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ABSTRACT 

In this qualitative description study, the dissertation author sought to consider family 

caregivers’ experiences during transitions occurring within an acute care setting. Family 

caregivers represent a critical component in the management of the health of older adults. The 

inclusion of family caregivers during transitions occurring between hospital and community 

settings has been previously considered. However, the experience of family caregivers during 

transitions occurring within the same setting remains unclear. The purpose of this study was to 

describe the experiences of family caregivers during transitions occurring within an acute care 

setting. Semi-structured interviews were conducted with 10 family caregivers. Interviews were 

audio-recorded and occurred in person or over the telephone. Analysis included coding of 

interview data and the development of overarching themes. 

In this study, family caregivers reported the following themes. These themes included: “a 

lack of central brain during hospitalization,” “muddling through transitions alone” and “wariness 

towards the care delivery system.” The environmental influence of the hospital setting influenced 

family caregivers’ view of the care provided by healthcare professionals and the transitions 

occurring between different units.  

Furthermore, half of the family caregiver participants (n=5) identified as having a 

background in healthcare. Healthcare professionals as family caregivers (HCP-FCs) reported 

unique experiences from other non-healthcare family caregivers. Interviews and field notes from 

HCP-FC participants were analyzed separately following the same procedures as the larger 

study. Themes emerged regarding seeking inclusion in the delivery of care to hospitalized older 

adults, the unique insider perspectives of HCP-FCs, and the role struggle HCP-FCs experienced 

between their role as informal caregivers and healthcare background.  
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Experiences of HCP-FCs and family caregivers during hospitalization of older adults 

have the potential to influence perceptions regarding transitional events occurring within acute 

care settings. Additionally, family caregivers’ and HCP-FCs’ perceptions of care coordination 

among healthcare professionals had the potential to negatively influence perceptions of 

transitions occurring within the acute care setting. 
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INTRODUCTION 

Statement of the Problem  

Family members often adopt the role of informal caregivers as older adult relatives 

experience changes in health (Bragstad, Kirkevold, & Foss, 2014). These family members 

represent a broad inclusion of friends and relatives who take on the role of a family caregiver out 

of a health necessity of the older adult (Bragstad et al., 2014; Friedemann & Buckwalter, 2014). 

As family members assume an informal caregiving role, they become responsible for similar 

duties as health care professionals and are at risk for experiencing burnout and negative health 

outcomes (Cutrino &SantaMaria, 2013; Garlo, O’Leary, Van Ness, & Fried, 2010; Martire, 

Lustig, Schulz, Miller, & Helgeson, 2004). Additionally, as older adults experience changes in 

health, they are at risk for higher incidences of hospitalization (Deschodt et al., 2015). During 

hospitalization, older adults often experience transitions between different units within an acute 

care setting. However, it is unclear what impact transitions occurring within an acute care setting 

have on family caregivers. Gaining an understanding of family caregivers’ experiences during 

transitions may support development of interventions aimed at positively influencing family 

caregivers’ ability to adopt new care duties after discharge as well as reduce rehospitalization of 

the older adult.  

Older Adults and Acute Care 

Older adults, defined as adults 65 year and older, represent a rapidly growing portion of 

the United States population (Administration on Aging [AOA], 2014). Currently, older adults 

represent around 45 million individuals or around 14% of the American population, with 

expectations that they will represent 21.7% of the total population by the year 2040 (AOA, 

2014). By the year 2060, the United States’ population of older adults is expected to double to 
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around 98 million individuals, while worldwide the older adult population is expected to 

outnumber the amount of children under the age of 15 by 2047 (AOA, 2014; Admi, Shadmi, 

Baruch, & Zisberg, 2015; United Nations, 2013).  

As adults age, they may become susceptible to negative health outcomes. Therefore, their 

access of the health care system may intensify, resulting in rising healthcare costs (AOA, 2014; 

American Geriatrics Society Expert Panel [AGS], 2012). In the United States, older adults seek 

increased care from health professionals due to the rise of chronic illnesses present as they age, 

with the majority of the older adult population experiencing at least one chronic illness (AOA, 

2014; Anderson & Horvath, 2004; AGS, 2012; Hwang, Weller, Ireys, & Anderson, 2001). 

Furthermore, the majority of older adults report having three or more chronic illnesses, known as 

multimorbidity (AGS, 2012). The presence of multiple chronic conditions may negatively impact 

quality of life, leading to greater dependence upon the health care system.  

As older adults attempt to take responsibility for management of their chronic illnesses, 

they are at risk of experiencing frequent unplanned hospitalizations (Deschodt et al., 2015). Over 

40% of all hospitalized patients are 65 years or older and they demonstrate heavy dependence 

upon emergency services and departments (Admi et al., 2015; Deschodt et al., 2015; Salvi et al., 

2007). Hospitalization, frequently related to an exacerbation of chronic illness or an infection 

such as pneumonia, places the older adult at risk of experiencing further decline in health status 

(Admi et al., 2015). Declines are often related to a loss of functional ability (Admi et al., 2015; 

Davydow, Hough, Levine, Langa, & Iwashyna, 2013; Zisberg, Shadmi, Gur-Yaish, Tonkikh, & 

Sinoff, 2015). As older adults experience loss of function and ability to carry out activities of 

daily living (ADLs), they are at risk of further diminishment of health status (Covinsky et al., 
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2003; Davydow et al., 2013). Older adults are often discharged from the hospital in fragile states, 

which may increase the likelihood of a subsequent hospitalization. 

Repeat hospitalizations represent a growing concern in the delivery of care to older 

adults. These hospitalizations have been termed as readmissions (Centers for Medicare and 

Medicaid [CMS], 2015). Readmissions involve the return of a discharged patient back to the 

same hospital for care within 30 days (CMS, 2015). The high rate of readmissions present in the 

older adult population increases health care costs, placing a heavy burden on the health care 

system (Vest, Gamm, Oxford, Gonzalez, & Slawson, 2010). Annually it is estimated that 

readmission rates costs Medicare, the federally run health insurance program for older adults 65 

years or older and disabled individuals, around 17 billion dollars (Regenstein & Andres, 2014; 

Vest et al., 2010). To address the rising costs associated with readmission rates, in 2012, under 

provision from the Patient Protection and Affordable Care Act, CMS introduced the readmission 

reduction program. Specifically, the readmission rate program targets the rising rate and cost of 

readmissions in targeted chronic illnesses by decreasing financial reimbursement to hospitals 

demonstrating excessive readmission rates in Medicare patients (CMS, 2015; Lavenberg et al., 

2014; Regenstein & Andres, 2014).  

During periods of hospitalization, older adults may express needs differing from those of 

healthcare professionals. They may value patient-centered, relational care more than skilled 

medication interventions (Bridges, Flatley, & Meyer, 2010). For example, during hospitalization, 

older adults often display expectations regarding highly relational care between themselves and 

healthcare professionals (Bridges et al., 2010). They take the technical aspects of care for granted 

and view expert health treatment as an expected outcome of being hospitalized (Bridges et al., 

2010). Moreover, older adults expect healthcare professionals to demonstrate effective 
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communication and inclusion of patients and family during the provision of care (Bridges et al., 

2010; Robinson et al., 2012).  

Furthermore, as older adults experience hospitalization and readmissions, they often 

experience transitions between different care settings and levels of care. Movement of older 

adults between care settings places them at risk of fragmented care and poor quality of care 

(Coleman, 2003; Coleman & Boult, 2003; Coleman et al., 2002; Naylor et al., 2013). During 

transitions, high rates of medication errors and communication breakdowns have been 

discovered (Coleman & Boult. 2003; Coleman et al., 2002; Corbett, Setter, Daratha, Neumiller, 

& Wood, 2010; King et al., 2013; Robinson et al., 2012). As older adults move between settings, 

communication necessary to ensure continuous care delivered may fail to occur (Coleman, 2003; 

Robinson et al., 2012). This increases their vulnerability to negative health outcomes and 

readmission to an acute care setting. Older adults with changing health needs experience care 

from numerous settings and health care professionals, challenging the ability of the health care 

system to provide continuous, high quality care across so many settings and clinicians (Coleman 

et al., 2002).  

Role of Family Caregivers 

The negative effect of hospitalizations and readmissions on health outcomes of older 

adults establishes the need for family member involvement in the management of their health 

and personal care. Unfortunately, health care systems often overlook the important role family 

caregivers play in the delivery of care for older adults (Coleman, 2003; Naylor & Keating, 2008). 

Organizations and health care professionals often fail to seek the inclusion of the family 

caregiver in participation of the care being provided to older adults (Parke et al., 2013; Boehmer 

et al., 2014). For example, providers in a primary care setting were found to avoid eye contact or 
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interactions with family members accompanying older adults to office visits. The family 

members were only included if they initiated a conversation (Boehmer et al., 2014). This 

exclusion creates difficulty for older adults who rely on family members’ assumption of 

caregiving roles in the management of their chronic illness. Different cultural backgrounds may 

also influence the level of participation sought by family caregivers during encounters with 

healthcare professionals. However, the ethnicity of the sample was not provided. 

Additionally, Parke et al. (2013) found nurses in an emergency department were often too 

busy to provide older adults with necessary basic care. Family caregivers accompanying the 

older adult were required to step in and provide care to meet the needs of the older adult in the 

acute care setting (Parke et al., 2013). Recognition of the importance family caregivers play in 

the management of an older adult’s chronic illnesses in health care settings is needed.  

As family members take on new informal caregiving roles, they expect to receive support 

from the health care system. Expectations are high as family members assume new caregiving 

responsibilities. Family caregivers report feeling overwhelmed during assumption of new 

responsibilities and anticipate support from health care providers during adaptation to a new 

caregiving role (Bauer, Fitzgerald, & Koch, 2011; Bridges et al., 2010; Plank, Mazzoni, Cavada, 

2012). Family members look to health care professionals to provide education and guidance in 

how to provide care and manage the health needs of the older adult. However, this support may 

be absent (Bridges et al., 2010; vom Eigen, Walker, Edgman-Levitan, Cleary, & Delbanco, 

1999). The relationship between health care members and family caregivers influences the 

experience of the older adult and family caregiver during hospitalization (Bridges et al., 2010). 

Family members reported poor inclusion during hospitalization and a lack of preparedness to 

assume caregiving roles (Digby & Bloomer, 2014; vom Eigen et al., 1999). If education of the 
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caregiver occurs, it is often during the discharge process, which often is a busy and 

overwhelming stage of care (Bauer, Fitzgerald, Haesler, & Manfrin, 2009). The quality of 

support received during this stage influences family caregivers’ perception of their hospital 

experience and comfort with new caregiving responsibilities (Bauer et al., 2009).  

Support from professional caregivers to family caregivers aids in positive outcomes for 

older adults (Weinberg, Lusenhop, Gittell, & Kautz, 2007). As health care organizations fail to 

identify the needs of family caregivers and older adults, frequent readmissions of older adults 

may continue to occur (Reinhard, Given, & Pelick, 2008; Shyu, 2000). The development of a 

collaborative relationship between health care professionals and family caregivers is critical in 

promoting positive outcomes in the health of older adults, potentially reducing the high rates of 

readmission in older adults.   

Transitional Care 

Rising health care costs relating to older adults challenges hospital systems to create and 

implement programs aimed at decreasing hospitalization. The idea of transitional care has 

emerged in an attempt to support older adults and families as they experience movement between 

different levels and settings of health care (Coleman, 2003). Transitional care is defined as 

actions taken to promote “coordination and continuity of healthcare as patients transfer between 

different locations or different levels of care within the same location” (Coleman & Boult, 2003, 

p. 556). Transitional care seeks to promote positive outcomes as older adults transfer between or 

within care settings. These transfers are viewed as transitions (Coleman & Boult, 2003). 

Transitions may occur between or within home settings, acute care settings, subacute settings, 

long-term care settings, as well as primary and ambulatory care settings (Coleman & Boult, 

2003). Transitional care represents unique events; separate from discharge planning or case 
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management (Naylor, 2012). Transitional care seeks to promote positive outcomes during the 

time-limited services provided as an individual experiences a transition (Naylor, 2012). As the 

definition of transitional care includes numerous potential transitions, this study focuses 

specifically on those transitions occurring with one location, an acute care setting.  

