adult children. Further, four interview participants were same-sex caregivers
of female hip fracture/replacement patients, and only one same-sex male caregiver was

interviewed. The average age of caregiver participants was 58 years.
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Caregiver | Hip or Stroke | Age Sex Sex of patient | Relationship Format
1 Hip 71 Female Male Wife Face to
face
2 Hip 66 Male Female Son Face to
face
3 Hip 49 Female Female Daughter Telephone
4 Stroke 79 Female Male Wife Face to
face
5 Hip rep 61 Male Male Son Telephone
6 Hip 50 Female Male Daughter-in- Face to
law face
7 Hip 46 Female Female Daughter Face to
face
8 Hip rep 47 Female Female Daughter Face to
face
9 Stroke 54 Male Female Son Face to
face
10 Hip 53 Male Female Son
Telephone
11 Hip 47 Female Female Daughter Face to
face
12 Hip 82 Male Female Husband Face to
face

Table 2. Informal caregiver sample characteristics

5.7 INFORMAL CAREGIVER NEEDS TO SUPPORT A SUCCESSFUL CARE TRANSITION FROM
HOSPITAL TO HOME

Six properties describing informal caregiver needs during the transition from hospital to
home were identified during interviews with caregivers of older hip fracture and stroke patients,
each consisting of several important concepts fostering its understanding. Each property
corresponds to one of the themes identified by case managers in defining the context of informal
care during care transitions. The following properties defining caregiver needs will be discussed
in detail below: 1) Assessment of unique family situation; 2) Practical information, education and

training; 3) Involvement in care planning process; 4) Agreement between formal and informal
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caregivers; 5) Taking action in personal life; 6) Emotional Readiness.. In addition to these themes,
the researcher noted that caregivers were aware of the need for research in the field of family
caregiving, expressed concern, and offered advice to help support future caregivers who might
face similar challenges.
5.7.1 Assessment of Unique Family Situation

Similar to case managers, informal caregivers were cognizant that each family has a
unique situation, which might influence their ability to cope with a medical crisis and manage a
loved one’s care following a transition from hospital to home. Caregivers suggested that while
each family may face unique challenges, they also may be well equipped with valuable skills to
make contributions to planning their loved one’s care trajectory. Therefore, caregivers felt it
would be beneficial for health care providers to perform an initial assessment of a caregiver’s
knowledge base upon patient admission to the hospital in order to gain a sense of their baseline
medical skill set and understanding of the health system. One family caregiver participant was a
retired nurse, and therefore had an extensive medical and health systems knowledge base.

However, she expressed great concern for families who have not had medical exposure:

Because I have medical knowledge and experience I could fill in the gaps and ask the
questions for answers I needed to know but for those without that medical
background I think they would go home not really knowing anything about what they
should be doing. [CG1]

Particularly, families expressed the need to feel comfortable with their loved one’s medication
regimen. Generally, it was a shared sentiment between caregivers, that formal health care staff
tend to make many assumptions regarding an individual’s understanding of the need for, use of,
and side effects of medications. One caregiver recommended that health care providers make

more of an effort to uncover caregiver knowledge on prescription drugs:
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I mean I know enough about the drugs and I know enough, you know I have kind of
a working knowledge so I kind of knew but it would have been nice if someone told
me or just checked to see if [ knew. That would have been really helpful. [CGS]

Further, not only is it important to recognize a family’s baseline medical knowledge and skill set,
caregivers described that an awareness of an informal caregiver’s comfort levels in performing
medical tasks is also important to note, as this can complement or inhibit their ability to put

medical knowledge to use in caring for their loved one. For example, one caregiver noted:

Yeah, and I think even like how is this person going to manage with their bathing,
you know. That you know is I think, I had the comfort to put mom on a transfer
bench and you know help her in but someone else is not necessarily going to have
that comfort and initially like just even imagine okay she’s going to stand at the sink,
do a sponge bath, and then she’s just going to bend her head over the sink and I'm
going to shampoo or whatever, like even that was to me like I kept think how am I
going to get her hair washed if she doesn’t go in the shower. Like you know and I’'m
not, ’cause I don’t do the nursing care. [CG3]

Furthermore, both hip fracture and stroke caregivers discussed the importance of assessing
family dynamics when trying to understand a family’s unique situation. For example, one stroke
caregiver discussed the issue of requiring someone to mediate decision-making processes when

there are multiple perspectives involved during a very emotional time:

It’s just the family dynamics, every family is different. So we have four, three of my
siblings, so the four of us because Erin wasn’t included, she wasn’t capable of being
included at that time, so it was the rest of us. We all have our own personalities, we
all have our own way of looking at issues and some of us handle them different than
others and I can see that within our family dynamic. So there was a difference
between how my brother and I looked at what was going on and my sisters.
Everybody’s unique so you could probably take a look at a family dynamic and say
this family needs this type of counselling for a couple of weeks or a couple of
sessions and we should, with this type of family dynamic we probably want to do it
with them separate or this type of family looks like they can talk and respect each
others opinion so let’s do it as a group so everybody’s on the same page. [CG9]

When asked to detail the pragmatics of assessing family circumstances, family caregivers most

often suggested that social work or nursing staff be included in this process, in conjunction with
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case managers, who can then coordinate services based on family expectations, and need for
community resources based on a family’s financial situation. The following caregiver quotes

1llustrate these ideas:

Even just, I don’t know maybe even at the hospital setting [ mean if someone was
more aware or came in or even with the nurses, like who comes to see them you
know, are they, do they look like they’re close, like I’'m sure the nurses pick up quite
a bit just by seeing who visits, the same faces and how they get along with each other
and communicating that with the social worker, like okay who was that, the nurses
could keep track. I mean it’s not part of their job but who was here to visit, oh my
kids were all here or whatever.[CG4]

Yeah, cause the person they’re sending in is almost someone who just wants to
coordinate a few services but they don’t want to spend the time to do that other
portion. So if there are social work staff that can meet that part you know what
you’re talking about, that or somebody that’s going to look into that whole
functioning of the family and what’s available and what’s not available.[CG3]

Fostering an initial understanding of the unique family situation is important in planning the care
trajectory for an elderly hip fracture or stroke patient. It is important to be aware of the extent to
which a support system exists for the patient once they return home, in order to build on family
strengths, and also to supplement knowledge gaps and negative circumstances with available

system resources.

5.7.2 Practical Information, Education and Training

Similar to case managers, caregivers expressed difficulty in navigating the incessant and
unorganized information they receive through oral and written communication during the
transition between hospital and home. A lack of structure in the education and training of
informal caregivers within formal care settings was discussed as a barrier to enabling individuals
to provide high quality care once a patient returns to their home in the community. Several
caregivers discussed the current lack of practical education for family members within the

hospital setting:
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Well I would certainly suggest to them that if they don’t have the background or the

knowledge to feel comfortable giving the care to get help at this point but I am not

sure where that help would come from. [CG1]

No not really they gave us our prescriptions, had the nurse come in for the bed sores,

physiotherapist and the occupational therapist, but as for medical knowledge for

myself, no. [CG2]

Furthermore, caregivers felt that information was not delivered effectively in the hospital in
order to promote learning. Individuals often expressed feeling uneasy about asking questions of
health care providers to obtain necessary information, as hospital settings and procedure were
described as uninviting and rushed. As such, caregivers stressed the need to present information
earlier during the hospital stay, and for health care providers to teach caregivers using an active
and inclusive approach, rather than a passive directive approach. This was described as having an
early involvement in formal care. One caregiver specifically discussed the potential to attend
therapy sessions for their loved one:

Okay and I would suggest that, if I had it to do over again maybe the first couple of

sessions I might have been present just to see how, you know how they get along just

to see what the process is and in effect there’s no reason why the family member

couldn’t be part of this process. [CG5]

Given the opportunity to be present during important therapy sessions for their loved one,
caregivers would have the platform to be proactive in their learning and have the
opportunity to ask questions in “real time”.

In conjunction with early involvement and observation of formal care activities within the
hospital, caregivers discussed the usefulness of raising their awareness of available community
supports as soon as possible, in order to make necessary arrangements to supplement their care
efforts once their loved one returned home to the community. Interestingly, one middle-aged

caregiver expressed concern regarding the difficulty that older adults, especially older caregivers,

face in terms of accessing community supports on their own:
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Which is you know another piece of the puzzle sometimes with seniors is that they,

there are a beautiful array of services out there and folks who are afraid to access

them or don’t know how or don’t even know where to begin. [CGS]
Obviously, Informal caregivers need to be made aware of their options early on in the transition
process. For example, one caregiver expressed difficulty and frustration in trying to organize
periods of respite, once they were home in the community. This individual explained that he was
unclear that he needed to book a short-stay bed at a retirement home months in advance in order
to take a short holiday:

Well you have to book months ahead of time to find a place. We wanted to go away

this winter for a holiday I called up in probably early June and they really had

nothing available in the area, finally I was able to find [one, and] book her into a

place in Milton. [CG2]
Being made aware of their options, caregivers would have the opportunity to plan ahead for their
care role, and find a working balance between their sense of duty, responsibility and obligation
to provide care, and their willingness to give up personal time to accomplish this. Several
caregivers made suggestions as to how to improve family awareness in-hospital of available
community resources, in order to temper the stress caregivers face when managing their loved
one’s care and balancing their lifestyle in the community. For example, a conversation regarding
attainable options between a health care provider and caregiver midway through a patient’s
hospital stay was suggested as being an appropriate solution:

But you know I think it really is a matter of if you walk the steps with someone, if

you give them the community support information in the middle so that they can

educate themselves better in the middle than when it comes time for someone to get

home they can know what’s, you know what they can access when someone gets

home. [CG8]
As a whole, interviews with caregivers suggested overall agreeability towards extending

caregiver education to occur throughout the entire hospital stay. Caregivers felt that an

improvement in the practicality of information delivery would enhance the likelihood that
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information is absorbed and used effectively upon return to the community.
5.7.3 Involvement in Care Planning Process