The focus on transitions represents a critical issue. After discharge from the hospital, 

older adults are at risk of transitioning among numerous other care settings. For example, over 

400 separate transitions were found within a cohort of 103 older adults discharged from the 

hospital (Unroe et al., 2010). On average, each older adult faced four separate transitions relating 

to their hospitalization (Unroe et al., 2010). As frequent transitions occur, older adults experience 

higher risks of negative outcomes due to patient characteristics such chronic illnesses and 

cognitive or functional impairment as well as system issues such as limited access to services, 

breakdown in communication across care settings, and lack of proper patient and caregiver 

education (Naylor et al., 2004). Successful transitions are vital in maintaining the health of older 

adults experiencing multiple comorbidities and illnesses (Coleman & Boult, 2003).  

Transitional care incorporates numerous components. Issues such as appropriate 

communication between the patient and health care team members receives attention (Coleman, 

2003, Naylor, 2012). Emphasis is placed upon the ability of the patient and caregiver in 

recognizing health needs and the family caregiver’s ability to communicate and participate 

during decision-making sessions (Coleman, 2003; Naylor, 2012). Additionally, transitional care 

highlights the necessity of follow-up care after a transition to consider experiences and outcomes 

(Coleman, 2003). Transitional care seeks to improve care outcomes as older adults experience 

changes in their health.  
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Successful transitions are often reliant upon the involvement of family caregivers (Albert 

et al., 2015; Robinson et al., 2012). The continuity of care as older adults transition between care 

settings may rely upon the family caregiver to provide information necessary to “fill in the gaps” 

(Robinson et al., 2012, p. 425). Family caregivers possess vital information and insight into the 

care of the older adults during times of care transitions. Nonetheless, transitional care typically 

concentrates on older adult patients and health care professionals, excluding family caregivers 

(Byrne, Orange, & Ward-Griffin, 2011). Besides the patient, family caregivers are often the only 

common aspect as numerous transitions occur in the care of the older adult (Coleman et al., 

2004; Albert et al., 2015). Expectations placed on family caregivers’ ability to assume care 

responsibilities necessary to prevent hospitalization may represent unrealistic goals and result in 

caregiver burnout (Albert et al., 2015).  

Transitional Care Models 

Numerous transitional care models and frameworks have emerged presenting specific 

methods aimed at improving the health outcomes in family caregivers and older adults while also 

seeking to decrease readmission rates in older adults. The models for review include the Project 

Re-engineered Discharge (RED) (Jack et al., 2008), the Project Better Outcomes for Older 

Adults through Safe Transitions (BOOST) (Society of Hospital Medicine, n.d),.the Transitional 

Care Model (TCM) (Parry, Coleman, Smith, Frank, & Kramer, 2003), the Care Transitions 

Intervention (CTI) (Naylor, 1990; Naylor et al., 2004), and the Interventions to Reduce Acute 

Care Transfers (INTERACT) model (Ouslander et al., 2011). Each model presents a slightly 

different aspect of the transitional process and involves different health care professionals. 

Utilizing different strategies, all support a patient-centered approach and demonstrate decreased 

costs and readmission rates associated with the care of older adults (Enderlin et al., 2013).  
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Hospital to Home Transitional Models  

The models targeting the transition from the hospital to home setting include the RED 

model, the BOOST model, the CTI, and the TCM. The RED model focuses on the discharge 

process while seeking to reduce common problems or issues older adults might experience 

(Enderlin et al., 2013; Jack et al., 2008). Overall the model addresses twelve different aspects 

relating to the discharge process, emphasizing the need for discharge planning to begin early 

during hospitalization and ensuring information regarding a patient’s admission is appropriately 

communicated to the primary care provider (Jack et al., 2008). The RED model’s emphasis on 

the discharge process may fail to consider social and environmental factors influencing 

readmission of older adults. Additionally, the focus appears on the actions taken by the health 

care team, such as ensuring proper education and documents have been prepared and delivered to 

the patient. A partnership between the health care team and the patient and family appears to be 

absent.  

Project BOOST similarly seeks to target the discharge process. This model has developed 

numerous toolkits available for use to target readmission rates of older adults. The toolkits target 

numerous areas and strategies including written discharge instructions, patient education, 

medication reconciliation, building partnerships with post-acute care facilities, scheduling 

follow-up appointments prior to discharge, implementing follow-up telephone calls, as well as 

promoting interprofessional rounds that seek to include the patient and family member and other 

health care team members in daily discussion of care (Society for Medicine, n.d.). Project 

BOOST stresses the importance of considering the patient population to determine which aspects 

of the toolkit might be appropriate and useful during adoption of this model.  
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The CTI developed as a result of focus groups conducted with patients and caregivers in 

an attempt to gain insight into their experiences during the transition process from hospital to 

home (Parry et al., 2003). From these discussions, four main concerns emerged into the 

development of the CTI, including medication management capabilities, the development of a 

personal health record to ensure continuity across care settings, ensuring patients receive follow- 

up care, and patients are able to recognize when their health condition begins to worsen (Parry et 

al., 2003). These four areas are targeted during discharge and post discharge. Through use of this 

model, a nurse acting in the role as a transitional coach follows up with patients and families 

post-discharge. This nurse acts a support and knowledgeable source for patients and families as 

they are reintroduced to the community setting. The CTI represents a patient and family 

caregiver centered model.  

The TCM also targets the transition from hospital to home. However, this model focuses 

on the role of the nurse in ensuring patients experience successful transitions. Advance practice 

nurses (APNs) take a central role, originally termed as transitional care coordinators (TCCs) 

(Naylor 1990; Naylor et al., 1994) but in further development of the TCM, the APN role has 

been defined as transitional care nurses (TCNs) (Naylor, 2012; Bradway et al., 2012). The TCN 

becomes responsible for coordinating care by meeting with newly admitted patients and 

following their care throughout hospitalization and as they transition home. The TCN conducts 

follow-up phone calls and visits the older adult to support this transition (Naylor 1990; Naylor et 

al., 1994, 2004). Throughout this process, the TCN works to ensure care meets the needs of 

patients and family members and ensures their participation in their care. A collaborative 

approach between care providers is demonstrated and the TCN also accompanies the patient to 

their follow-up appointments with a primary care provider to ensure continuity of care (Naylor et 
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al., 2004). The TCN assumes responsibility for nursing care for up to three months after 

discharge (Naylor et al., 2004). Overall, the TCM promotes early identification and assessment 

of patients’ and caregivers’ needs.  

A Community Based Transitional Model 

The INTERACT model seeks to reduce unnecessary transitions for residents of long-term 

care to acute care settings. This model is focused on quality improvement and addresses five key 

tactics to reduce hospital readmissions. These tactics include ensuring a quality improvement 

team actively monitors care through benchmarking and tracking processes; staff are able to 

identify early changes in health status; adequate end of life care planning is addressed; and 

proper documentation and communication occurs between health care professionals as well as 

with residents’ families (Ouslander, Bonner, Herndon, & Shutes, 2014). The INTERACT model 

has demonstrated reduced readmission rates and Medicare spending but more research is need to 

further evaluate its effectiveness (Ouslander et al., 2011).  

Acute Care Transitional Models  

A lack of early consideration of caregiver experience and involvement may lead to 

development of models of care missing vital aspects influencing later adjustments and role 

changes. One of the only models of care to consider family caregivers during hospitalization of 

the older adult, the ACE model does not specifically target transitions but seeks to ensure a 

collaborative relationship is promoted, adapting the hospital environment to meet the needs of 

older adults, and ensure discharge planning begins early to support the needs of family 

caregivers (Naylor & Keating, 2008; Panno, Kolcaba, & Holder, 2000). The ACE model 

demonstrates positive outcomes and considers the necessary changes needed to promote 

engagement of patients and family in provision of care (Naylor & Keating, 2008; Panno et al., 
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2000). However, this model does not specifically address family and patient needs during 

transitional events.  

Critique of Transitional Care Models  

Except for the INTERACT and ACE models, the majority of these transitional care 

models emphasize the discharge process. The discharge process represents a critical time period 

for provision of education and preparedness for the upcoming transitional event. However, 

transitional care should include an examination of the entire sequence of actions involved in the 

continuity of care (Coleman & Boult, 2003). Discharge focuses on the process of getting patients 

ready for a transition in care; therefore, it may not adequately reflect the transitional event 

(Maramba, Richards, & Larrabee, 2004).  

Transitional care models must also include considerations of older adults’ and family 

caregivers’ experiences during transitions. Family caregivers’ experiences during transitions 

occurring within the same facility may differ from transitions occurring between settings. During 

hospitalization, older adults at risk of negative health outcomes may expect family caregivers to 

aid in the management of their changing health needs during transitions occurring within an 

acute care setting. However, older adults’ expectations may not reflect healthcare professionals’ 

expectations regarding the role of family caregivers during hospitalization. Therefore, 

transitional care models must include considerations of family caregivers’ experiences during 

hospitalization, as these experiences may influence care experienced by older adults.  

Philosophical Perspective 

When choosing the best research approach to examine family caregivers and transitional 

care, ontological and epistemology views should be considered. In this study, my ontological 

views stem from Parse’s (1987, 2000) simultaneity paradigm. The simultaneity paradigm 
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addresses the relationship between humans, health, nursing, and the environment, echoing 

nursing’s metaparadigm focus (Fawcett, 1984; Fawcett & Cody, 1996; Parse, 1987, 2000). The 

Simultaneity paradigm views health as being on a continuum. The whole person must be 

considered; humans are comprised of spiritual, social, psychological, and physical aspects. While 

they are separate from the environment, they interact with and are influenced by the 

environment. Finally, the nurse maintains a collaborative relationship with the individual; they 

both work together to support the individual’s health along the continuum (Parse 1987, 2000). 

Health is viewed as a process of reaching a positive state of being along a continuum of wellness 

and illness. This worldview allows for a focus on individuals’ motives and recognizes the need 

for nursing care supporting the inclusion of patients and family (Rose, 1999). In order for nurses 

to truly affect the health status of an individual, such as a family caregiver, the individual (family 

caregiver) has to be involved as an equal partner.  

Epistemologically, my personal views are shaped by the constructionism paradigm. In 

constructionism, meaning is transactional, stemming from interactions between individuals and 

their surroundings (Lincoln, Lynham, & Guba, 2011). Meaning is constructed not discovered 

(Crotty, 1998). Therefore, individuals are responsible for creating their own view of life and 

events. It is impossible to separate an individual from an event or setting, because the 

understanding of that event or environment depends upon the interaction between persons and 

experiences (Lincoln et al., 2011). As family caregivers share their experiences, meaning can be 

constructed as it is influenced by the relationship between the researcher and the insider (Lincoln 

et al., 2011; Crotty, 1998).  

From this perspective, the family caregiver experience during transitions in care can be 

individually experienced and meaning derived during the transactional process between 
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participant and researcher (Lincoln et al., 2011; Crotty, 1998). Constructionism will support the 

understanding of how family caregivers construct meaning of their experiences within the 

environment of an acute care setting and the actions they take based upon those meanings 

(Crotty, 1998). 

Conceptual Framework 

Salutogenic Model 

The Salutogenic Model was used to frame this study. The Salutogenic Model emerged in 

an attempt to counter the reliance on viewing individuals under a pathological orientation 

(Antonovsky, 1987). It seeks to recognize the unique position of every individual along a health 

and illness continuum and identify factors varying in each individual, leading to unique 

responses to life stressors (Antonovsky, 1987). Individuals can experience health and illness at 

the same time (Antonovsky, 1987). Health and illness cannot be completely separated as people 

are constantly moving back and forth between states of health and illness. Since all individuals 

face the prospect of death, health can never truly be unhinged from considerations of illness 

(Antonovsky, 1987). Life stressors are not viewed as automatically resulting in pathologically 

negative outcomes. Instead, individuals’ ability for adaptation represents a key factor in whether 

they experience a negative pathological health event (Antonovsky, 1987). While the pathological 

orientation focuses on ideas in which individuals are rarely seen apart from diseases, salutogenic 

orientation recognizes the need for working with individuals to help move them towards a 

healthier state of being. Salutogenesis represents the consideration of the origin of health, 

individuals’ stress resources, and how individuals can maintain or improve health in spite of 

encountering negative and stressful circumstances. The Salutogenic Model can be applied to 

individuals, groups, or society (Lindstrom & Eriksson, 2005). 
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Antonovsky (1987) identified three major concepts of the Salutogenic Model. They 

include health as an ease/dis-ease continuum, sense of coherence, and generalized resistance 

resources (GRRs). The Salutogenic Model proposes individuals may be located at any time on a 

health continuum between health and illness moving between four different categories 

(Antonovsky, 1979, 1987). These categories include pain, functional limitation, prognostic 

implication, and action implication (Antonovsky, 1979). Each category represents different 

levels of breakdown a person might experience. Breakdowns are defined as the degree of pain 

and distress occurring in individuals’ lives (Antonovsky, 1979; Mittelmark & Bull, 2013). 

Regardless of where individuals fall on in this continuum, they always maintain some state of 

wellness and illness, because everyone can be considered as a “terminal case” (Antonovsky, 

1987, p. 3). People are able to sustain health while still experiencing illness or impending death. 

At some point, everyone faces death; yet there is always the potential to address wellness.  

TABLE 1. Salutogenic Model Concept 1: Ease/dis-ease Health Continuum 

Ease/dis-ease Continuum Categories and 
Definitions 

Measurement of Ease/dis-ease 
Continuum Categories 

Pain: 
Breakdown may be any state or condition of the human 
organism that is felt to be painful  

 
1. Not at all 

2. Mildly 
3. Moderately 

4. Severly 
Functional Limitation: 

Breakdown is any state or condition which may be limiting 
performance of activities of daily living  

 
1. Not at all 

2. Midly 
3. Moderately 

4. Severly 

Prognostic Implication:  
Breakdown is any state that a healthcare professional may 
deem as a condition 

 
1. Not acute or chronic 

2. Mild, acute, and self-limiting 
3. Mild, chronic, and stable 

4. Serious, chronic, and stable 
5. Serious, chronic, and degenerative 
6. Serious, acute, and life-threatening 
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TABLE 1. – Continued 

Ease/dis-ease Continuum Categories and 
Definitions 

Measurement of Ease/dis-ease 
Continuum Categories 

Action Implication: 
Breakdown is seen as requiring an action by healthcare 
professionals  

 
1. No particular health-related action 

2. Efforts at reduction of known risk factors 
3. Observation, supervision, or investigation by 

the health care system 
4. Active therapeutic intervention 

(Note: Adapted from Antonovsky, A. (1979). Health, stress, and coping. San Francisco: Jossey Bass, p. 65) 

Sense of coherence (SOC) represents the second major concept of the Salutogenic Model. 

This concept represents the level of confidence an individual may possess (Antonovsky 1987; 

Tartas, Walkiewicz, Budzinski, Majkowicz, & Wojcikiewicz, 2014). SOC is comprised of three 

components, including comprehensibility, manageability, and meaningfulness (Antonovsky, 

1987). Comprehensibility addresses if the environmental stimuli individuals experience, both 

internal and external, are structured, clear, predictable, and consistent. Manageability supports 

the consideration of whether an individual’s personal resources can meet demands emerging due 

to the experienced stimuli. Finally, meaningfulness addresses how individuals’ emotional and 

motivational viewpoints influence the effect of stimuli as positive or negative (Antonovsky, 

1987). Overall, the strength of SOC is influenced by these factors and is the key factor in an 

individual’s ability to regulate psychological responses to pathologic stressors (Wolff & Ratner, 

1999).  

The third main concept of the Salutogenic Model is generalized resistance resources 

(GRRs). GRRs represent wide-ranging resources affecting individuals’ ability to cope with 

stressors. Examples include coping strategies, social supports, cultural stability, material 

resources, and genetic strengths (Antonovsky, 1987; Wolff & Ratner, 1999). The degree to 

which GRRs are present impacts the magnitude to which a stressor will have a negative 
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influence on SOC. Therefore, GRRs and SOC have a dynamic and reciprocal relationship (Wolff 

& Ratner, 1999). 

TABLE 2. Generalized Resistance Resources (GRRs) 

Concept of Generalized Resistance Resources 

GRRs include factors 
such as: 

1. Physical 
2. Biochemical 
3. Artifactual-material 
4. Cognitive 
5. Emotional 
6. Valuative-attitudinal 
7. Interpersonal-relational 
8. Macrosociocultural 

Which are characteristics of the 
following:  
 
1. Individuals 
2. A primary group 
3. Subcultures 
4. Society  

They are also effective in 
either: 
 
1. Avoiding 
 or 
2. Combating 
 
A wide variety of 
stressors  

(Note: Adapted from Antonovsky, A. (1979). Health, stress, and coping. San Francisco: Jossey Bass, p. 103) 

Application of Salutogenic Model to Transitional Care and Family Caregivers  

The Salutogenic Model addresses the location of an individual on the continuum of 

health (Antonovsky, 1987). The Salutogenic Model represents a highly abstract theory, which 

demonstrates logical adequacy, usefulness and generalizability to various settings and 

phenomena. The theory’s meanings and concepts support widespread application and aids in the 

consideration of family caregivers’ adaptation to caregiving demands as older adults transition 

between different units within an acute care setting.  

For family caregivers accompanying their ill loved one into the environment of an acute 

care setting, the Salutogenic Model aids in understanding how GRRs can help moderate and 

support family caregivers’ SOC. Stressors emerging from the transition process may cause fewer 

negative outcomes in family caregivers demonstrating a wide assortment of resources (Wolff & 

Ratner, 1999). GRRs such as social support, knowledge or understanding of the health care 

system, and material resources (e.g. means of transportation and stable living situations) might 

be expected to affect family caregivers’ experiences and copping ability with stressors within an 
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acute care setting (Antonovsky, 1987; Wolf & Ratner, 1999). By understanding the impact of 

GRRs on family caregivers’ stress and adaptation, it is possible to consider whether the level of 

GRRs in family caregivers is adequate to support their level of SOC. This in turn influences their 

ability to take on new caregiving responsibilities as the health status of the older adult and the 

location where care is provided change.  

Salutogenic Model Summary  

Use of the Salutogenic Model to frame understanding of transitional events occurring in 

the acute care setting provides insight into family caregivers’ participation and ability to cope 

with changes occurring in the acute care setting. The level of SOC family caregivers demonstrate 

influences their ability to seek involvement during transitions. However, if family caregivers 

have a lower SOC, they may be more hesitant to interject themselves into the stressful 

environment of an acute care hospital. Family caregivers with lower levels of SOC may not 

know how to seek inclusion from hospital staff or may be overwhelmed by the stressors involved 

in the changing aspects of care occurring with transitions with in an acute care setting. Framing 

the consideration of family caregivers’ experiences during transitional events with the 

Salutogenic Model supports consideration of how stressors and available resources might 

influence the caregiving role in the hospital setting.  

Statement of Research Purpose and Aims 

The purpose of this qualitative description study was to describe the experiences of 

family caregivers during transitions within an acute care setting. The three specific aims for this 

study were to:  

1. Specific Aim 1: Describe family caregiver experiences during transitions within an acute 

care setting.  
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a. describe how family caregivers define transitional experiences within an acute care 

setting 

b. describe attitudes reflected in family caregivers’ descriptions of experiences 

c. identify factors influencing family caregiver attitudes during transitions  

2. Specific Aim 2: Describe the ability of family caregivers to maintain the caregiving 

process during transitions within an acute care setting. 

a. explore how family caregivers understand their caregiving role during the 

hospitalization of the older adult 

b. identify factors facilitating and hindering family caregivers’ ability to act in the 

caregiver role during transitions 

3. Specific Aim 3: Explore the level of participation sought by the family caregiver during 

transitions occurring within an acute care setting.  

a. identify and describe factors that influence the decision to seek participation 

b. compare and contrast participants’ response to hospitalization based on demographic 

 characteristics. 

Significance of the Study  

Rising costs of care related to frequent hospitalization of older adults represents a key 

concern for the healthcare system. Programs aimed at reducing hospital readmissions constantly 

emerge. Transitional care represents a key area targeting frequent hospitalizations and 

readmissions.  

However, this important contribution of family caregivers may go unrecognized during 

care transitions. Older adults’ and family caregivers’ experiences within the acute care setting 

influence outcomes during transitional events. Transitional care typically concentrates on older 
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adult patients and health care professionals, excluding family caregivers (Byrne et al., 2011). 

Besides the patient, family caregivers are often the only common aspect as numerous transitions 

occur in the care of the older adult (Coleman et al., 2004). Through being one of the only 

common aspect during transitions of older adults, family caregivers retain information regarding 

the previous care provided to older adults as well as the present and future needs of the older 

adult. The knowledge family caregivers retain represents vital information to the care of the 

older adult after a transition in care. Therefore, it is necessary to investigate the experience of 

family caregivers to ensure successful transitions and development of appropriate models of 

care. 

Review of the Literature 

The review of literature contains an overview of the literature relating to family 

caregivers’ experiences during hospitalization of older adults. This review includes consideration 

of family caregivers’ financial concerns, risk for experiencing caregiver burnout, and health 

outcomes family caregivers experience during hospitalization of the older adult. Furthermore, a 

review of the literature relating to family caregivers’ experiences during transitions is presented. 

Transitions reviewed included those occurring between an acute care setting and the community, 

between long-term care and an acute care setting, and between the community and an acute care 

setting.  

Family Caregivers 

Family members play an important role in the management of older adults’ illnesses (Li, 

2005; The National Alliance for Caregiving and AARP, 2015). Unpaid family members may 

assume a caregiving role, providing informal care to the older adult (Reinhard et al., 2008; The 

National Alliance for Caregiving and AARP, 2015). Informal care often includes activities of 
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daily living, medication management, and disease management. During clinical encounters, 

family caregivers often aid in decision-making, act as an advocate or interpreter, and provide 

emotional support for older adults (Boehmer et al., 2014). Family members in this role may be 

referred to as family caregivers or informal caregivers (Reinhard et al., 2008; The National 

Alliance for Caregiving and AARP, 2015). During hospitalization, family caregivers represent a 

critical support for the older adult and may act as a vital link in supporting interactions between 

the older adult and healthcare professionals (Auerbach et al., 2005; The National Alliance for 

Caregiving and AARP, 2015). Wide-ranging definitions of family caregiving supports 

recognition of the intricate circumstances families may be experiencing during the provision of 

informal care to older adults (Gitlin, 2012).  

Family caregivers represent 65.7 million people in the United States or 29% of the total 

population, with 43.5 million providing care for older adults. While both males and females 

provide care, the majority of the caregivers are female, representing about 60% of family 

caregivers in the United States. Female caregivers also provide the most care hours and are more 

likely to be responsible for difficult tasks, such as dressing, toileting, and bathing. Compared to 

Caucasian or Asian family caregivers, Hispanic/Latino family members demonstrate higher 

levels of involvement in caregiving actives and longer hours of care provided for a loved one. 

African American family members also demonstrate high levels of involvement in caregiving 

activities of older adults. The average age of family caregivers is 49.2 years old, with most 

falling between the ages of 18 and 49 (The National Alliance for Caregiving and AARP, 2015). 

Financial burden of caregiving. Caregiving impacts the financial status of the family 

caregiver. Out of the total number of family caregivers, 60% reported recent employment while 

also acting in a caregiving role (The National Alliance for Caregiving and AARP, 2015). As the 



 
 

 
32 

health of the older adult declined, the number of reported work hours decreased and family 

caregivers were more likely to modify work schedules instead of caregiving responsibilities (The 

National Alliance for Caregiving and AARP, 2015). Often, family caregivers are forced stop 

working in order to meet increased caregiving demands as the health status of older adults 

worsens (Houser & Gibson, 2008). This is most often seen in female caregivers who are more 

likely to stop working or take an easier job in order to provide care to older relatives (The 

National Alliance for Caregiving and AARP, 2015). Informal care provided by family caregivers 

has been estimated to be equivalent to a spending of over 56,000 dollars annually (Hurd, 

Martorell, Delavande, Mullen, & Langa, 2013).  