There was a general consensus among caregiver participants that taking the opportunity
and time to plan for care in the community is next to impossible within current models of acute
care delivery for older patients who have experienced hip fracture and stroke. This was
attributable to a lack of caregiver involvement in the care planning and decision-making
processes throughout the hospital stay. Instead of having the opportunity to gradually adjust and
adapt to assuming the caregiver role, family members described the stress that overwhelms them
on the day of hospital discharge, when they come to an immediate realization that they are now
left to shoulder the responsibility of care for their loved one. Several caregivers expressed their
discontent with their lack of involvement in the planning process:

No, I actually wasn’t. I was told kind of after the fact but I wasn’t included in the

discussions ahead of time even though I requested to be included in all of the
discussions I wasn’t. [CG&]

We were pulling it on our own because otherwise it was just a black hole, her name’s
in, they’ll let us know when a bed comes up. Well what, how long... and they
probably don’t know but it’s just you’re kind of thirsting for information that whole
time and there’s no point, there’s no family meeting, there’s no kind of sit down
saying ok, this is, your mom’s had a stroke, she’s had this kind of stroke, this is what
you can expect in the next week, this is what you can expect in the next month, this is
what you can expect in 6 months, this is what you can expect in a year within a
range. [CGI]

As a solution to these issues, caregivers describe the need to be introduced to the planning
process and included in a family-friendly discharge meeting early on in the hospital stay. One
caregiver who had previous exposure to the health care system, compared her sub-optimal
personal experience with discharge planning to what she had witnessed professionally, and
suggested that more effort be made to meet with family members:

“Like I thought there would have been like a little family conference or something
but maybe because I had been chatting there wasn’t a need for one, you know what I
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mean. Maybe that’s the difference because I’ve worked before on orthopaedic rehab

or something and they have a discharge meeting with, planning meeting with the

family and that sort of thing” [CG3]
Furthermore, caregivers described the necessity for everyone involved in the care of an
individual to be on the same page with regards to a care plan, prior to the care transition taking
place. Unfortunately, without a consistent understanding across all individuals involved in care,
miscommunication can occur, cause confusion, and waste family members’ time as they attempt
to compensate for a mistake in the information provided. One caregiver discussed such an
instance:

So I would have really appreciated that type of meeting being pulled together at the

beginning, somewhere in the middle and somewhere closer to the end so that [ would

have the opportunity to hear how she’s doing. I would encourage her to have an in

on it that so that she and I could hear the same things and they can, you know if they

met with everybody they would see you know who’s on the same page, who isn’t and

you know and that would be really helpful in someone’s care in terms of getting

them back home and providing us folks with the information in advance. [CGS]
5.7.4 Agreement between formal and informal caregivers

Complementing the necessary discussions required to ensure that all individuals are on the
same page, caregivers further requested that they be provided with a written outline detailing
both their responsibilities for care in the home, as well as any ongoing CCAC services that the
patient was eligible for, and relevant contact information for the individuals involved in ongoing
care activities. One caregiver stated:

I really think that there needed to be a written outline for people as well as a definite

time, maybe the day before when the nurses would have talked to the caregiver

specifically and gave them guidelines and asked if they had any questions, but I

really did feel that Saturday morning because he was being discharged that you know

he was not our concern now. [CG7]

Overall, it seems that caregivers need written documentation to complement verbal instructions

given during the hospital stay, in order to foster a deeper understanding and more concrete
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memory of care details discussed within the circle of care. Primarily, this would provide a
mutually beneficial means of ensuring both professional and personal accountability to care
tasks. Additionally, this written document would give caregivers the opportunity to refer to
pertinent information, as they need it, or to refresh their memory periodically.
5.7.5 Taking Action in Personal Life

As previously discussed, the majority of informal caregivers are middle-aged adult
daughters and wives. As such, these individuals often have busy personal lives with hectic
schedules including both professional and family commitments. On the other hand, older
caregivers may be managing their own health issues, which might require a heavy time
commitment as well. Therefore, not surprisingly, caregivers of patients who spent time in short-
stay rehabilitation or in convalescent care prior to being discharged home, had a more positive
experience, as they were more confident in providing care to their loved one when they were less
acutely ill. Further, these individuals had the chance to rearrange their schedule, organize the
home environment, and feel more mentally prepared to provide care. One caregiver discussed the
effect of rehabilitation on her confidence and comfort levels in providing care:

Yes and then when I saw that she was finally getting on to walking and following

exercises with the aides, the physio aides and that kind of thing was working with her

then I felt the comfort to go home and I actually, I don’t believe I was there when she

actually came home I think another sibling was there. But at least I knew she could

you know, and she was getting up to the toilet and that kind of thing so that, that gave

me the comfort for her to leave and go home. [CG3]
Combined, all caregivers expressed the need for time to prepare to shoulder the responsibility of
care for a loved one, rather than assuming this role amidst the chaos on the day of discharge.
Rather than suggesting that health care providers facilitate additional meetings and create new

processes to accomplish this task, caregivers wish instead to be included in the collaborative

processes that already exist within the hospital setting.
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5.7.6 Emotional Readiness

According to caregivers, case managers were correct in describing the caregiver experience
of transitional care as an emotional journey, or rollercoaster, of several negative emotions. When
asked to describe how they felt during the process of managing a medical crisis for their loved
ones, caregivers described very similar emotions to those discussed by case managers including
fear, frustration and stress. For example, several caregivers described their emotions during the
transition between hospital and home:

I was challenged with the additional feelings of not knowing, not knowing what to
expect, how to handle it, where to go. [CG6]

No I think that I have already told you what my feelings were, just as a I say how
shocked and disappointed I was and I yeah, I just wondered how other people, if they
got the same lack of discharge information and assistance, how they would handle
things and as I say I know of some dear people that it had been very difficult for
them because they were elderly and not too well and they were terrified, you know
when my husband comes home and what do I do if something happens. [CG1]

I didn’t have anybody else to handle it and you know so they were kind of cold from
that stand point and you know it almost, there almost seems to be some expectations
that the health care system in its current state needs the family people, the family

support system to kick in and take over and that’s good but I need to feel able.[CG5]

Furthermore, similar to case manager interviews, caregiver interviews revealed self-confidence
as the ultimate goal for individuals managing an informal care situation. When asked how it
would be possible to transform the initial negative emotions and energy caregivers experience
following a medical crisis, caregivers discussed the need to have their emotions validated and be
provided with hope for a positive outcome. The following caregiver quotes demonstrate this
need:

The biggest question I would have as a caregiver or family member of someone

who’s had a stroke is what’s the prognosis here? Like what? So I basically started to

pull nurses aside and say, ‘this is the first time I’ve been involved with anybody with

a stroke, I have no idea where we’re going from here, there’s my mom right there

today, she can hardly sit up in bed and the soup’s drooling out of her mouth and she
has no feeling, she can’t really move her leg too much and where do you see her in
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six months?’. The one nurse said ‘I can see her walking on her own with assistance,
maybe a cane or a walker’, and at that time that was like a miracle like it was
unbelievable that that would happen within 6 months. So at least you have some
hope, you’re not sure how realistic it is, but it was hope [CG9]

It would be nice to have someone to talk to, to refer to, you know a person who is
like the social workers, if you can get hold of them. Right, cause I don’t remember

the social worker, I guess she was, but I really didn’t meet with her the first time, |
talked to her and she was pretty nice. [CG6]

Ultimately, caregivers need to feel, and have it communicated to them, that the emotions they are
experiencing are normal and can be overcome. Caregivers want to be able to express their
feelings, and feel that their concerns and questions are valid.

Combined, caregiver interviews suggest that many improvements could be made during
the transition between hospital and home to better support families as they adjust and adapt to
taking on the caregiver role. The needs described by caregivers fit well within the context of
formal to informal care transitions described by case managers. Therefore recommendations given
here seem both reasonable and realistic from both a professional and layperson perspective.
Interestingly, the needs discussed by caregivers do not suggest that adding resources and new
roles within the system are necessary to better support their efforts. Instead, caregivers wish to be
appreciated, included, and viewed as valuable contributors to the care provision of older adults
who have experienced a hip fracture or stroke. This would require a redesign in service delivery to

be more family-friendly and inclusive in nature.
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CHAPTER 6: THEORY DEVELOPMENT & PARTICIPANT

FEEDBACK
6.1 INTRODUCTION

The following chapter presents a Theory of caregiver needs to support a successful care
transition from hospital to home. The previous two chapters have focused on explaining thematic
development through the constant comparative method, using open and axial coding, coupled
with theoretical sampling, to uncover preliminary relationships between codes and properties
describing caregiver needs. Building on this analysis, the present chapter details the
interrelationships between properties discovered through selective coding, which culminate in a
description of the core concept of caregiver needs during the transition from hospital to home for
hip fracture and stroke patients. Further, this chapter details feedback from case manager and

informal caregiver participants regarding the working theory of caregiver needs.