While caregiving can have a negative financial impact on family caregivers, it also 

affects employers. Employers are impacted by the absence and reduction of work performed by 

employees (Ponce, Basurto-Davila, & Kuo, 2013). In Los Angeles County, a survey estimated a 

loss of financial benefits of 1.5 billion dollars in the year 2007 (Ponce et al., 2013). This is 

expected to increase to 2.7 billion by the year 2030 (Ponce et al., 2013). The financial burden for 

employers will increase as the number of older adults requiring care provided by family 

members expands.  

Caregiver burnout. Family caregivers are at risk of experiencing burnout as well as 

depression and financial stress. Family caregivers at risk of experiencing burnout, depression, 

and financial stress include spouses, female family members, family caregivers with limited 

educational background and those residing with the older adult care recipient (Adelman, 

Tmanova, Delgado, Dion, & Lachs, 2014). Assuming caregiving duties places a burden upon 

family members, increasing their risk of negative health outcomes (The National Alliance for 
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Caregiving and AARP, 2015). A large portion of family caregivers in the United States report 

high levels of caregiving burden (The National Alliance for Caregiving and AARP, 2015).  

Furthermore, rises in caregiving burden increases usage of healthcare services. As family 

caregivers perceive greater caregiving burden, they seek healthcare services more frequently than 

expected (Longacre, Wong, & Fang, 2014; Miller, Rosenheck, & Schneider, 2012). In older 

adults whose family caregivers perceive greater levels of caregiving burden, higher rates of 

healthcare services are sought (Miller et al., 2012). Greater caregiving burden has been 

associated with higher usage of various healthcare services, potentially increasing the burden on 

healthcare systems (Miller et al., 2012).  

Effect of caregiving on health. Caregiving is associated with decreased overall health 

status. Family caregivers report higher levels of stress and a more negative view of their personal 

health status than other family members (The National Alliance for Caregiving and AARP, 

2015). Caregivers who experience stress see a decrease in T-cell function, resulting in lowered 

immune response (Damjanovic et al., 2007; Schofield et al., 2014). Family caregivers are at high 

risk of experiencing an immune system disorder (Schofield et al., 2014). High stress levels 

decrease immune responses, potentially placing family caregivers at increased risk for negative 

health outcomes (Damjanovic et al., 2007; Schofield et al., 2014). The status of the older adult’s 

health influences the perceived caregiving burden and stress level of the family caregiver. The 

level of stress felt by family caregivers also affects caregivers’ mortality rates (Perkins et al., 

2013). Family caregivers who report high levels of caregiving burden are twice as likely to die 

than those reporting lower levels of caregiving burden (Perkins et al., 2013). In addition, family 

caregivers providing care for disabled relatives experience higher rates of mortality when 

compared to those who did not (Perkins et al., 2013). High levels of stress or caregiving burden 
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is associated with higher mortality rates when compared to family caregivers reporting little or 

no stress (Perkins et al., 2013). 

Overall, family caregivers are at high risk of developing anxiety, depression, and 

hopelessness (Pinquart & Sorensen, 2003). Depression is a frequent and negative outcome of the 

caregiving role and increases the risk of suicidal ideation in family caregivers (O’Dwyer, Moyle, 

& van Wyk, 2013). Family caregivers have difficulty gaining access to support due to the 

absence of assertive behaviors or decreased knowledge of available support (O’Dwyer et al., 

2013). Therefore, family caregivers may be at an increased risk of experiencing conflict, poorer 

health, and psychological distress (O’Dwyer et al. 2013). As family caregivers experience 

financial strain, heavy care burdens, and social isolation their risk of depression and suicidal 

ideation increases. 

Experiences During Hospitalization 

During hospitalization, family caregivers view relationships with hospital staff as vital to 

older adults’ health outcomes. Family caregivers and older adults are likely to take for granted 

the technical aspects of care occurring within an acute care setting. Throughout the period of 

hospitalization, family caregivers experience different relational needs affecting their ability to 

participate in the delivery of care. Hospitalization experiences may result in changing needs of 

family caregivers, influencing their participation during hospitalization while also leading to 

alterations in family caregivers’ overall health.  

Family caregiver needs and participation during hospitalization. During 

hospitalization of older adults, family caregiver’s express needs differing from those of 

healthcare professionals. Instead of expectations regarding highly technical and technology 

based care, family caregivers have high expectations towards a relationship with healthcare 
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professionals, particularly physicians and nurses (Bridges et al., 2010). These expectations were 

found across different Caucasian groups in the United States, Europe, and Australia (Bridges et 

al. 2010). As older adults transition between different settings, family caregivers may experience 

relocation stress and caregiver burden due to changing levels of the older adult’s health 

(Czerwonka et al., 2015). Family caregivers require education and support as they seek to adapt 

to the changing needs of the older adult and their needs may center on issues relating to 

cognitive, emotional, practical and social needs (Maxwell, Stiemle;, & Saylor, 2007; Verhaeghe, 

Defloor, Van Zuuren, Duijnstee, & Grypdonck, 2005). Family caregivers require cognitive 

information regarding changes in the status of the older adult as well as emotional support to aid 

in their ability to cope and handle these changes (Verhaeghe et al., 2005). Social needs include 

the access of the family caregiver to the older adult during hospitalization and proximity of the 

hospital to where they live (Verhaeghe et al., 2005). Practical needs, while ranked lower than the 

others, address the need for privacy with the older adult and ability to have a waiting room and 

bathroom available for visitors (Verhaeghe et al., 2005). Overall, social and cognitive needs rank 

among the highest concerns for family caregivers during hospitalization of older adults.  

One of the most critical areas from cognitive and emotional needs is the need for 

information and communication with health care professionals. Healthcare professionals assume 

the main caregiving role during hospitalization. Family caregivers are expected to reassume their 

duties after discharge. However, as the health of the older adult changes so will the caregiving 

duties and responsibilities. Family caregivers expect to receive information to aid in their 

understanding of changing status and assumption of potentially new and difficult caregiving 

tasks (Digby & Bloomer, 2014; Toye, Matthews, Hill, & Maher, 2014). Family caregivers often 

expect acknowledgement and inclusion as caregiving partners by healthcare professionals in the 
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provision of care to the older adult (Black, Boore, & Parahoo, 2011). Family caregivers often 

expect a partnership relationship with healthcare professionals, which may be prevented by a 

lack of information and limited communication. However, family caregivers’ ethnicity may 

influence expectations regarding inclusion, which were not addressed by Black, Boore, and 

Parahoos (2011). 

Of note, the amount of time a family caregiver spends providing care to older adults may 

influence family caregiver satisfaction with the level of inclusion they experience from 

healthcare professionals. For example, family caregivers involved in the provision of over 21 

hours of caregiving duties each week, reported high levels of communication with healthcare 

professionals (The National Alliance for Caregiving and AARP, 2015). However, for family 

caregivers involved in few hours of caregiving duties per week, the level of reported inclusion of 

family caregivers decreased (The National Alliance for Caregiving and AARP, 2015). Overall, 

the lack of sharing has the potential to negatively impact the level of trust a family caregiver 

places on the healthcare team. Trust represents a critical aspect in supporting the care of the older 

adult and for the establishment of post-hospital care planning (Auerbach et al., 2005).  

Hospitalization does not diminish the caregiving role of family members. Instead, family 

caregivers report changes in their caregiving duties (Digby & Bloomer, 2014). Instead of 

providing physical care, family caregivers become involved in monitoring the health status, 

seeking information from a wide array of healthcare professionals, and participating in decision-

making activities regarding the older adult’s plan of care (Digby & Bloomer, 2014).  

Nonetheless, family caregivers continue to express dissatisfaction with communication, 

discharge decisions, and information sharing during hospitalization (Digby & Bloomer, 2014; 

Toye et al., 2014; Whittamore, Goldberg, Bradshaw, & Harwood, 2014). When the older adult 
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received care on a unit specially targeting older adult care needs, reported dissatisfaction reduced 

(Whittamore et al., 2014). Recognizing special considerations regarding older adults and 

designing care related to these considerations promotes patient-centered care (Whittamore et al., 

2014). This leads to increased satisfaction with care and better inclusion of family caregivers. 

This includes consideration of the long-term needs of family caregivers as the older adult is 

discharged and transitions to another setting (Digby & Bloomer, 2014; Toye et al., 2014). Family 

caregivers report varying levels of involvement during care planning and decisions made 

regarding future care without their input (Digby & Bloomer, 2014).  

Family caregivers report both negative and positive reactions to their lack of involvement 

in care planning activities (Digby & Bloomer, 2014). Reports of positive reactions may stem 

from strong relationships between family caregivers and healthcare professionals. During 

hospitalization, positive relationships support family caregivers’ comfort in seeking involvement 

during periods of decision-making (Digby & Bloomer, 2014). Understanding the needs of the 

older adult and family caregiver during hospitalization presents a critical component of 

improving care outcomes. Therefore, it was necessary to conduct an open-ended study 

supporting family caregivers’ ability to feel comfortable providing both negative and positive 

experiences.  

Family caregiver health outcomes during hospitalization of an older adult. During 

hospitalization of an older adult, family caregivers experience numerous emotions and stressors 

that impact their health. Hospitalization of the older adult represents a highly traumatic event 

(Auerbach et al., 2010). While in a hospital setting, family caregivers are at risk of experiencing 

depression and anxiety (Choi et al., 2014; Epstein-Lubow et al., 2012; Lloyd & Rosenthal, 2015; 

Schmidt & Azoulay, 2012). Family caregivers of hospitalized older adults experience higher 
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rates of depression and distress than family caregivers of non-hospitalized older adults (Epstein-

Lubow et al., 2012). The higher rates of depression associated with hospitalized older adults may 

be especially present when the older adult displays a high risk for dying or if the older adult has a 

chronic illness (McAdam, Dracup, White, Fontaine, & Puntillo, 2010; Schmidt & Azoulay, 

2012). Additionally, the risk of depression increases if family caregivers lack social resources or 

support from other family members or healthcare professionals while the older adult is 

hospitalized (Longacre et al., 2014). Rates of depression may linger after discharge, negatively 

affecting the family caregiver who may be adjusting to new caregiving duties (Schmidt & 

Azoulay, 2012).  

Family caregivers may also feel higher levels of anxiety during hospitalization. Anxiety 

can be viewed as a degree of the strain family caregivers experience as the health of the older 

adult declines (Auerbach et al., 2010). Given their lack of information and limited 

communication with healthcare professionals within an acute care setting, family caregivers may 

experience symptoms of anxiety (Auerbach et al., 2010; Digby & Bloomer, 2014; Schmidt & 

Azoulay, 2012; Toye et al., 2014). Levels of anxiety increase as older adults transition between 

different settings, such as a community and an acute care setting, due to feelings of uncertainty 

regarding the new care setting (Schmidt & Azoulay, 2012). These symptoms become especially 

noticeable if the hospitalization is sudden and unplanned transitions occur (Auerbach et al., 

2010). 

The presence of symptoms such as stress, depression, and anxiety increase family 

caregivers’ likelihood of experiencing fatigue (Choi et al., 2014). As these symptoms develop 

during the hospitalization of the older adult, family caregivers’ health in the community setting is 

impacted. For example, family caregivers experiencing fatigue seek higher usage of available 
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community based healthcare services in an attempt to manage their symptoms and level of 

fatigue (Choi et al., 2014). The likelihood of fatigue increases as older adults are discharged to 

other care facilities (Choi et al., 2014). Fatigue dampens family caregivers’ ability to meet the 

care needs of the older adult as well as manage their own health in the community. Furthermore, 

as family caregivers experience negative health outcomes during hospitalization, they are at risk 

of experiencing long lasting consequences. After hospitalization, family caregivers are at risk of 

experiencing post-traumatic stress disorder (PTSD) up to six months after discharge (Lloyd & 

Rosenthal, 2015). Additionally, the level of fatigue experienced by family caregivers may 

increase their mortality rates (Choi et al., 2014). 

The declining health status of older adults influences family members to take on 

caregiving duties. However, the caregiving role contains potential negative consequences for 

family members. Family caregivers are likely to experience worsening health as they experience 

high levels of stress, depression, and anxiety, increasing during hospitalization events of the 

older adult care recipient. Furthermore, family caregivers experience financial strain as their 

ability to work outside of the home decreases as the health needs of the older adult increases. 

These factors affect the development of burnout by family caregivers.  

During hospitalization, many family caregivers expect respect and recognition by the 

healthcare team. However, they often experience fragmented communication and information 

sharing. This increases their reported levels of stress and ability to meet the changing needs of 

the older adult.  

Family Caregivers and Transitional Care 

Family caregivers frequently report negative outcomes and experiences during the 

hospitalization of the older adult. The experience of family caregivers during transitional events 
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represents a specific period of time and may be separate from the larger course of stay within an 

acute care setting. As no articles were found addressing family caregivers and transitions within 

an acute care setting, a literature review was conducted to better understand family caregivers’ 

broad experiences relating to transitional care across many different settings.  

Search strategy. To locate studies for review, an electronic search was conducted using 

several databases including CINAHL, PubMed, Embase, PsychINFO, and Google Scholar. 

Keywords searches used included a combination of terms such as “family caregivers,” 

“caregivers,” “informal caregivers,” “older adults,” “transitions”, and “transitional care.” Search 

limitations included peer-reviewed and English language journals, adults, age 19 or older, and 

older adults, age 65 and older. Furthermore, this search employed the ancestry method of 

inspecting references used by articles to identify references not discovered through database 

searches. Articles were excluded if they did not specifically include a consideration of family 

caregivers during a transition between or within any care setting, concentrated solely on family 

caregivers’ role after a transition, or addressed transition of the caregiving role unrelated to 

transitional care defined as a “coordination and continuity of healthcare as patients transfer 

between different locations or different levels of care within the same location” (Coleman & 

Boult, 2003, p. 556). A total of 21 appropriate articles were chosen for review and listed with 

annotations in Appendix A.  

Transition Setting and Participants 

The majority of the studies included in this literature review targeted the transition from 

the hospital to a community setting. Eight studies addressed the transition between hospital and 

long-term care and three articles addressed transitions between the emergency department and 

either long-term care or community settings. Included in this review, several articles failed to 
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identify specific transitions or considered patient populations who experienced transitions across 

numerous care settings. Due to the scarcity of articles considering transitions occurring within an 

acute care setting, it was necessary to gain a broader understanding regarding the transition 

experience of family caregivers in transitions occurring between different care facilities. This 

broad understanding supports a beginning examination of the role of family caregivers in 

transitional care.  

Most articles included in this literature review were qualitative. Out of the 21 articles 

included, there were three quantitative studies (Allen, Lima, Goldscheider, & Roy, 2012; 

Coleman & Boult, 2004; Coleman, Parry, Chalmers, & Min, 2006) and one mixed methods 

article (Hanratty et al., 2014). While most studies focused solely on family caregivers, several 

studies included health care team participants and/or older adult patients. Finally, nine studies 

were conducted outside of the United States, limiting their potential applicability to the U.S. 

health care system and the role of family caregiving in the US. 

Family Caregiver Experiences across Multiple Transition Settings 

Throughout the articles reviewed, family caregivers reported issues regarding poor 

communication, lack of a defined caregiving role during transitions, the influence of emotions, 

and lack of preparation by staff for new care responsibilities. However, three distinct themes 

emerged regarding the family caregiver experience across multiple transition settings. These 

categories include environment of care, role adaption, and decision-making and support. These 

findings represent distinct elements evident across the wide range of experiences reported by 

family caregivers. 

Environment of care. As older adults transition to new care settings and levels of care, 

the environment of care influences family caregivers’ ability to maintain the caregiving role. 



 
 

 
42 

Parke et al. (2013) considered the transition of older adult dementia patients’ transitions from a 

community setting to the emergency department (ED). In that study, family caregivers reported 

the ED environment created difficulty when attempting to meet the needs of the dementia 

patient. For example, a lack of attending to nutritional needs and toileting needs was evident, 

often falling to the family caregiver. The environment of the chaotic ED and staff failed to 

address the needs of older adults and family caregivers. Overall, the environment of the ED does 

not support the family caregiver’s ability to partner in the delivery of care for an older adult. 

Because Parke et al. (2013) focused on dementia patients, these experiences may not be 

applicable to older adults with intact cognitive function.  

A lack of supportive environment occurs beyond the emergency department. Lowson et 

al. (2013) considered the influence of the environment of acute care as older adults transitioned 

from community settings to the hospital. Older adults viewed family caregivers as someone able 

to coordinate care and household tasks as well as be experts in understanding the health of the 

older adult. Upon hospitalization this role changed and family caregivers were limited to 

providing substitute care, such as brushing teeth or bringing favorite food. Family caregivers 

reported being very aware of the deficiencies of the hospital environment towards provision of 

care for the older adult. In this environment, older adults viewed the family caregiver as an 

advocate, with several reporting that family caregivers recognized and prevented medication 

errors. Family caregivers may be required to demonstrate assertive behavior to achieve inclusion. 

However, the focus was solely on those individuals considered to be at end-of-life, where family 

members may have different expectations of involvement than family caregivers of older adults 

in earlier stages of illness.  
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Preplanning prior to hospitalization may positively impact the environmental effects on 

family caregivers. Fuji, Abbott, and Norris (2012) examined transition experiences of family 

caregivers, patients, and professional health care team members across numerous care settings. 

They learned when hospital admissions were pre-planned, such as for a surgery, the transition 

from hospital to home was successful from all viewpoints. Unplanned hospitalizations resulted in 

miscommunications and difficulty in family caregivers’ ability to successfully manage the 

transition back to a community setting. The hospital environment plays a negative role in the 

success of family caregivers as older adults transition to new care settings. A limitation of this 

study is that the role of the family caregiver appeared as a secondary consideration in addressing 

changes necessary to improve environmental impact on care transitions.  

Role adaption. During care transitions, family caregivers are often required to assume 

new behaviors to successfully navigate changes in the health status of the older adult. These 

behaviors often center on actions supporting the health of the older adult, such as managing 

ADLs and medications (Boehmer et al., 2014). Kellet (1999) identified that the previous level of 

involvement by the family caregiver influences future roles. Family caregivers reported feeling a 

loss of identity and a loss of control after the transition to long-term care. Family caregivers 

undergo a role adaption as they move from a family member or close friend relationship to being 

responsible for the care of the older loved one. The process of role adaption may be positively 

influenced by healthcare professionals’ recognition of the importance of their presence and 

involvement.  

Family caregivers experience role adaption through different stages. Role adaption 

included three phases including “role engaging, role negotiating, and role settling” (Shyu, 2000, 

p. 621). During the transition period between hospital and home, family caregivers experience 
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“role tuning” (Shyu, 2000, p. 621). Family caregivers needed to be able to take on a new role 

during hospitalization (role engaging), work through that role upon re-entry to the home setting 

(role negotiating), and then reach a firm and secure caregiving relationship with the older adult in 

the home setting (role settling). Role tuning occurred during the entire transition event.  

While transitions may require a role adaption, caregiving responsibilities do not 

disappear. Davis and Nolan (2004) examined the experience of family caregivers during the 

transition of the older adult to long-term care. Family caregivers identified the need to continue 

in their caregiving role even with the involvement of professional caregivers. Three main phases 

were reported in this new environment including, “making the move,” “making the best of it,” 

and “making it better” (Davis & Nolan, 2004, p. 519). Similarly, Morgan and Zimmerman 

(1990) found family caregivers experienced decreased stress during transitions from home to 

long-term care through factors supporting recognition of the caregiver role. The recognition of 

the need for the family caregiver is necessary when seeking to promote smooth transitions.  

Family members experience tension and strain as they attempt to maintain the caregiving 

role. Role strain develops as family members struggle to merge the previous caregiving role into 

the new role. Toscan, Mairs, Hinton, and Stolee (2012) focused on hip surgery patients’ 

transitions occurring across multiple locations including acute care, community settings, and 

long-term care. They discovered the increasing inclusion of health care professionals decreased 

family caregivers’ responsibilities, resulting in role strain. Role strain emerged as family 

caregivers became responsible to undertake new care duties after transition to a new care facility. 

A limitation of this article includes its exclusion of older adults with cognitive impairment, 

which may demonstrate a different experience of role strain role adaption.  
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Foust, Vuckovic, and Henriquez (2012) also identified the lack of preparedness and 

training family caregivers receive prior to a transition and the strain this places upon them. The 

authors found family caregivers lacked necessary training to assume new role responsibilities. 

Staff failed to provide family caregivers with adequate training to aid during transitions and 

assumption of new role duties. Family caregivers require adequate training and preparation in 

order to successfully assume new care responsibilities (Foust et al., 2012; Toscan et al., 2012).  

In contrast, Coleman and Roman (2015) determined that while family caregivers self-

identified the importance of their role during transitions, health care professionals often 

overlooked inclusion of family caregivers as caregiving partners. Additionally, family caregivers 

reported having different goals than health care professionals, which related to family caregivers’ 

personal health and needs. These goals were sometimes in opposition to the patient’s needs and 

may have aided in family caregivers’ exclusion by health care staff. This underscores that family 

caregivers do not feel their role ceases as the older adult transitions to a new level of care. 

Instead, family caregivers’ ability to achieve successful role adaption and involvement during 

transitions may be dependent upon how health care professionals view their importance. 

Limitations of this article includes a lack of consideration of the previous care setting the older 

adult transitioned from when being moved to long-term care and how this might impact 

caregivers’ view of their new role after transition to a new care setting.  

The process of role adaption may be influenced by factors such as the emotions 

experienced by the family caregiver. Byrne et al. (2011) sought to identify a theoretical 

framework outlining the processes family caregivers experienced during transition from a 

geriatric rehabilitation unit to a home setting. The authors found family caregivers’ experiences 

were a constant process of reconciling knowledge and skills from the past with those required for 
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the future. Family caregivers’ emotions such as guilt, feeling under-appreciate by health care 

staff, anxiety heavily influenced the process of role reconciliation (Byrne et al., 2011). 

Correspondingly, Giosa, Stolee, Dupuis, Mock, and Santi (2014) discovered that while family 

caregivers often identified willingness to remain active in providing support as the older adult 

transitioned from hospital to home, their emotional responses to acute physical illness acted as a 

barrier. The emotions family caregivers experience influences their ability to undertake caregiver 

responsibilities during the transition process.  

The social needs of family caregivers also influence role adaption. Neiterman, Wodchis, 

and Bourgeault (2015) reported family caregivers believed social aspects of transitioning to be a 

key concern. These social aspects include the ability to perform daily activities, such as 

transportation to follow-up medical appointments or organizing food and meals. In this study, 

family caregivers and patients focused more on the social aspects needed to transition back into 

the community than concerns regarding medical care. It is clear that a consideration of the 

influence of emotions and social aspects on family caregivers’ ability to successfully adapt to the 

new role demanded of them after a transition must occur (Byrne et al.,2011; Giosa et al., 2014; 

Neiterman et al., 2015). Limitations of these articles include a focus solely on spousal caregivers 

(Byrne et al., 2011) or family members forced to adopt the role of a caregiver due to the current 

medical illness (Giosa et al., 2014); or did not clearly differentiate experiences reported between 

patients and family caregivers (Neiterman et al., 2015). 

Understanding the different aspects of family caregivers’ role adaption is necessary to 

develop interventions aimed at their role recognition. Coleman et al. (2004) developed an 

intervention to improve family caregiver and patient role adaption during care transitions. The 

intervention provided family caregivers and patients with resources and tools to promote their 
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participation through receiving patient-centered records, medication self-management 

information, primary care follow-up, and knowledge regarding worsening symptoms or 

conditions (Coleman et al., 2004). The intervention reduced rehospitalization rates for older adult 

patients, suggesting a positive link between the strengthening of the role of the patient and family 

caregiver and positive health outcomes. In 2006, Coleman, Parry, Chalmers, and Min re-tested 

this intervention with a larger randomized control trial and found a significant reduction in 

rehospitalization rates. Yet, this article failed to specifically address the role that family 

caregivers play during transitions. Family caregivers frequently express the need for inclusion 

during transitions but it is not yet clear what inclusion of family caregivers might entail. It is 

essential to consider what the role of family caregivers might be in order to develop transitional 

care interventions incorporating the role of the family caregiver.  