6.2 THEORY OF CAREGIVER NEEDS TO SUPPORT A SUCCESSFUL CARE TRANSITION FROM
HOSPTITAL TO HOME

Figure 3 below depicts the developed theory of caregiver needs to support a successful
care transition from hospital to home. The core concept of the theory is building capacity to care.
Threaded throughout the entire dataset was the notion that informal caregivers are, in most cases,
both physically and mentally capable to provide some level of care and/or support for their loved
one. However, as a result of the emotional stress they face in dealing with a medical crisis, family
members may not be able to initially recognize, or feel able to shoulder the responsibility of
informal care prior to the care transition between hospital and home taking place. Therefore,
health care providers in the formal setting may work in conjunction with family members to
address three levels of need required to build an individual’s capacity to care during the hospital
stay, in order to adequately prepare the patient-caregiver unit for the transition home. Figure 3
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depicts these three levels, each building on the next, and is described in detail below.
6.2.1 Timeline of Caregiver Needs

First, informal caregiver needs have a temporal component. Through case manager and
caregiver interviews, the researcher learned that most often, caregivers feel rushed into the
caregiving role, without adequate time to adjust and adapt to the new responsibilities they must
assume. Consistent across all interviews, was the need to begin caregiver preparation early in the
formal hospital stay, so as to more gradually introduce the information, skills, community
resources, and documents necessary for family members to successfully manage an informal care
situation at home. As is represented on the care trajectory between hospital and home in Figure
3, the majority of informal caregiver needs fall in sequence, prior to patient discharge.
6.2.2 Instrumental Needs

Most importantly, these needs are different for each caregiver, and are directly related to
their baseline capacity to care. According to the double-headed arrow in Figure 3, an individual’s
capacity to care is not a static concept, and is dynamically related to the caregiver’s knowledge
base and family circumstances. For example, a caregiver may have a health care employment
background, as well as a very supportive and financially stable family, and therefore have a very
high baseline capacity to care at the point of patient admission to hospital. On the other hand, a
caregiver may have had very limited interaction with the health care system, and have no family
support to assist financially or physically with care tasks. In this situation, a caregiver might have
a very low capacity to care at the point of patient admission to hospital. As was suggested in
both case manager and caregiver interviews, a caregiver’s knowledge base and family dynamics
should be assessed at hospital admission, in order to determine an individual’s baseline capacity

to care. This preliminary understanding could then guide health care providers to scale
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information and training methods accordingly, using both verbal and written information in
building capacity to care. According to Figure 3, a caregiver’s capacity to care should be at its
highest at the point of hospital discharge.
6.2.3 Emotional Needs of Caregivers

The emotions caregivers experience during transitional care between hospital and home
can also be described as a journey along the aforementioned timeline of caregiver needs.
Consistently throughout the interviews, both case managers and caregivers referred to confidence
as the ultimate goal and required emotion for caregivers to support and manage a successful care
transition from hospital to home. However, fear, apprehension, frustration and stress were
unfortunately the most prominently discussed emotions during interviews. According to
caregivers, addressing the temporal, instrumental needs described in sections above, would work
to stabilize initial caregiver emotions, and empower caregivers to feel optimistic, trusting, and
eventually sustain feelings of support and self-confidence. Please see Figure 3 below for the

complete emotional journey along a timeline of caregiver needs.
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6.3 PARTICIPANT FEEDBACK
6.3.1 Introduction

As the present study was conducted from a post-positivist epistemological stance, the
researcher employed a member-checking process as the final stage of this research, in order to
determine if the theory was a credible representation of caregiver needs. To ensure that the Theory
of caregiver needs to support a successful care transition from hospital to home was truly
representative of the data, the researcher conducted individual interviews with four of the original
caregiver participants, and one focus group with five of the original case manager participants, to
determine theory clarity, relevance, ease of understanding, and any level of ambiguity (Streiner &
Norman, 2003). The researcher also sought participant recommendations for future research and
intervention strategies.
6.3.2 Data Collection

Following theory development, the researcher contacted all original participants by
phone to ascertain their interest in providing feedback on the working theory of caregiver needs
(Appendix P). Four informal caregivers were eager to participate in an individual interview, and
five case managers were willing to participate in a focus group interview. The interview format
was chosen over a focus group for caregiver feedback, as the physical distance between
caregivers would not allow for the gathering of participants in one place. Two interviews were
conducted in-person, and two were conducted over the phone. Questions for both interviews and
the focus group were centered on participant agreeability with the theory, as well as their
criticisms, suggestions, recommendations, and ideas for future intervention strategies (Appendix

Q and Appendix R). One interview and the focus group were audio-recorded. For the three
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interviews that were not audio-recorded, the researcher took detailed notes using a laptop, to
capture important feedback.
6.3.3 Data Analysis
Caregiver interviews and the case manager focus group were assessed to determine the

face and content validity of the developed theory of caregiver needs (Yam et al, 2005). Face
validity was ascertained through analyzing transcripts and notes to determine whether case
manager participants felt the theory properties related to their individual experiences working
with families, and whether caregivers felt the theory was representative of their expressed needs
during transitional care for their loved one. As well, content validity was determined based on
whether the participants felt the theory was inclusive of enough properties to successfully cover
the range of important issues involved in caring for an individual during the transition from
hospital to home (Yam et al, 2005). Lastly, the researcher made note of any suggestions for
future research ideas and intervention strategies, which could evolve from the developed
theory.
6.3.4 Results

Overall, both case managers and caregivers were very agreeable to the developed theory of
caregiver needs to support a successful care transition from hospital to home. Informal
caregivers felt that the theory was very representative of their own experiences, indicating strong
face validity for the model. For example, when asked if they would make changes to the format

or content of the theory, one caregiver stated:

No, not at all. Like I said, I was really impressed with it. Like how simple it was to
follow, and how effective you were at getting a nice little model. It really helps to
walk through the steps, and understand the emotions and you know, I think if
something like this was followed, it would mean better outcomes for folks. I really
really do. [CGS]
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Moreover, caregivers appreciated the layout of the theory, and the comprehensiveness of
incorporating three levels to represent the multi-component aspect of their needs. This indicated
a strong content validity for the theory, as caregivers did not wish to add or change any
properties included in the model. In particular, caregivers seemed to relate well to the emotional
level of caregiver needs, which helped to facilitate their understanding of the rest of the model:

I appreciate the way it was laid out. It’s very comprehensive. I really liked the way

you added the feelings across the bottom. You know, when I thought about my own

caregiving experience, I really kind of remember going through most of that. [CG1]
Additionally, feedback from a caregiver of an older adult who experienced a hip replacement
surgery rather than a hip fracture suggests that the working theory of caregiver needs may be
applicable to additional medical situations for older adults when there is potential for unplanned
events, and acute hospitalization:

Yes, and in particular because my mom—yes the surgery was planned, but she had

an unplanned event, she developed pneumonia in the hospital which was not-

planned. So the minute we kind of went from planned, to not planned, I feel like I

entered the model. So I had been with her for all of the pre-surgical stuff and knew

what to expect, but as soon as she got to hospital it all went out the window. And a

lot of what you have here, I wasn’t included in any of it. And I’'m a person who has a

great deal of knowledge of what’s going on in the community. So for me, being the

caregiver, [ was quite frustrated that I wasn’t included. [CGS]
Similar to informal caregivers, both community and resource case managers also expressed
strong endorsement for adopting the theory of caregiver needs to guide formal practice:

I think it looks good like this. I like things in charts. [CM5]

I think it’s a good idea. I think it should be rolled out. [CM3]
Specifically, one case manager suggested giving family members a copy of this model at their

loved one’s admission to hospital so that they could begin to understand their role in care:

I think this model or theory would be really helpful in the hospital setting as well, in
defining how family members can be involved. [CM4]
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According to the feedback above, it seems that the theory of caregiver needs to support a
successful care transition from hospital to home is, in fact, a valid representation of the temporal,
physical, and especially emotional needs of caregivers.

Further, when asked which area of the developed theory should be the focus in future
research and intervention development, both case managers and caregivers suggested a focus on
admission and discharge needs. Participants felt that addressing these particular aspects of the
care trajectory would make the most substantial improvements in an informal caregiver’s
capacity to care for an older loved one who has experienced a hip fracture or stroke. For
example, one caregiver suggested that an assessment of caregiver knowledge and family
situation would be beneficial to clarify familial expectations regarding care outcomes, and to
develop a commonly understood goal for patient return to the community across both formal and
informal caregivers. For example, one caregiver stated:

I think the whole thing is important, but in terms of intervention I think the

assessment piece right at the beginning is the thing that needs to be tackled first. It

would help families I think cement the “home first philosophy” right from the

beginning. The care agreement contract would be a close second for me. [CG8]

Without a common initial understanding between formal and informal caregivers regarding goals
for return to the community, valuable hospital resources may be used unnecessarily in preparing
the patient for unrealistic outcomes. For example, one caregiver described her frustration in
learning that hospital staff had assessed her mother and arranged for her to transition to a
retirement home, all the while her family was making the necessary arrangements for her to
return to her own home. She suggested that an assessment phase be implemented to learn about a
family member’s capabilities, in order to prevent this from occurring:

And to know where I’m at, so they can determine whether or not you know I am

capable of supporting my mom when she gets home because somewhere along the
way they started talking to her about a retirement home, and you know, I said “why
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on earth are they talking to you about that? You’re going home”. And there are
adequate services in the community to support her. That was the other piece that I
found frustrating. The plan all along in my mom’s head and in my head was that she
was going home, and yet home from a hospital perspective is ‘out of the hospital’. Its
not necessary back home to their own home, and in my head she was going to her
own home to where her bed, TV, and friends are. [CG8]
Furthermore, assessing an informal caregiver’s family circumstances could inform formal health
providers about a patient’s premorbid functioning and capabilities which would be beneficial in
developing realistic and achievable care goals. For example, a caregiver of a stroke patient
stated:
I really, that’s one thing I would have really appreciated, you know from a caregiver
perspective, I would have loved that—to be able to communicate what my mom’s
baseline was before she came to hospital so that they knew kind of what our
expectation was what we expected her to get back to—that’s the piece that really fell
apart for us. Nobody ever asked me what she could do before. [CG9]
Finally, when asking case managers how this type of assessment would be feasible in the acute
hospital setting, it was suggested that it be implemented in a pen and paper questionnaire format.
One case manager even suggested that caregivers could fill out such a questionnaire during their
loved one’s surgery, or while waiting in the emergency department:

Why couldn’t they fill it out? The family is there in the beginning usually. You’ve

got family buzzing around everywhere, you might as well make use of that. They are

there. Have the tool there to get the assessment —have a questionnaire, fill it out

during surgery. [CM4]
Overall, both caregivers and case managers felt that the assessment of caregiver knowledge and
family circumstances would be both a useful and feasible approach to including informal
caregivers in care planning efforts from admission, and help to streamline and make the best use
of available resources towards realistic outcomes for older patients.