Decision-making and support. Transitional care addresses the need for inclusion of 

family caregivers in decision-making during care planning of the older adult. Daff et al. (2006) 

reported family caregivers found decision-making was difficult during hospitalization. Family 

caregivers reported a hesitancy to consider future transitions while still caught in the demands of 

hospital treatment for the older adult. They reported pressure from the health care environment 

and staff to make decisions they did not feel ready to face. Given these findings, the hospital 

environment may not be conducive to future care planning for older adults and caregivers (Daff 

et al., 2006).  

Family caregivers require education and information when making decisions in the care 

of older adults. Plank et al. (2012) examined the experience of family caregivers during the 

transition period from hospital to a home setting. Family caregivers often sought information 

outside of the hospital and apart from the staff. Family caregivers reported that poor information, 



 
 

 
48 

support and understanding from hospital staff during transitions led to their need for outside 

information and support. The importance of including family caregivers throughout the entire 

hospitalization episode was emphasized. 

Family caregivers experience a lack of respect from staff during care transitions. Hanratty 

et al. (2014) found family caregivers did not have a strong influence during decision-making 

activities, especially in acute care settings. Family caregivers and patients felt their lack of input 

negatively affected ability to understand diagnoses and treatment (Hanratty et al., 2014). A lack 

of input resulted in increased barriers for family members attempting to perform caregiving 

duties during hospitalization and in the community setting (Hanratty et al., 2014). Due to this 

lack of input, family caregivers may fail to recognize changing health needs of older adults after 

discharge from the hospital, which may negatively impact family caregivers’ ability to provide 

appropriate care after hospitalization, often resulting in rehospitalization of the older adult. 

Strengthening the value placed on family caregivers’ input into decisions during transitions 

occurring within an acute care setting could reduce unnecessary transitions between the 

community and acute care setting. This could reduce the rate of hospitalizations and 

rehospitalizations in older adults, decreasing negative health outcomes. While the importance of 

considering why the family caregiver experience has not changed, numerous policies and 

interventions have been developed to target transitions and family caregiver experiences. 

However, this article focuses solely on end-of-life, where the family caregiver may have 

increased role responsibilities differing from those care responsibilities of older adults in early 

stages of health decline. 

Unnecessary transitions frequently occur between long-term care and the ED (Robinson 

et al., 2012). Robinson et al. (2012) uncovered tension existing between family caregivers and 
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health care professionals when care decisions needed to be made. Often, in long-term care 

settings, family caregivers did not support transitions to higher levels of care, such as the ED, as 

family caregivers reported feeling that they better understood the needs and characteristics of the 

older adult. Staff may initiate unnecessary transitions due to a lack of communication or as a 

precaution because of strain between staff and family caregivers. If staff lack a collaborative role 

with family caregivers, they may seek transition of the older adult from long-term care to an 

acute care setting due to concerns regarding potential family caregivers’ complaints regarding 

the long-term care facility’s management of the older adult’s health. To support unnecessary 

transitions between care settings, it is important to reach a positive and collaborative relationship 

between family caregivers and professional care providers.  

Beyond older adult and care facility characteristics, the gender of the family caregiver 

may directly influence decision-making. Allen et al. (2012) considered the impact of gender on 

care transitions decision making occurring within the community setting. No difference was 

found between wives or daughters in seeking transitions to a higher level of care for the older 

adult care recipient. However, an increase in the usage of professional caregivers was found 

when sons and husbands assumed a role in the care of an older adult. Additionally, there was no 

difference in transitions to a long-term care facility between male and female family caregivers. 

Yet, older adults receiving care from professional caregivers were more likely to experience a 

transition from the home setting to a long-term care facility. Decisions made by family 

caregivers may be influenced by the characteristics of the family member and relationship to the 

older adult. It is important to consider the unique situation of every family member involved in 

the care of the older adult.  



 
 

 
50 

Research Gaps and Study Justification 

A notable exception in this literature review includes the consideration of family 

caregivers’ experiences with transitions occurring within a care setting. Coleman and Boult 

(2003) included in the definition of transitional care the idea that transitions may occur between 

or within care settings. No articles were discovered addressing family caregivers and transitions 

occurring within a specific care setting. As evident from this literature review, family caregiver 

qualitative experiences have received widespread attention, especially when considering 

transitions between hospitals and the community or hospitals and long-term care settings. 

However, this attention may not result in changes regarding inclusion and support of the family 

caregiver during transitions. Interventions are beginning to be developed to address findings 

from these qualitative studies (Coleman et al., 2004; Coleman et al., 2006). These interventions 

focus on actions aimed at reducing future transitions, such as medication management, 

recognition of changing health, and ensuring follow-up with primary care providers after 

hospitalization. In the intervention suggested by Coleman et al. (2004) and Coleman et al. 

(2006), the family caregiver is included, when present, in education regarding recognition of 

changing health status and medication management. However, the inclusion of the family 

caregiver during the actual transitional event is not addressed.  

Furthermore, family caregivers’ experiences as older adults transition between the ED, 

intensive care units, or medical-surgical units are not well understood. Transitions occurring 

within a setting have the potential to influence transitions between settings. As identified by this 

literature review, decision-making during hospitalization is difficult, negatively impacting family 

caregiver involvement during transitional care planning (Daff et al., 2006). Understanding family 

caregivers’ experiences during transitions within the acute care setting may aid in promoting the 
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ability of family caregivers to become more assertive and involved during transitions occurring 

between different care sites. Is it also to aid in promoting health care providers’ being more open 

to a collaborative working relationship with family caregivers as part of the transitional care 

decision-making team? 

Role of Dissertation Author 

The dissertation author designed and conducted the present study with aid and guidance 

from the dissertation committee. The dissertation author conducted the review of literature, 

designing the research study with guidance from the dissertation committee. The methodology, 

findings, and discussions presented in the proceeding chapter represent original research 

conducted by the dissertation author for the purpose of this dissertation. The dissertation author 

was also responsible for the production of the publishable papers included in the appendices, 

including one that has been submitted to a journal for review for publication. The dissertation 

committee provided feedback and guidance as the dissertation author created these publishable 

papers.  

Summary 

Family caregivers represent important care partners in the promotion of successful aging 

of the older adult. Understanding and recognizing the family caregiver role during transitions are 

key to the development of transitional care interventions targeting the reduction of 

rehospitalization rates in older adults. As hospitalization rates decline, unnecessary transitions 

may also decline, resulting in more positive health outcomes for older adults and family 

caregivers. From the literature review, a need arises to consider family caregivers’ experiences 

during transitions occurring within an acute care setting. The majority of focus appears to be on 

the negative outcomes on family caregivers due to hospitalization or transitions occurring after 
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discharge from an acute care setting. A study design supporting inclusion of transitions 

experiences during transitions occurring within an acute care setting is necessary to promote a 

more complete understanding of family caregivers’ experiences during hospitalization. 
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PRESENT STUDY 

This chapter presents a summary of the methods, results, and conclusions from the 

conduction of the original dissertation research. This chapter includes the most important 

findings from the study. A complete discussion of methods, results, and conclusions of this study 

are presented in the papers appended to this dissertation.  

Methods 

Purpose and Design 

The purpose of this study was to describe the experiences of family caregivers during 

transitions within an acute care setting. For this study, the dissertation author utilized qualitative 

description research design. Qualitative description seeks to promote understanding of an event 

by focusing on the language used to describe an event (Sandelowski, 2000).  

Participants 

In this study, purposive sampling was used to recruit 10 family caregivers of older adults 

who experienced a transition in care during hospitalization of the older adult (Table 3). 

Recruitment occurred at a university hospital in southern California on a medical-surgical, 

intensive care, in-patient rehabilitation unit. A recruitment flyer was developed outlining the 

purpose of the study and contact information for the researcher (Appendix G). Inclusion criteria 

were: family caregivers (a) with at least six months of experience in the role of an informal 

caregiver; (b) involved in the day-to-day care of adults 65 years and older; (c) have experienced 

a transition between different units with an acute care setting within the last 30 days; (d) present 

in the hospital for at least one hour each day of hospitalization and (e) understands and speaks 

English. Exclusion criteria were: family caregivers (a) with cognitive or communication 

disabilities; (b) did not experience or have any knowledge of a transitional event during 
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hospitalization. Sampling continued until saturation occurred, or no new themes or categories 

developed (Sandelowski, 1995). The dissertation author reached saturation after interviewing 10 

family caregivers.  

Human Subjects Processes 

Prior to data collection, institutional review board (IRB) approval was obtained through 

the University of Arizona and Loma Linda University Medical Center (Appendix E). Interviews 

were de-identified and transcribed into an MS Word document. Demographic data was entered 

onto an Excel file and maintained on a password protected computer database on the 

investigator’s password-protected computer. Field notes, hard copies, and other documents were 

secured in a locked location in the investigator’s locked office under the investigator’s 

management. All raw data was destroyed after completion of the study. Informed consent forms 

are kept secure in a locked, secure storage cabinet in the dissertation author’s locked office. De-

identified transcribed and coded data will be destroyed after five years. Family caregiver 

participants were provided with a $10-dollar gift care at the end of the interview.  

The dissertation author informed participants of their right to refuse to participate and 

freedom to stop participating at any time without repercussions as well as any potential risks and 

benefits, occurring due to participation. The dissertation author assured participants there would 

be no repercussions to answering questions regarding the provision of care during 

hospitalization. The dissertation author had information available to provide participants about 

chaplain services and mental health assistance in case needed or requested; but they were not 

needed. 
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Data Collection Methods 

Participants signed a consent form prior to the interview either in person or through 

email. Those participating in face-to-face interviews (n=9) signed the consent form after any 

questions were answered and immediately prior to the start of the interview. The participant 

participating in a phone interview (n=1): printed a copy of the consent which was emailed to 

them, signed the consent after questions regarding the study were answered over the phone, and 

emailed a copy of the signed consent to the researcher prior to being interviewed (Appendix E).  

Data collection included demographic data, individual participant interviews, and field 

notes. Demographic data collected at the beginning of the interview included the gender of older 

adult and caregiver, age of older adult and caregiver, ethnicity of caregiver and older adult, 

reason for older adult’s recent hospitalization, and frequency of hospitalizations within the last 

six months (Appendix F).  

The dissertation author took field notes during the interviews. These notes included 

descriptions of the interview, verbal and non-verbal behaviors of participants, and areas requiring 

clarification. Field notes were transcribed into a MS Word document after each interview and 

analyzed along with the demographic data and participants’ interviews.  

During interviews, questions began with broad, open-ended questions to encourage 

participants to share general background information about themselves and the older adult. The 

interview questions then moved to more focused questions addressing the course of 

hospitalization, transitional event, and attitudes towards the experience. Interviews were audio-

recorded and transcribed into MS Word documents. The dissertation author ensured the accuracy 

of transcriptions. The software program ATLAS.ti aided in management of the data. 
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Data Analysis Strategies 

For data analysis, the dissertation author utilized qualitative content analysis. Data 

analysis began with the creation of codes. Interview data was broken down into emic codes, 

representing participants’ own language. Emic codes support a close tie to the original language 

used by participants when describing experiences during transitional events (Creswell, 2013). 

Grouping of emic codes occurred based upon their reflection of the identified specific 

aims targeting transitions within an acute care setting including family caregiver experiences, 

ability to maintain the caregiver process, and the level of participation sought by family 

caregivers. From this process of grouping emic codes, frequently observed experiences began to 

emerge and themes developed representing recurring experiences shared across the different 

aspects or identified aims of transitions occurring with acute care.  

Throughout analysis, the dissertation author maintained close contact with the 

dissertation chair. Together, the dissertation author and dissertation chair reviewed and 

separately coded the first four interview transcripts. Differences in the use of emic codes were 

discussed and reconsidered, resulting in consensus. Formation of themes occurred from a similar 

process of discussion and agreement. Data analysis continued until data saturation occurred.  

Rigor and Trustworthiness 

To address rigor and trustworthiness in this study, factors identified by Lincoln and Guba 

(1985) were considered including credibility, transferability, dependability, and confirmability. 

Credibility was achieved through the use of biweekly team conferences with the dissertation 

chair. Transferability was achieved through the inclusion of family caregivers’ descriptions to 

aid in the visual display of data and recognition of the transferability of a study’s findings. 

However, as Lincoln and Guba (1985) and Sandelowski (1986) assert, it ultimately falls to the 
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reader to determine if transferability has been meet. Dependability and confirmability were 

achieved through the use of an audit trail where the decisions made by the investigator are clear 

and documented so it is possible an outside investigator might arrive at similar findings given the 

research data, situation, and perspective (Sandelowski, 1986).  

Results 

Ten interviews were conducted with family caregivers ranging in age from 42 to 68 years 

old. The age of the older adult care recipients ranged from 65 to 89 years old. In this study, 

participants were primarily female and reported various medical reasons for the hospitalization 

of the older adult (Table 3). 

TABLE 3. Family Caregiver Participants Demographics 

Variable N 
Age of Caregiver 
 40-45 2 
 46-51 3 
 52-57 2 
 58-64 1 
 65-70 2 
Age of Older Adult Care Recipient  
 65-70 1 
 71-76 3 
 77-81 4 
 82-87 1 
 88-92 1 
Gender of Family Caregiver 
 Male 2 
 Female 8 
Gender of Older Adult Care Recipient  
 Male 3 
 Female 7 
Ethnicity of Caregiver 
 Caucasian 7 
 Greek 1 
 Hispanic/Latino 2 
Frequency of Hospitalization of Older adult within past 6 months 
 0-1 5 
 2-3 5 
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TABLE 3. - Continued 

Variable N 
Medical Reason for Hospital Admission of Older Adult 
 Hip Fracture 2 
 Cancer (various) 5 
 Stroke 1 
 COPD exacerbation 1 
 Sepsis 1 

Family Caregivers’ Experiences 

Family caregivers addressed various factors affecting their experiences during transitions 

occurring in the hospital setting. Three overarching themes emerged regarding family caregivers’ 

experiences with transitions occurring within an acute care setting. The three themes included: 

“Lack of Central Brain during Hospitalizations,” “Muddling through Transitions Alone,” and 

“Wariness towards Care Delivery System.” Examples of the themes, emic code, and excerpt 

from participants can be seen in Table 4. 

TABLE 4. Examples of Themes and Emic Codes from Family Caregiver Participants 

Theme Emic Code Participant Excerpt  
Lack of Central 
Brain during 
Hospitalization 

“Left in charge 
of whole 
experience” 

“So basically everything at that point was turned over to me as the 
caregiver in terms of communication with family, communication with 
the ED staff, communication with the physicians and the caregivers that 
were coming in to ask questions, and interpretation of what they were 
going to do, and then what the results were going to be. So basically, 
you know, I was left to be the caregiver in charge of this whole 
experience” 

Muddling through 
Transitions Alone 

“Never knew 
what room” 

“I mean, it was the same unit. 
Was just never knew what room she’d be in. I mean, one time I walk 
right in, thinking it’s my mother, and, oh, my goodness, that was some 
other lady, you know, and I was, sort of, embarrassed that I walked right 
in there.” 

Wariness towards 
Care Delivery 
System  

“Don’t give me 
a bull story” 

“But knowing the reason why -- and, you know...even if it’s just 
because we have staffing changes and the way we do our nurses is they 
cover a section of the unit, and we’re going to stop covering this -- 
we’re closing this section of the unit, so we’re moving him over here. 
Don’t give me a bull story. Give me the real story, but tell me a story. 
Or are you doing this to...be mean to patients and to bother them? 
Which I don’t think is the case, but sometimes it seems like it because 
there is no reason given.” 
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Lack of central brain during hospitalization. Family caregivers reported poor 

coordination between healthcare professionals as well as within the hospital system. Family 

caregivers largely defined poor coordination as communication errors, specifically identifying 

healthcare professionals’ failure to include family caregivers during care planning. Furthermore, 

family caregivers reported receiving numerous conflicting statements from the different 

healthcare professionals involved in the care of the older adult. Poor communication resulted in 

decreasing family caregivers’ trust in the care provided by healthcare professionals. As family 

caregivers perceived healthcare professionals failed to ensure continuity of care, family 

caregivers felt responsible to assume responsibility for care coordination. Within in this theme, 

two subthemes further emerged addressing how family caregivers sought to ensure care 

coordination including being a care coordinator and being a communicator.  

Muddling through transitions alone. Family caregivers reported feeling they lacked 

guidance during transitions occurring within the acute care setting. Healthcare professionals 

failed to provide guidance or support during movement of older adults. Family caregivers 

reported feeling alone and neglected, standing in hallways unsure if they could enter the older 

adult’s room. This theme was further explained by the subthemes of “Uncertain Role” and room-

to-room micro-transitions. Family caregivers experienced uncertainty regarding their role during 

hospitalization and expressed dismay, as healthcare professionals did not provide guidance. 

Moreover, family caregivers described micro-transitions, in which older adults moved between 

different beds and rooms within the same hospital unit. These transitions occurred without 

notification and were disconcerting as family caregivers entered the wrong room looking for the 

older adult.  
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Wariness towards care delivery system. Family caregivers reported experiencing 

wariness towards healthcare professionals and the hospital setting, as they perceived negative 

instances of care coordination and the flow of communication between other healthcare 

professionals and themselves. Two subthemes became evident including “Need for Trust” and 

“Opposition towards Presence.” Family caregivers discussed the importance of trusting care 

provided by healthcare professionals was challenged by inconsistencies observed in healthcare 

professionals’ actions, statements, and treatment of family caregivers. Family caregivers 

perceived instances when healthcare professionals appeared to oppose their presence during the 

transitional event, influencing family caregivers’ perceptions of the quality of care provided by 

the hospital system.  

Discussion. In this study, family caregivers related expectations towards inclusion in the 

care provided to the older adult. Expectations of inclusion centered on issues relating to 

communication and a relational connection with healthcare professionals. These findings echo 

previous findings (Bridges et al., 2010).  

Additionally, family caregivers reported that fragmented relationships with healthcare 

professionals negatively influenced perceptions regarding care provided in the hospital setting. 

Family caregivers frequently questioned the necessity of transitions, viewing transitions as 

occurring for administrative reasons and not based upon health necessity. Family caregivers 

learned to discount information received from healthcare professionals, instead seeking out 

information from outside sources such as websites or from their social network. The emergence 

of distrust in healthcare professionals may negatively impact family caregivers’ future 

interactions with healthcare professionals as well as influence their willingness to follow 

discharge instructions.  
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Healthcare Professionals as Family Caregivers 

During collection of demographics, the dissertation author did not include consideration 

of the career background of participants. However, throughout the semi-structured interviews, 

participants self-identified career training and backgrounds as healthcare professionals. 

Differences in experiences emerged between participants with healthcare backgrounds and those 

without training in healthcare. From the recruitment of 10 family caregivers, half (n=5) identified 

a background in healthcare (Table 5). These individuals represented healthcare professionals as 

family caregivers (HCP-FCs).  

TABLE 5. Healthcare Professionals as Family Caregivers Demographics 

Variable N 
Age of Caregiver 
 40-55 3 
 56-71 2 
Age of Older Adult Care Recipient  
 65-75 2 
 76-86 3 
Gender of Family Caregiver 
 Female 5 
Gender of Older Adult Care Recipient  
 Male 1 
 Female 4 
Ethnicity of Caregiver 
 Caucasian 5 
Frequency of Hospitalization of Older adult within past 6 months 
 0-1 3 
 2-3 2 
Medical Reason for Hospital Admission of Older Adult 
 Hip Fracture 1 
 Cancer (various) 1 
 Stroke 1 
 COPD exacerbation 1 
 Sepsis 1 

The dissertation author analyzed the demographic, interview and field note data of 

participants identifying themselves as healthcare professionals separately from the larger study to 

consider experiences of HCP-FCs during transitions of older adults occurring within an acute 
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care setting. Three themes emerged including “Seeking Inclusion,” “Insider Perspectives,” and 

“Role Struggle.” Each theme was further explained by subthemes (Table 6). 

TABLE 6. Examples of Themes and Emic Codes from HCP-FCs 

Theme Emic Codes Participant Excerpt 
Seeking 
Inclusion 

“I felt like I 
needed to know” 

“I felt like I needed to know that information...And so I asked the nurse, and 
she couldn’t even tell me everything. I said, I want to know what the diagnosis 
is. You know, I want to know what the interventions are going to be, what the 
treatment needs to be, and I need to know, you know, how to plan from here 
on out.  
So, actually, what ended up happening, I walked over and looked at the 
computer and said, can you pull up for me, you know, what was done on the 
rounding? I mean, if I had been someone who was not a health care provider, I 
would’ve never had the nerve to do that, 

Insider 
Perspective 

“Thought 
movement was 
smooth” 

“I have to say, I thought their movement was smooth, you know, and I know 
from being in health care that’s not always the case. I thought in her case it 
was. I felt, like -- you know, she had a bunch of IVs and stuff, and I felt like 
they managed the pumps. They didn’t knock anything over, and other than 
bumping the walls, thought that smoothly went up there. And I felt like the 
unit did a really good job of immediately implementing orders.” 

Role Struggle “Get annoyed if 
I didn’t tell them 

“They seemed to get kind of annoyed when I would -- uh, if I didn’t tell them I 
was in health care ...they would kinda figure it out, then they would get kind of 
annoyed, I think, that I didn’t tell ’em, but then if I would say I was in health 
care, then I felt like they thought I was being a know-it-all.” 

Seeking inclusion. HCP-FCs reported actively seeking inclusion in the care of the 

hospitalized older adult. HCP-FCs felt the need to be assertive as they recognized healthcare 

professionals’ reluctance to include HCP-FCs in the care of the older adult. Furthermore, HCP-

FCs viewed themselves as advocates for other family members. HCP-FCs felt a responsibility to 

advocate for non-healthcare family caregivers, as well as advocate for the needs of the older 

adult. HCP-FCs felt a burden to educate other family members regarding how to best navigate 

the hospital system as well as provide care for the older adult.  

Insider perspectives. HCP-FCs reported feeling comfortable in the hospital 

environment, in contrast to non-healthcare family caregivers. Whereas non-healthcare family 

members expressed dismay over hospital conditions, HCP-FCs reported feelings of relief in 
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understanding the setting and the care being provided to the older adult. HCP-FCs expressed pity 

for family caregivers lacking a background in healthcare, as HCP-FCs felt this placed them at a 

disadvantage. HCP-FCs felt their knowledge and expertise had the potential to support better 

outcomes for older adults. Furthermore, HCP-FCs reported more positive experiences than other 

non-healthcare family caregivers such as recognizing when healthcare professionals’ actions 

were helpful and supportive.  

Role struggle. HCP-FCs reported feeling role opposition between their role as a 

caregiver and their training and background in healthcare. HCP-FCs described experiencing 

tension between their duty to the older adult and the allegiance with healthcare professionals 

working in the hospital setting. HCP-FCs stated healthcare professionals expected them to react 

as healthcare professionals during transitions, not as family caregivers. Additionally, HCP-FCs 

struggled to determine if they should disclose their background as healthcare professionals to 

hospital staff. Overall, HCP-FCs reported attempts to avoid announcing their background and 

training to staff. HCP-FCs worried healthcare professionals might display hostility towards them 

as well towards the hospitalized older adult.  

Discussion. In this study, HCP-FCs reported positive outcomes from their involvement in 

the care of the older adult as well as with other non-healthcare family members. Previous studies 

have identified positive outcomes stemming from the involvement of nurses as family caregivers 

(Mills & Aubeeluck, 2006). However, in this study, in addition to other reactions, HCP-FC felt 

thankful for their background and training in healthcare, unlike previous findings (Mills & 

Aubeeluck, 2006). Furthermore, HCP-FCs sought to increase the healthcare knowledge of other 

non-healthcare family caregivers through provision of education and encouragement of assertive 

behaviors while in the acute care setting.  
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In this study, HCP-FCs also reported concern regarding care coordination activities 

performed by healthcare professionals. Previous studies found nurses as family caregivers 

focused on care provided by healthcare staff (Tavener, Baumbusch, & Taipale, 2016). Instead, 

HCP-FCs expressed concern regarding healthcare professionals’ attitudes towards their presence 

as well as healthcare professionals’ ability to ensure the care of the older adult continued 

seamlessly during and after transition to a new hospital unit.  