Case managers and caregivers also felt it was equally important for families and health

care providers to be in agreement on discharge from the hospital setting in order to support a
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successful transition from hospital to home. Therefore, both groups of participants expressed
strong endorsement for a care agreement contract strategy. A caregiver of a hip fracture patient,
and a resource case manager expressed their support for this idea:

I really like the idea of the care agreement contract, or something to that effect, where
everybody is on the same page, and you have that right there on the model, but I think
that is really important, because that is so key when it comes to supporting someone at
home, so there isn’t this misunderstanding about what we are talking about here—
‘home is this, this is what this means, this is the level of support you are going to
need, and you need this medication’—those types of things that get spelled out”. It’s
the pieces that folks just don’t necessarily get. [CG1]

I would focus on the contract piece. Some sort of checklist for consistency, because
not all hospitals and case managers do it the same way. A checklist so you know that
everyone is doing their own pieces. Because our service plans do not have detail on
them or outline what the caregiver needs to do, it’s just the services we are putting in.
[CM2]

Further, case managers felt that a care agreement contract would prevent miscommunication
surrounding care task responsibilities, which often present as a health safety issue once a patient
returns home to the community. For example, a resource case manager stated:

I think having all of their instructions written out all in the same place. Because you

know how many people call and say ‘when is the nurse coming to change these

bandages?’ and our answer is ‘well the nurse gave you some bandages and you are to

do it’, and it’s like ‘I am?!?’. You know it could all be in the same place. [CM3]
Finally, when asked about the feasibility of implementing a care agreement contract within the
hospital setting on the day of patient discharge home to the community, case managers began to
brainstorm ideas surrounding the timeline of caregiver needs. Ultimately, case managers came to
the conclusion that in order to address caregiver needs across the continuum presented in the
theory, it would be appropriate to bridge caregiver assessment and care agreement as a learning
contract to accompany each phase of instrumental needs. One case manager describes this

potential intervention:

Maybe have the assessment at the beginning to be tied into the care agreement
contract at the end. Like a learning contract, assess them at baseline and then they
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need to learn and become comfortable with each step along this timeline here, and
then they can sign off each time they are comfortable with something. [CM5]

Further, case managers felt that including the emotional level of caregiver needs as part of the
learning contract would help to validate caregiver emotions:

... maybe set it up as a timeline to match this theory and the emotions would validate
their feelings as they move along the different stages; make them feel normal. [CM3]

Overall, both caregivers and case mangers agreed that the theory of caregiver needs to support a
successful care transition from hospital to home has great potential to guide the development of
caregiver intervention and support strategies. All participants in the member-checking phase of

the present study expressed interest in participating in future studies in this area.
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CHAPTER 7: OVERALL DISCUSSION, STRENGTHS, LIMITATIONS,
& CONCLUSIONS

7.1 OVERALL DISCUSSION

The present study set out to understand the informal caregiver experience for caregivers
of hip fracture and stroke patients during transitional care between hospital and home. Both case
managers and informal caregivers described an unsupported context of care for these individuals
during the transition between a formal setting and informal setting. This idea is supported by
current literature. Graham and colleagues (2009) describe a similar context for hospital to home
care transitions, calling the experience for caregivers “isolated and unsupported”. Further, in a
review of 44 studies regarding the hospital to home interface for older adults and their family
members, Coffey (2006) specifically focus on the discharge process, finding a general consensus
across studies that it is “unsupported”.

In order to better support caregivers during transitional care, case managers and family
caregivers were confident that there needs to be a shift in formal health care thinking and
practice to view informal caregivers as a valuable resource for meeting the increased demands of
older adults. Again, this idea is supported in current literature. Jones and colleagues (2011)
developed a Caregiver Empowerment Model (CEM) to guide caregiver inclusion in the transition
process, which is similar in content to the previously discussed FAAR model by Patterson
(1988). The CEM highlights the importance in understanding a caregiver’s background, and
promoting a balance between resources and demands, in order to predict positive outcomes for
family caregivers of older adults. Further, the authors state: “revisioning family caregiving
through an empowerment framework will guide health professionals in promoting caregiver
well-being and lead to new opportunities to partner with families in meeting the challenges of
community-based elder care”. A first step to achieving this goal involves a shift in the language
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used within the formal care system to describe informal care situations. To promote a more
collaborative approach to care, terms implying a dominant power relationship, such as
“caregiver” and “care recipient”, should be replaced with more neutral, interactive terms such as
“care partner”. For example, Dupuis et al., (2011) have titled this approach “authentic
partnership” in dementia care, which recognizes all key stakeholder voices in decision-making
processes and describes the care role as working with others, instead of for others. The developed
theory of caregiver needs to support a successful care transition from hospital to home provides
further evidence for this interactive model, indicating that authentic partnerships can be
established both between the caregiver and care recipient, as well as between formal and
informal providers. Overall, caregivers need to be better included and receive more support
within formal settings, in order to feel capable upon return home to the community.

The second objective of the present study was to develop a theory of caregiver needs to
support a successful care transition from hospital to home. The core concept of this theory, and
ultimate caregiver need, was building capacity to care. Given, Sherwood, and Given (2009)
recognize that “assessing caregivers’ capacity to provide care and identifying caregivers who
need assistance is essential to improving patient care”, which is confirmed by the present study
findings. In order to achieve this goal, the developed theory of caregiver needs to support a
successful care transition from hospital to home depicts and describes capacity to care as a
multicomponent concept with three levels of understanding.

First, caregivers each have unique needs, which change over time. Cameron and Gignac
(2008) suggests that health care providers need to be cognizant of the dynamic aspect of
caregiver needs, and must temper their communication, education style, and level of support

according to different stages of onset in the caregiver role. These stages include: 1) medical
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event/diagnosis; 2) stabilization; 3) preparation; 4) implementation; 5) adaptation. Interestingly,
these five stages correspond well with the six properties of caregiver need described in the
present study.. Therefore, employing practical, tailored education, information, and inclusion in
care planning activities is a viable proposition according to current literature.

Finally, evidence exists to support the level of emotional needs for informal caregivers
during the transition between hospital and home. The present study discusses self-confidence as
the ultimate goal for individuals to successfully overcome negative emotions and manage a care
situation at home. Similarly, Schmall (1995) describes caregiver self-efficacy as the biggest
predictor of positive outcomes for patients and their family members during self-management of
a medical issue. Additionally, Zeiss and colleagues (1999) describe self-efficacy as the primary
mediator of coping strategies for caregivers managing medical care situations. Therefore, it is
clear, that a caregiver’s perception of their capacity to care through self-confidence and self-
efficacy is equally important to their physical ability to conduct care tasks.

Overall, the present theory of caregiver needs to support a successful care transition from
hospital to home suggests that the “role onset” portion of the Caregiver Career (Aneshensel et al.,
1995) is, in fact, more complex than presented in the original model (Appendix B). According to
Schumacher (1995), this finding is valid, as role acquisition for informal caregivers is described
as complex and multi-stepped family role transition. Further, according to the Caregiver Career
model (Aneshensel et al., 1995), the transition between role acquisition and role enactment is
described much as a passive process, occurring almost naturally following the onset of an illness
or disease. The present study challenges this idea, and suggests that successful role enactment in
the home is only achieved when the temporal, instrumental, and emotional needs of caregivers

are addressed through interaction and conjunctive efforts between health care providers and
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family members. Schumacher (1995) supports this idea, further describing the caregiver role as
something that is created rather than assumed, through interactions between the caregiver and
care receiver, as well as the caregiver and various health care providers to build caregiver skills.
The present study offers suggestions for the development of future intervention strategies
within formal care settings, in order to protect and support ongoing informal care efforts of
family members in the community. The key factor threaded throughout all suggestions, was that
the relationship between health care providers and caregivers is mutually beneficial, and
therefore caregivers should not be expected to navigate the system of care on their own. Instead,
interventions should be designed to promote communication and interaction between health care
providers and informal caregivers consistently throughout the hospital stay in preparing for the
transition home. Unfortunately, the design of current interventions to support the hospital to
home transition for informal caregivers does not support this inherent need. As previously
discussed, The Next Step in Care (UNF, 2006) is an online intervention strategy developed by
expert clinicians, which provides a series of self-guided checklists that can be accessed by
caregivers to support their preparation for returning home to the community. The delivery mode
of this intervention assumes that caregivers are able to take initiative during times of high-stress
and use proactive strategies to obtain and retain necessary information and education. However,
based on current literature and the input of caregivers in the present study, this assumption is
very unrealistic. According to the developed theory, building an individual’s capacity to care for
their loved one must be a joint-effort between families and health professionals in order to
promote the highest level of self-confidence and feelings of support on return home to the

community.
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Case managers and caregivers both agreed that interventions focused on assessment of
family knowledge and circumstances on patient admission, and implementing a care agreement
document on discharge would be most beneficial to improving positive outcomes for patients
and their families in the community. In fact, the overall idea of linking these processes through
the development of a caregiver learning contract is further supported in the literature. Given,
Sherwood, & Given (2009) suggests that health care providers need to evaluate initial caregiver
capacity including knowledge, skills, family roles and available resources, and then use these
assessments to promote ongoing caregiver education throughout the formal hospital stay.
Further, Wells and Cagle (2011) describe a caregiver’s basic knowledge and circumstances as
the foundation for which to build their skills to provide care in the community over time. As
such, it is important to understand a caregiver’s learning needs and then to target teaching
methods to match these needs over multiple encounters during the hospital stay in order to
reinforce learning (Wells & Cagle, 2011). Finally, the present study uncovered the importance of
ensuring that all parties involved in transitional care receive clear, specific and consistent
information at hospital discharge, in the form of a care agreement document. Brown-Williams
(2006) support this idea, suggesting that a feedback loop be established between health
professionals and family members to maintain communication and promote a mutual
understanding of ongoing care responsibilities. Further, Kripalani et al., (2007) suggest that
providing patients and families with a written discharge summary has the potential to drastically
improve the care a patient receives in the community.

Future research could work to develop a comprehensive intervention strategy
incorporating the elements above. To begin this process, the researcher might consider a tool

developed by the Hartford Institute for Geriatric Nursing (2010), called PREPARE (Appendix

81



S). Similar to The Next Step in Care, PREPARE is a best-practice checklist tool aimed to ensure
caregivers are equipped with the essential skills and resources to provide care in the community.
However, unlike The Next Step in Care, this tool was developed by home care nurses based on
their experiences working with informal caregivers, and is therefore more representative of
caregiver needs from their perspective. The PREPARE tool is meant to be administered by home
care nurses in the home setting and has not been evaluated or undergone psychometric testing
(Atkins et al., 2010). However, using the properties of the developed theory of caregiver needs to
support a successful care transition from hospital to home, in conjunction the elements of the
PREPARE tool might serve as a starting point for future research to develop a hospital-specific
caregiver learning contract to prepare individuals for care responsibilities following the transition
home.
7.2 STRENGTHS AND LIMITATIONS

This research has several notable strengths. Most importantly, this study contributes to
current knowledge by helping to clarify the role and needs of informal caregivers during
transitional care between formal and informal settings for older adults following a medical crisis.
The developed theory of caregiver needs to support a successful transition from hospital to home
has the potential to contribute to clinical practice by laying the groundwork for which to develop
feasible and appropriate intervention strategies to support the three levels of caregiver need
during transitional care. Further, this research contributes to the current research priorities of the
Canadian Caregiver Coalition (2008), and the Family Caregiver Alliance (2006) and might be
used to inform best practice development in care transitions management and caregiver
assessment strategies.

Another major strength of this research is the representativeness of the types of
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caregivers interviewed. Multiple types of caregiver relationships were included in the sample
including spouses and adult children of different genders. The study sample is therefore
indicative of the heterogeneity of the caregiver population. Further, there were more female than
male caregivers interviewed and the average age of caregiver participants was 58 years. This is
representative of the demographics of overall caregiver population in North America (FCA,
2010). As such, an additional strength of the model is that it accounts for the uniqueness of
diverse family situations, and does not present an understanding of caregiver needs as a “one-
size-fits-all” approach. The key concept of the model, building capacity to care, is dynamic,
recognizing the inherent variability in both baseline and maximum caregiver ability to provide
care, based on caregiver knowledge and family circumstances.

Furthermore, the comprehensiveness of including three levels of caregiver need in the
theory is a remarkable strength of the present study. Specifically, the temporal aspect of
caregiver needs provides the unique opportunity to develop more targeted intervention strategies
to support caregivers during different phases during the onset of the caregiving role. According
to Cameron (2008), a clearer understanding of the common time specific needs across all
caregivers has the potential to streamline and decrease resources needed to provide
individualized programs. Further, incorporating a level of emotional needs strengthens a
caregiver’s ability to relate to the model and understand its key phases, and also alerts health
professionals to the emotional reactions involved in such a process. For example, Meiner (2006)
discusses the importance of validating caregiver emotions in times of high stress, in order to
promote learning and skill building.

A final strength of this research was the agreeability between health care professionals

and informal caregivers on needs to support informal care efforts during transitional care. This
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suggests that the issues and challenges uncovered during interviews were inherent to transitional
care specifically, and not biased based on the individual’s health professional or lay perspective.
Further, this observation suggests that health care providers have the potential to welcome family
members as partners in transitional care in order to work together towards a common goal of
positive patient outcomes at home (Wells & Cagle, 2011).

Although this research offers a valuable contribution to both the transitional care and
informal caregiving literature, the researcher faced some challenges and limitations throughout
the study process. First, the concept of “home” was a source of confusion for many of the case
managers and caregivers. Initially, the researcher defined home as an independent residential
dwelling (ie. house, apartment, condominium) within the community. However, during case
manager interviews the researcher was reminded that “home” can mean many things to different
individuals. For example, during one caregiver interview, it was learned that “home” to this
particular patient, meant independent living in a retirement setting, rather than an independent
residence. Therefore, future research studies might clarify the conceptualization of “home” to
include independent retirement living.

An additional limitation to the present study was the targeted sample population and
focus on one specific transition in care between hospital and home, within one CCAC. Tappen
(2011) points out that most studies on caregiving rely on a small, geographically restricted
sample that lack power and may not be generalizable. Restricting the care recipient population to
those experiencing hip fracture and stroke, and to the type of care transition explored limits the
generalizability of the study findings to other medical situations and transitions between formal
and informal settings of care. However, the congruence between hip fracture and stroke

interviews and the added interviews with caregivers of hip replacement patients suggests that
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additional research is warranted. Future studies could test the applicability of the substantive
theory of caregiver needs to a broader sample of medical situations resulting in acute
hospitalization. The present theory may have the potential to become a formal theory of
caregiver needs during a transition between a formal and informal setting of care (Glaser &
Strauss, 1967).

The researcher also faced several sampling issues. One of the most substantial limitations
to the present study is the lack of representation of stroke caregivers in the study sample. Only
two of 12 informal caregivers were of patients who had experienced a transition between hospital
and home, following a stroke. Reasons for this limitation stem primarily from the employed
sampling strategies. The third sampling strategy, recruitment of consent-to contact individuals
from a previous study, was specific to hip fracture patients only, which biased the sample
towards caregivers of hip fracture patients, as the researcher had to rely solely on sampling from
the CCAC and the community to recruit stroke caregivers. Although the researcher made efforts
to direct interview questions to general caregiver needs during transitional care, rather than
questions specific to managing a particular medical situation, the present theory of caregiver
needs is potentially biased towards the needs of caregivers caring for a hip fracture patient.
Further, due to time constraints, the researcher included only one health professional opinion in
the development of the theory of caregiver needs to support a successful care transition from
hospital to home. As only community and resource case managers were included in the sample,
findings from the present study might be biased towards community care needs, rather than
formal care needs. Future research should consider including hospital case managers and
nursing staff in the interview process to be more inclusive of the variety of health professionals

involved in the care transition between hospital and home. Lastly, the researcher received
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overwhelmingly positive feedback from interview participants during the member-checking
phase of the study, indicating the potential presence of a social desirability bias. Social
desirability is one of the most common biases in qualitative research, and occurs when
participants misrepresent their opinions in a direction consistent with their interpretation of the
researcher’s opinion or social norms (Polit & Beck, 2004). Therefore, as participants were aware
of the researcher’s status as a student health researcher, they may have been more apt to respond
favourably towards the developed theory of caregiver needs to support a care transition from

hospital to home.

7.3 CONCLUSIONS

The developed theory of caregiver needs to support a successful care transition from
hospital to home is a valuable tool for describing the optimal caregiver experience during
transitional care between a formal and informal setting. Further, this model extends the concept of
“role acquisition” during the caregiver career and suggests that caregivers need to be active and
participatory members of the care team in order to manage this role onset effectively. Initially, the
researcher predicted that a theory of caregiver needs might contribute to the development of a
measure of transitional care success from a caregiver perspective. However, through case
manager and caregiver interviews, it is clear that the present context of transitional care is
unsupportive for informal caregivers. Therefore, current efforts to support transitional care are not
meeting the needs reflected in the developed model, and it may be more beneficial for future
research to focus on the development of intervention strategies to address phase-specific caregiver
needs, rather than to assess whether needs are met overall. Strong agreement and endorsement of
the theory by all study participants provides further evidence for the development of pilot

intervention strategies. Overall, findings from this study will work to inform and assist health
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care professionals to provide more timely and appropriate support to caregivers of patients

following a medical crisis during a hospital to home transition.
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Silent Partners in Care: Assessing Care Transitions for Caregivers of Hip
Fracture and Stroke Patients

Case Manager Participant Information
Letter

Contacts:
Principal Investigator: Paul Stolee, PhD; stolee@uwaterloo.ca; 519-888-4567 x35879
Student Researcher: Justine Toscan; jtoscan@uwaterloo.ca; 519-888-4567 x33160

What is the purpose of this study?

Going through a transition, or a move, from one care setting (e.g., a hospital) to another (e.g.,
home) can be difficult and many different things can affect the quality of this transition. The
purpose of this study is to learn about caregiver needs and experiences with transitional care as a
hip fracture or stroke patient moves from hospital to home. This study will help us answer
important questions about the quality of care transitions for informal caregivers involved in a
patient transition from hospital to home, in order to develop a tool to assess the success of care
transitions from a caregiver perspective.

Who can participate?

We are looking for Waterloo-Wellington Community Care Access Centre (CCAC) Home Care
Case Managers who have experience working with family caregivers of hip fracture and stroke
patients who have transitioned from hospital to home.

What will | be asked to do?

We are asking Home Care Case Managers who have experience working with family caregivers of
hip fracture and stroke patients who have transitioned from hospital to home to participate in a
brief 30 minute interview in order to gain professional insight on the caregiver experience of care
transitions. The interview will take place in-person at a convenient time and location for you. We
will also ask you approximately 5 to 10 questions to ascertain your opinion regarding the needs,
challenges, and support caregivers require with different aspects of a hip fracture or stroke
patient’s transition from hospital to home. We will also be collecting general descriptive
information including your age, gender, and years of clinical experience. No personally
identifying information will be attached to your audio-recorded interview responses.

The interview information is important, as it will allow us to identify areas that need to be
assessed in order to improve caregiver preparation and support to assist in the rehabilitation of
people who have experienced a hip fracture or stroke.

Where will the study take place?
Interviews will take place at your place of work, or if you would prefer, a private room at the
University of Waterloo could also be provided.
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How long will the study take?
The in-person interview will take approximately 30-45 minutes to complete.
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Can | change my mind about participating in the study?

You may decline to answer any questions, or withdraw from the study at any time. If you wish
to withdraw from the study, you can let the interviewer know any time during the interview,
or you can contact Paul Stolee PhD, Principal Investigator, at 519-888-4567 ext. 35879

Are there any risks or benefits involved in participating in this study?

There are no direct risks or benefits for you related to participating in this study. However the
study will contribute to current scientific knowledge through helping to clarify the role of the
informal caregiver in transitional care. This research will greatly enhance our societal
understanding of the unique care experiences, challenges, and needs of informal caregivers
during unexpected, emergency care situations.

Will | be audio recorded during the study?
The in-person interview will be audio-recorded and the information entered into a secure
computer database.

Confidentiality and Security of Data

The information you provide will be kept confidential and identified by number only. Your name
will not appear in any report or publication resulting from this study. Any quotations used in
reports from your interview will be referenced as anonymous.

You have the right to ask the researchers about the data being collected about you for the
study and about the purpose of these data. You also have the right to ask the researchers to
let you see your personal information and make any necessary corrections to it.

Data collected will be kept securely stored in a locked office for a period of 5 years, and then
confidentially destroyed. The answers to the interview questions will be stored in a locked file
cabinet, in a locked office, at the University of Waterloo for a period of 5 years. Electronic files,
with no personal identifying information, will be stored on a secure, password protected
computer for a period of 5 years. After 5 years, any written notes from the interview will be
confidentially shredded and electronic files will be destroyed. Only members of the research
team, who have signed a confidentiality agreement regarding information collected during the
study, will have access to the study data.

Who can | contact if | have any questions?
If you have any questions regarding the research itself, please contact Paul Stolee PhD, Principal
Investigator, at 519-888-4567 ext. 3587

This project was reviewed by, and received ethics clearance through, the Office of Research Ethics at the
University of Waterloo. The final decision to participate is yours. Should you have any comments or concerns
resulting from your participation in this study, please contact Susan Sykes, Director, Office of Research Ethics,
University of Waterloo at 519-888-4567 ext. 36005 or ssykes@uwaterloo.ca
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TELEPHONE SCRIPT: RECRUITMENT OF CASE MANAGER PARTICIPANTS

Hello my name is . I am calling from the University of Waterloo. We want
to know if you would like to participate in our research study. We are looking for CCCAC resource
or community case managers to provide professional insight and share their experiences working
with informal caregiver needs and experiences of care transitions for hip fracture and stroke
patients. This information will be used in conjunction with information provided directly from
caregivers themselves in order to develop a clinical tool to assess the quality of care transitions
from a caregiver perspective. The study involves taking part in a 30 minute in-person interview.
This interview can be scheduled during a convenient time and location for you. For example, the
interview could take place in your place of work, or if you prefer, a private room at the University
of Waterloo could be arranged. All responses will be confidential. Your decision to participate is
voluntary. This study has been reviewed by, and received ethics clearance through, the Office of
Research Ethics, University of Waterloo .However, the final decision to participate is yours. A
decision to participate in this study will in no way affect your position as a CCAC Case Manager, as
this study is being directed by the University of Waterloo and not the CCAC.

. Are you interested in hearing more about the study and possibly participating?

**|f yes:

We are able to provide you with an information letter that provides further details about the study.
What would be the best way for us to send this information to you? (eg email, fax, mail—
whichever is most convenient)

Do you have any questions?

**If Yes, set up a convenient time and location to meet. The following information can be used to
answer any questions the Case Manager might have

The interview questions are quite general (for example, “What challenges do
caregivers face during the transition from hospital to home?).

You may decline to answer any of the interview questions you do not wish to answer
and may terminate the interview at any time.

With your permission, the interview will be tape-recorded to facilitate collection of
information, and later transcribed for analysis.

All information you provide will be considered confidential, be stored in a secure
location, and disposed of after 5 years.

*If No, thank them once again for their time
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Silent Partners in Care: Assessing Care Transitions for Caregivers of Hip
Fracture and Stroke Patients

Case Manager Participant Consent
Form
Contact:
Principal Investigator: Paul Stolee, PhD; stolee@uwaterloo.ca; 519-888-4567 x35879
Student Researcher: Justine Toscan; jtoscan@uwaterloo.ca; 519-888-4567 x33160

| have read the information letter about the study that examines care transitions for caregivers of
hip fracture and stroke patients. | have been informed that you would like my help to learn more
about the needs and experiences of caregivers during the care transition from hospital to home of
hip fracture and stroke patients. | know that this study is being conducted by Paul Stolee, PhD at
the University of Waterloo. | have been informed that my participation in this study involves one,
approximately 30 minute in-person interview, conducted at my convenience. | was also informed
that | can refuse to participate in any portion of this study at any time.

| have had the chance to ask questions related to this study. | have had the chance to receive
satisfactory answers to my questions and any additional details | wanted. | have been informed
that | am free to withdraw from the study at any time by telling the researchers that | no longer
wish to continue.

| know that if | change my mind about participating there will be no penalty.

| have been informed that as part of this study Paul Stolee, PhD and other investigators would like
to gather some general descriptive information including my age, gender, and years of clinical
experience. | have been informed that no information obtained from my interview will contain
personal identifiers. | have been informed that this information will be retained in the strictest
confidence and that | may withdraw my consent at any time. If | withdraw my consent to
participate in the study after | have been interviewed, the information that was collect from me
will be destroyed.

| have been informed that this project has been reviewed by, and received ethics clearance
through, the Office of Research Ethics at the University of Waterloo. If | have any comments or
concerns resulting from my involvement in this study | may contact Susan Sykes, Director, Office
of Research Ethics at the University of Waterloo, at 519-888-4567 x36005 or
ssykes@uwaterloo.ca.

E | give consent for interviews conducted by the research team to be audio-recorded.
E | give consent for quotations from my interview to be used in reports where they

will be referenced as anonymous.
E | agree to assist in recruitment of caregiver participants for the next phase of this study
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Case Manager Name:

Case Manager Signature;

Witness Signhature:

Date:
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SAMPLE QUESTION TRANSFORMATION

Original Question #4

4. From your professional experience, what challenges do family members experience during the

transition from hospital to home?

Probe: financial, emotional, relational, vocational, environmental?

Transformed Question #4

4. From your professional experience, how does the fast-paced nature of the formal hospital
setting experience affect the transition from hospital to home for informal caregivers?

Probe: financial, emotional, relational, vocational, environmental?
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Silent Partners in Care: Examining Care Transitions
for Caregivers of Hip Fracture and Stroke Patients

Interview Guide for Case Managers

1. General Background Information about Case Manager
Year of birth:

Gender: O Male O Female
Resource Case Manager __ Community Case Manager

How many years have you been employed in this position?
Overall, how many years of experience do you have as a CCAC case manager?
How many years of clinical experience do you have in total?

Opening Discussion Question

In your opinion, why do you think the transition from hospital to home following a medical
crisis (ie hip fracture or stroke) has been identified in the literature as extremely challenging?
Probe: For whom?

2. Knowledge on Caregiver roles, needs and challenges
1. Can you please describe the process of transitioning from hospital to home for a hip fracture/stroke

patient?
Probe: planning discharge, communication, equipment, formal to informal care setting
2. What is your role during this transition?
Probe: interaction with caregivers-- conversations, meetings, education, coordinates services
3. What is the transition experience like for informal caregivers?
a) What role does an informal caregiver play during this transition?
b) In your professional opinion, what are the needs of informal caregivers during this process?

Probe: informational, financial, and educational

4. From your professional experience, what_challenges do family members experience during the
transition from hospital to home?
Probe: financial, emotional, relational, vocational, environmental?

5. What factors are most important in ensuring a successful transition from hospital to home?
a) What supports are available to families during a transition from hospital to home?
Probe: community supports, homemaking services, home care

b) What_resources need to be in place to support a smooth transition from hospital to home?
Probe: important information, equipment
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6. How can a caregiver be proactive in their role during the process of transitioning their loved

one from hospital to home?
7. In your opinion, are there areas for improvement in terms of caregiver involvement in the
transition from hospital to home?
If yes: a) What could be improved?
b) Do you have recommendations for how?
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CCAC SUPPORT WORKER RECRUITMENTMATERIALS
A: Inclusion Criteria

Please use your professional judgment and patient records to identify potential caregiver
participants based on the following inclusion criteria. Caregivers must:

e Be informal caregivers of a hip fracture or stroke patient who has experienced a care
transition from hospital to home within the previous 6 months (from day of contact)

e Be caring for a hip fracture or stroke patient who is 65 years of age or older

e Be able to speak and understand English

B: Telephone Script for Caregiver Recruitment
Step 1: Telephone Patient

Hello my name is calling from the Waterloo-Wellington Community Care

Access Center (CCAC). | am calling to see if it would be okay to contact , your
primary contact that we have listed on your file to see if they might be interested in
participating in a research study about caregiving at the University of Waterloo. Is it ok if |
telephone ?

If yes, proceed to Part A of the Consent to Contact Form
Step 2: Telephone Caregiver

Hello my name is calling from the Waterloo-Wellington Community Care

Access Center (CCAC). | am calling about a University of Waterloo research study regarding
caregiver involvement in the move from hospital to home for hip fracture and stroke patients.
They are looking for caregivers to share their experiences in order to learn more about the
quality of care transitions from a caregiver perspective. | am calling to see if you are at all
interested in hearing more about the study. By agreeing to hear more about the study, you are
under no obligation to participate. Are you interested in hearing more about the study?

If yes, here is some background information about the study to address any initial questions
they may have about participation
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Silent Partners in Care: Examining Care Transitions for Caregivers of
Hip Fracture and Stroke Patients

Study Participant Permission to be contacted form
Contact:

Principal Investigator: Paul Stolee, PhD; stolee@uwaterloo.ca; 519-888-4567 x35879 Student

Researcher: Justine Toscan; jtoscan@uwaterloo.ca; 519-888-4567 x33160

| am interested in participating in this study that examines care transitions for caregivers of hip
fracture and stroke patients. A CCAC Home Care Case Manager has informed me about the study that
requests my participation in a short in-person interview. | was informed that you would like my help
to learn more about the needs and experiences of caregivers during the care transition from hospital
to home of my relative/friend.

I have been informed that a Research Assistant will contact me by phone once he/she receives this
Permission to be Contacted Form. | was informed that | will be given more information about the
study and | can decide whether or not to participate without any consequences to my health care, or
the health care my friend/relative is presently receiving or will receive in the future.

| was informed that this project has been reviewed and given ethics clearance by the Office of
Research Ethics at the University of Waterloo If | have any comments or concerns resulting from my
involvement in this study | may contact Susan Sykes, Director of the Office of Research Ethics at the
University of Waterloo at 519-888-4567 x36005 or ssykes@uwaterloo.ca

The CCAC Support Worker will complete this form over the phone with the potential caregiver
participant and forward this form to the research office in Waterloo.

1. Caregiver Name (please print):

2. Can a Research Assistant contact the caregiver by phone? < YES c NO
3. Can they leave a message: C YES c NO
Telephone Number:
HOME:
WORK: CELL:
4. Are they available: C Morning C Afternoon C Evening
(Check all that apply)
5.  Weekdays or Weekends: C Weekday Cc Weekend
(Check all that apply)
Signature of CCAC Support Worker: Date:
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INFORMATION SESSION TELELPHONE SCRIPT

Hello my name is . I am calling from the University
of Waterloo. We have received your permission to be contacted from a
local CCAC support worker.

We want to know if you would like to participate in our research study. This study
will help us learn about caregiver needs and experiences during care transitions
for hip fracture and stroke patients. The study involves taking partin a 30 to 45
minute in-person interview. This interview can be scheduled during a convenient
time and in a convenient location for you. For example, the interview could take
place in your home, or if you prefer, a private room at the University of Waterloo
could be arranged. All responses will be confidential. Your decision to participate
is voluntary. This study has received ethics clearance through the University of
Waterloo’s Office of Research Ethics. However, the final decision to participate is
yours.

We would like to set up an information session with you. Is there a convenient
time and location to do this? (Set up date, time and location for information
session).

Do you have any questions?
If yes, the following additional information can be used to address questions

The interview questions are quite general (for example, “What challenges
did you face during the transition from hospital to home?” ).

You may decline to answer any of the interview questions you do not
wish to answer and may terminate the interview at any time.

With your permission, the interview will be tape-recorded to facilitate
collection of information, and later transcribed for analysis.

All information you provide will be considered confidential, be stored in

a secure location, and disposed of after 5 years.
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Silent Partners in Care: Examining Care Transitions for Caregivers of Hip Fracture
and Stroke Patients

Contacts:

Principal Investigator: Paul Stolee, PhD; stolee@uwaterloo.ca; 519-888-4567 x35879
Student Researcher: Justine Toscan; jtoscan@uwaterloo.ca; 519-888-4567 x33160

What is the purpose of this study?

Going through a transition, or a move, from one care setting (e.g., a hospital) to another (e.g.,
home) can be difficult and many different things can affect the quality of this transition. The
purpose of this study is to learn about caregiver needs and experiences with transitional care as a
hip fracture or stroke patient moves from hospital to home. This study will help us answer
important questions about the quality of care transitions for informal caregivers involved in a
patient transition from hospital to home, in order to develop a tool to assess the success of care
transitions from a caregiver perspective.

Who can participate?
We are looking for primary caregivers of hip fracture or stroke patients who are 65 years of age or
older and have experienced a care transition from hospital to home within the past 6 months.

What will | be asked to do?

We are asking people who have acted as the primary caregiver of a hip fracture or stroke patient
during a care transition from hospital (Grand River or Freeport) to home within the past 6 months
to participate in a 30 minute interview in order to learn about their individual experiences. The
interview will take place in-person at a convenient time and location for you. We will also ask you
5 to 10 questions to determine the needs, challenges, and support you encountered with different
aspects of your involvement in your friend/relative’s move from the hospital to your home. We
will also be collecting general descriptive information including your age, gender, and whether you
live with your friend/relative. No personally identifying information will be attached to your audio-
recorded interview responses. This information is important as it will allow us to identify areas
that need to be assessed in order to improve caregiver preparation and support to assist in the
rehabilitation of people who have experienced a hip fracture or stroke. When you have completed
this part of the study, you may be asked to participate in the second phase of the study which
involves taking part in a second interview at a later date, in order to gain your feedback on a
theory of caregiver needs generated from caregiver interviews. You can refuse to participate in
any part of the study at any time. A decision to participate or not in this study will have no impact
on the care you or your care recipient receive now or in the future.

Where will the study take place?

The interview portion of the study will take place in your home, or if you would prefer, a private
room at the University of Waterloo could also be provided. If you later agree to participate in a
focus group interview, it will be held in a private room at the University of Waterloo.

How long will the study take?
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The in-person interview will take approximately 30 minutes to complete. If you agree later to
participate in
the in-person focus group, it will take approximately 45 minutes to complete.

Can | change my mind about participating in the study?

You may decline to answer any questions, or withdraw from the study at any time. Withdrawal
from the study will not affect any of the health care you or your friend/relative receives in any
way. If you wish to withdraw from the study, you can let the interviewer know any time during the
interview, or you can contact Paul Stolee PhD, Principal Investigator, at 519-888-4567 ext. 35879

Are there any risks or benefits involved in participating in this study?

There are no direct risks or benefits for you related to participating in this study. However, some
participants may find discussing their experience with their friend/relative’s transition from
hospital to home distressing. If this occurs for you, please let the researcher know and the
interview can be stopped or paused This study will contribute to current scientific knowledge
through helping to clarify the role of the informal caregiver in transitional care. This research will
greatly enhance our societal understanding of the unique care experiences, challenges, and needs
of informal caregivers during unexpected, emergency care situations.

Will | be audio recorded during the study?

Both the in-person interview and focus group interview will be audio-recorded and the
information

entered into a secure computer database.

Will any remuneration be provided for my participation in the study?
You will receive a $10.00 gift certificate of your choice to either Tim Hortons or Shoppers Drug
Mart for your participation in this study.

Confidentiality and Security of Data

The information you provide will be kept confidential and identified by number only. Your name
will not appear in any report or publication resulting from this study. Any quotations used in
reports from your interview will be referenced as anonymous. You have the right to ask the
researchers about the data being collected about you for the study and about the purpose of
these data. You also have the right to ask the researchers to let you see your personal information
and make any necessary corrections to it.

Data collected will be kept securely stored in a locked office for a period of 5 years, and then
confidentially destroyed. The answers to the interview and focus group questions will be stored in
a locked file cabinet, in a locked office, at the University of Waterloo for a period of 5 years.
Electronic files, with no personal identifying information, will be stored on a secure, password
protected computer for a period of 5 years. After 5 years, any written notes from the interview
will be confidentially shredded and electronic files will be destroyed. Only members of the
research team, who have signed a

confidentiality agreement, will have access to the study data.

Who can | contact if | have any questions?

If you have any questions regarding the research itself, please contact Paul Stolee PhD, Principal
Investigator, at 519-888-4567 ext. 35879 This project was reviewed by, and received ethics
clearance through, the Office of Research Ethics at the University of Waterloo. The final decision
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to participate is yours. Should you have any comments or concerns resulting from your
participation in this study, please contact Susan Sykes, Director, Office of Research Ethics,
University of Waterloo at 519-888-4567 ext. 36005 or ssykes@uwaterloo.ca
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Silent Partners in Care: Examining Care Transitions for Caregivers of Hip Fracture

and Stroke Patients
Caregiver Participant Consent Form

Contact:
Principal Investigator: Paul Stolee, PhD; stolee@uwaterloo.ca; 519-888-4567 x35879
Student Researcher: Justine Toscan; jtoscan@uwaterloo.ca; 519-888-4567 x33160

| have read the information letter about the study that examines care transitions for caregivers of hip
fracture and stroke patients. | have been informed that you would like my help to learn more about the
needs and experiences of caregivers during the care transition from hospital to home of my
relative/friend. | know that this study is being conducted by Paul Stolee, PhD at the University of
Waterloo. | have been informed that my participation in this study involves one, 30 to 45 minute in-
person interview, conducted at my convenience. | have been informed that | may be asked to participate
in another part of the study, which would involve participating in a 45 minute in-person focus group
interview to get my feedback on a list of items that might be used to measure care transitions from a
caregiver perspective. | was also informed that | can refuse to participate in any portion of this study at
any time.

I have had the chance to ask questions related to this study. | have had the chance to receive
satisfactory answers to my questions and any additional details | wanted. | have been informed that | am
free to withdraw from the study at any time by telling the researchers that | no longer wish to continue.
| know that if | change my mind about participating there will be no penalty.

| have been informed that as part of this study Paul Stolee, PhD and other investigators would like to
gather some general descriptive information including my age, gender, and relation to the care recipient.
| have been informed that no information obtained from my interview will contain personal identifiers. |
have been informed that this information will be retained in the strictest confidence and that | may
withdraw my consent at any time. If | withdraw my consent to participate in the study after | have been
interviewed, the information that was collect from me will be destroyed.

| have been informed that this project has been reviewed by, and received ethics clearance through the
Office of Research Ethics at the University of Waterloo. If | have any comments or concerns resulting
from my involvement in this study | may contact Susan Sykes, Director, Office of Research Ethics at the
University of Waterloo, at 519-888-4567 x36005 or ssykes@uwaterloo.ca

! | give consent for interviews conducted by the research team to be audio-recorded.

il | give consent for quotations from my interview to be used in reports where they will be referenced as anonymous.

i | give consent to be contacted in the future to participate in the next phase of this study which would involve
participating in one 45 minute focus group interview with approximately 5 other caregivers who have been
interviewed.

Caregiver Name:

Caregiver Signature:
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Are you a Caregiver for a Hip Fracture or
Stroke Patient?

We need your help with our research about
the needs of caregivers of hip fracture or
stroke patients being discharged from hospital
to home. Little is known about the experience
of caregivers during these care transitions.
What are their needs? How is their lifestyle
affected? How could the health care system
help to make their caregiving role easier? At
the University of Waterloo, we are doing a
research study to answer these questions!
Participation involves a brief 30 minute
interview. Your involvement in this study will
help researchers and health professionals
develop resources to address caregiver needs
during patient transitions between care
settings.

You will receive a $10 gift card of your choice
from Tim Hortons or Shoppers Drug Mart for
your participation.

In order to be eligible for participation in this
study, you must:

e have cared for a hip fracture or stroke patient
who is 65 years of age or older, and who has
been discharged from hospital to home within
the past 6 months

o live in the Kitchener-Waterloo region

e  be able to read and write English

Participation in this study is voluntary. All
answers that you provide are confidential. If
you are interested in receiving more
information about this study, please contact
Sheila Bodemer: 519-888-4567 x33160
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Are you a Family Caregiver for a Hip Fracture or Stroke Patient?

We need your help with our research about the needs of caregivers of hip fracture or stroke patients
being discharged from hospital to home. Little is known about the experience of caregivers during these
care transitions:

What are their needs?

How is their lifestyle affected?

How could the health care system help to make the
caregiver role easier?

At the University of Waterloo, we are doing a research study to
answer these questions!

Participation involves a 30 minute interview. Your involvement in
this study will help researchers and health professionals develop

resources to address caregiver needs during patient transitions between care settings.

You will receive a $10 gift card from Tim Hortons or Shoppers Drug Mart for your participation.
In order to be eligible for participation in this study, you must:

have provided assistance to a hip fracture or stroke patient who is 65 years of age older, and who
has been discharged from hospital to home within the past 6 months
be able to read and write in English

Participation in this study is voluntary. All answers that you provide are confidential.
There is a $10.00 gift card remuneration for participating to either Tim Hortons or Shoppers Drug Mart

If you are interested in participating in this study please contact: Sheila Bodemer 519-888-4567 x33160
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Silent Partners in Care: Assessing Care Transitions
for Caregivers of Hip Fracture and Stroke Patients

Interview Guide for Caregivers

1. General Background Information about Caregiver

a) Year of birth:
b) Gender: O Male O Female

c) Relationship to person receiving care (experiencing hip fracture or stroke):

3. Exploring the Care Transition from Hospital to Home

Hospital Discharge

1. Can you tell me about the experience of your family members transition from hospital to home?
a. What was it like for you?
b. What was your role in this process?

2. What needs did you have during the transition process?

Probe: respite, education, support groups
a. Were your needs met?

b. (if no) how might your needs have been better supported during the transitions
process?
3. What did you find the most helpful or supportive during the transition from hospital
to home?
a. What information did you receive?

Probe: From whom? What format?
4. What challenges did you experience during the transition from hospital to home?

Probe: emotional, stress, vocational, environmental

Arriving Home

1. After arriving home from the hospital, how was your involvement in your
friend/relative’s care different from your involvement before their hip fracture/stroke?

2. How did you feel about taking on the caregiver role after your friend/relative returned
home?
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a. What made you feel this way?
3. Did you feel prepared to take on the role of caregiver for your friend/family member?
If yes: how did you prepare?
What resources have you been able to access?
Have you received any other support (community or relatives?)
If no: Why?

4. What were some of your concerns in providing care for your friend/relative once they
returned home?
Probe: emotional, stress, time management, education, financial

5. What advice would you give someone who has just had a friend/relative come home after
suffering a hip fracture/stroke?

6. If we were to develop a program to help caregivers like yourself, what would be most
helpful?
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TELEPHONE SCRIPT: RECRUITMENT OF PARTICIPANTS FOR FEEDBACK

Hello my name is . I am calling from the University of Waterloo about
the study you recently participated in regarding caregiver involvement in care transitions. You had
indicated to us that you might be interested in participating in the second part of this study. Is this an OK
time for us to talk about what would be involved? (If not, reschedule).

If you decide to participate in Part 2 of this study, it would involve a 45 minute interview (CG)
OR

a one hour focus group with approximately 5 other Case Managers (CM)

**If No, thank them once again for all of their help.

**If Yes, provide the participant with the potential dates and determine a convenient time for them to
participate.

The day before the interview/ focus group, | will phone you to make sure that you are still able to make

it. If you have to cancel your appointment, you can call Sheila Bodemer 519-888-4567 x33160. Thank
you very much for your help. | look forward to seeing you on [day and time of the appointment].
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CAREGIVER PARTICIPANT FEEDBACK QUESTIONS TO CONSIDER

1. According to your experience of providing care for your loved one during the transition
from hospital to home, does this theory adequately represent the needs of family
members during transitional care between a formal (hospital) setting and informal (home)
setting?

2. Is the format easy to understand?

3. Are there items that you would change or remove?

4. Are there items you would add?

5. What do you think about the idea of a “Caregiver Assessment” process?

6. What do you think about the idea of a “Care Agreement Contract”?

7. Based on this theory, what area do you see as the highest priority for intervention and

support? What would you suggest as an intervention?
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CASE MANAGER PARTICIPANT FEEDBACK QUESTIONS TO CONSIDER

1. According to your professional experience working with families during times of medical
crisis for older adults, does this theory adequately represent the needs of family members
during transitional care between a formal (hospital) setting and informal (home) setting?

2. Is the format easy to understand?

3. Are there items that you would change or remove?

4. Are there items you would add?

5. What do you think about the idea of a “Caregiver Assessment” process?

6. What do you think about the idea of a “Care Agreement Contract™?

7. Based on this theory, what area do you see as the highest priority for intervention and

support? What would you suggest as an intervention?
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Informal Caregivers of Older Adults at Home: Let’s PREPARE!

Instrocbons: Lefs PREFARE the lrl‘llnmlun:'rﬂn o care for the paticnt at haome, The visiking home care nurse will e ths screching tool o evalunie
prformal careg hier pre pared ness during the initial home visit i obtain baseline information. and st cach visil to tercene if there are any changes. ©heck
each row bo acknow ledge you assessed these items

QO F FPrescriplions

* Pharmacy kocation

® Co-payment needed

# [elivery by pharmacy or pick-up
by carcgiver

® Koowledge of, purpose and ssle effecis
of medacations

® How to peeill mediset amd! or insulin syringes
® Medicatson sl minstration
# Prescribed and iver-the counter medications

O Rendiness to manage
al hame

® Meview of hospital discharge plan

* Home cane peeds for the older adult
fe.g.. ensure limely medical follow-up
appointmienia)

® Contact numbe rs of boeme care staff, primary care
prowider (FCF), hospital, and support svstem

® [nsurance

® Supplies

& Madifications of home to prevent Blls and injury

® Appropridde communily resources (¢ g Meaki On
Wheeks i no cooking scilities avallable, comm unity
mental health, sexial'medical day carel

OE Early changes in condition

# Knuse beidge of changes requiring wrgent medical professsonal notification

OF Poartnership ameng
the home health

cane lenm

* Supplies
* Equipment
® Diurable Medical Equipment IDME)

® Fersonal Kmergency Response System (FERS)
* Individualized care plan fe g .. social worker; dietitian
plvsical. occupational. and speech the rapists)

QA Assistance needed Lo
perform procedures

» Woninds
* Introve nous treatme nis
* Suchioning

® Tube feeding
® A bivities of Daily Living
® Instrumental Activities of Daily Living

QR Realsthe expectalions
el goals

# [ioes the informal caregiver have any physical
of pescholog ical disability, orany behavior
such aa drug or alcohol or tobacco mmise?

® [hocs the informal careg iver have any other
Eamily responsibilites?

# |5 the informal canegiver employed?

* [ioes the informal caregiver have back-up

& What docs the older adull want o achieve®

® |5 care palliative fe g pain management, healing
of a wound, or living bo see 2 ¢ randchild gradiate
from college of gel marred 12

iTha informatson & abiained h ahn: ihe patent

* Sdvanced directives

* Contingency plan if home care aide
does not arvive

® Sadety in the horme

support* and indormal caregiver)
# Does the informal caregiver live with
the older adult?
O E Education and * Signs and symptoms of disease * Problems with medications fe g FCP calling late
empowerment * Long-berm canc plan evening after home care atafl ha kit 1o inform
& Nutrition patient not 1o take o med kation or fo increase

or deereass (e dosage of medication, such insulin
or Coumading

Follow-up aursing [nterventions are needed for ony items Uhat wre not checked.
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