Limitations 

Limitations of this study can be seen in the reflection of experiences from a single 

hospital system. Experiences shared by family caregivers and HCP-FCs may reflect the culture 

of the single hospital system. Further research is necessary to investigate family caregivers’ 

experiences during transitions of the hospitalized older adult. Additionally, while the dissertation 

author sought a diverse sample of family caregivers, it was difficult to recruit family caregivers 

during the stressful period of hospitalization of an older adult relative. The exclusion of ethnic, 

racial, and ethnic diversity in participants and largely female sample represents potential 

limitations.  

Conclusions 

Family caregivers support the care of hospitalized older adults. During transitions 

occurring within an acute care setting, the inclusion of family caregivers may be absent. Family 

caregivers and HCP-FCs have unique views of transitions and the needs of the older adult. The 

important role of family caregivers requires further consideration as findings from this study 

demonstrate the importance of the relationship between healthcare professionals and family 

caregivers and HCP-FCs during hospitalization of older adults. Further research is needed to 



 
 

 
65 

further examine family caregivers’ experiences with different cultural backgrounds during 

transitions occurring within an acute care setting. 
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Background 

Family members play an important role in the management of older adults’ illnesses. 

Approximately 44 million family members provide informal care for older adults (Family 

Caregiver Alliance, 2009). Unpaid family members may assume a caregiving role, providing 

informal medical care to the older adult (Reinhard, Given, & Pelick, 2008; The National Alliance 

for Caregiving and AARP, 2015). Informal care often includes activities of daily living, 

medication management, and disease management. During outpatient clinical encounters with 

healthcare professionals, such as clinic office visits, family caregivers often aid in decision-

making, act as advocates or interpreters, and provide emotional support for older adults 

(Boehmer et al., 2014). Moreover, hospitalization does not diminish the caregiving role of family 

members. Instead, family caregivers report changes in their caregiving duties (Digby & Bloomer, 

2014). Instead of providing physical care, family caregivers become involved in monitoring the 

health status, seeking information from a wide array of healthcare professionals, and 

participating in decision-making activities regarding the older adult’s plan of care (Digby & 

Bloomer, 2014).  

Transitional care is defined as actions taken to promote “coordination and continuity of 

healthcare as patients transfer between different locations or different levels of care within the 

same location” (Coleman & Boult 2003, p. 556). Transitions may occur between or within home 

settings, acute care settings, subacute settings, and long-term care settings, as well as primary 

and ambulatory care settings (Coleman & Bolt, 2003). Transitional care incorporates numerous 

components. Emphasis is placed upon the abilities of the patient and caregiver to recognize 

health needs and the family caregiver’s ability to communicate and participate during decision-

making sessions (Coleman, 2003; Naylor, 2012).  
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Successful transitions are often reliant upon the involvement of family caregivers (Albert 

et al., 2015; Robinson et al., 2012). Successful transitions occur as older adults safely navigate 

between different levels and settings of care (Naylor, 2012). Transitional care seeks to promote 

continuity in care of the older adult to prevent unnecessary future readmissions to a hospital 

setting (Naylor, 2012). Additionally, transitional care highlights the necessity of follow-up care 

after a transition to consider experiences and outcomes (Coleman, 2003). Transitional care seeks 

to improve care outcomes as older adults experience changes in their health.  

However, poorly planned transitions may result in negative outcomes. Negative outcomes 

that emerge as a result of transitions include dissatisfaction with care provided, inappropriate 

usage of hospital emergency services, high rates of medication errors and communication 

breakdowns and rehospitalization of the older adult (Coleman & Boult, 2003; Coleman et al., 

2002; Corbett, Setter, Daratha, Neumiller, & Wood, 2010; King et al., 2013; Robinson et al., 

2012). Older adults experience higher risks of negative outcomes occurring after transitions due 

to patient health characteristics such as chronic illnesses and cognitive or functional impairment. 

In addition, healthcare system problems, such as limited access to services, breakdown in 

communication across care settings, and lack of proper patient and caregiver education, are more 

likely to occur after transitions (Naylor et al., 2004).    

Family caregivers possess vital information and insight into the care of the older adults 

during times of care transitions. Nonetheless, transitional care models typically concentrate on 

older adult patients and healthcare professionals, excluding specific consideration of family 

caregivers’ experiences (Byrne, Orange, & Ward-Griffin, 2011). Current transitional care models 

may be unsupportive of family caregivers (Giosa, Stolee, Dupuis, Mock, & Santi, 2014). Besides 

the patient, family caregivers are often the only common aspect as numerous transitions occur in 
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the care of the older adult (Coleman et al., 2004; Toscan, Mairs, Hinton, & Stolee, 2012). 

Therefore, it is necessary to consider the experience of family caregivers during transitions, to 

support development of successful transitional models of care.  

The purpose of this inquiry was to explore the recent literature as it relates to family caregivers’ 

experiences as older adults transition between different care settings.  

Method: Literature Review  

To locate studies for review, an electronic search was conducted. Keywords searches 

used included a combination of terms such as “family caregivers,” “caregivers,” “informal 

caregivers,” “older adults,” “transitions,” and “transitional care.” Search limitations included 

peer-reviewed and English language journals; adults, age 19 or older; and older adults, age 65 

and older. Furthermore, the authors employed the ancestry method of inspecting references used 

by articles to identify references not discovered through database searches. The authors excluded 

articles if they did not specifically include consideration of family caregivers during a transition 

between or within any care setting, concentrated solely on family caregivers’ role after a 

transition, or addressed aspects of the caregiving role unrelated to transitional care as defined by 

Coleman et al., 2003 (Figure 1). The search yielded a total of 127 articles initially. After 

screening, 8 appropriate articles were chosen for review following the guidelines provided by the 

PRIMSA statement (Moher, Liberati, Tetzlaff, Altman, &The PRISMA Group, 2009) (FIGURE 

1). While most studies focused solely on family caregivers, several studies included perspectives 

from healthcare team participants and/or older adults (TABLE 1).  

Findings 

The majority of articles included in this review highlighted the uncertainty family 

caregivers experience regarding their role during hospitalization of older adults as well as during 
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the transition of older adults into a community care setting. Furthermore, family caregivers, older 

adults, and healthcare professionals all identified struggles relating to communication. Each 

article reported numerous themes emerging from the qualitative consideration of family 

caregivers’ experiences during transitions in care (TABLE 1). However, two distinct themes 

emerged from the reviewed articles regarding the family caregiver experience across multiple 

transition settings. These themes include (1) the environment of care and (2) role adaptation.  

Theme (1) Environment of Care  

The environment of care theme reflects family caregivers’ experiences as older adults 

transition into the hospital setting through the emergency department (ED) as well as during 

transitions of older adults from hospital to community settings. As older adults transition to new 

care settings, the environment of care influenced family caregivers’ ability to maintain the 

caregiving role. In one study about older adult dementia patients’ transitions from a community 

setting to the ED, family caregivers reported the ED environment failed to be conducive towards 

meeting the basic needs of dementia patients (Parke et al., 2013). Healthcare professionals 

agreed, reporting an inability to attend to the nutritional and toileting needs of dementia patients, 

requiring family caregivers to takeover these tasks. Family caregivers experienced feelings of 

anxiety, equating decreased attention to basic needs with being ignored by healthcare 

professionals (Parke et al., 2013). Ultimately, family caregivers reported feeling insignificant and 

disregarded by healthcare professionals in the ED (Parke et al., 2013). Family caregivers echoed 

feelings of being insignificant or under-recognized as older adults underwent transitions from the 

hospital to community settings (Coleman & Roman, 2015). Family caregivers’ ability to be 

involved in the care of older adults faces barriers imposed by environmental issues, such as a 

chaotic ED. 
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Preplanning prior to hospitalization may positively impact the environmental effects on 

family caregivers. During preplanned hospitalizations, such as for surgery, older adults and 

family caregivers reported increased satisfaction with care improved feelings of being able to 

assume new post-surgical care regimens (Fuji, Abbott & Norris, 2012). Preplanning included 

education regarding post-hospital care, supporting family caregivers, and allowing older adults 

the ability to plan and adjust prior to hospitalization.  

When hospitalization is not preplanned, family caregivers may experience uncertainty. 

Family caregivers and older adults expect healthcare professionals to understand and address 

their needs during hospitalization and the transition period back to a community setting 

(Coleman & Roman, 2015; Fuji et al., 2012; Giosa et al., 2014). Family caregivers may feel 

anxious while in the caregiving role and expect healthcare professionals to provide support as 

family caregivers take on caregiving duties. Misunderstanding regarding patient information and 

date of discharge increases feelings of uncertainty experienced by older adults and family 

caregivers. Furthermore, feelings of uncertainty exist after a transition, as older adults and family 

caregivers attempt to understand unexplained post-discharge care instructions (Coleman & 

Roman, 2015; Fuji et al., 2012; Giosa, Stolee, Dupuis, Mock, & Santi, 2014).  

The environment of a home setting after a transition also presents an important influence 

on family caregivers’ experiences. Transitions from a hospital to a home setting may result in 

emotional upheaval for family caregivers (Giosa et al., al, 2014; Plank, Mazzoni, & Cavada, 

2012). After this type of transition, family caregivers seek to integrate new care tasks with those 

they already perform. As they undertake this process, family caregivers reported feelings of 

“being responsible for everything” (Plank et al., 2012, p. 2075). Family caregivers described that 

balancing regular tasks with other tasks, such as specific-medical care tasks, making decisions, 
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and providing emotional support and older adult supervision, felt like a burden (Fuji et al., 2013; 

Neiterman, Wodchis, & Bourgeault, 2015; Plank et al., 2012). Ultimately, family caregivers 

reported feeling responsible for fostering an environment where older adults could thrive (Plank 

et al., 2012).  

Theme (2) Role Adaptation 

As family members assume new caregiving roles, they may undergo complex processes 

of role adaptation. Family caregivers experience numerous challenges and potential barriers as 

they seek inclusion during transitions in care. Potential barriers may increase the difficulty of 

acting in a caregiving role, resulting in worse health outcomes for older adults dependent upon 

family caregivers. Several articles focused on this theme of role adaptation.  

During care transitions, confusion may exist regarding the distinct roles of healthcare 

professionals and family caregivers. As older adults transitioned from the hospital to a 

community setting, necessary information was not passed along, creating confusion about who 

was to be responsible for reporting patient information (Fuji et al., 2013; Toscan et al., 2012). 

Additionally, as more healthcare professionals became involved in the care of the older adult, 

family caregivers experienced a loss of control and role identification. Family caregivers 

reported feeling their role diminished in the presence of more and more healthcare team 

members (Toscan et al., 2012). Ultimately, family caregivers reported feelings of intimidation 

and felt their presence evoked feelings of irritation from healthcare professionals as they sought 

to aid in the delivery of care to the hospitalized older adult (Coleman & Roman, 2015; Toscan et 

al., 2012).  

During the process of role adaptation, family caregivers underwent a constant process of 

reconciling knowledge and skills from the past with those required for the future. As older adults 
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faced transitions, family caregivers sought to reconcile old caregiving and social processes with 

new role requirements, adjusting previous role expectations with new realities (Byrne et al., 

2011; Plank et al., 2012; Toscan et al., 2012). However, healthcare professionals failed to 

recognize the potential contributions of family caregivers during the movement of the older adult 

along a spectrum of changing health needs. Healthcare professionals neglected to consider 

family caregivers’ level of readiness in reacting to changing caregiving duties as older adults 

moved from sudden illness to recovery (Coleman & Roman, 2015).  

Additionally, family caregivers reported goals separate from those of the patient or 

healthcare professionals. Family caregivers described having two separate goals. The first goal 

pertained to the older adult’s health and needs while the second related specifically to the needs 

of the family caregiver (Coleman & Roman, 2015). Family caregivers sought to balance the 

health needs of the transitioning older adult with their own personal needs such as time to care 

for their children and the need for downtime from caregiving responsibilities (Coleman & 

Roman, 2015).  

Family caregivers’ emotional and social needs shape how they might act in the 

caregiving role after a transition in care. As older adults were hospitalized, family caregivers 

navigated through an emotional journey. For example, as older adults experienced negative 

health changes, family caregivers faced emotional upheaval, which had the potential to act as a 

barrier to the assumption of new caregiving role responsibilities (Giosa et al., 2014; Plank et al., 

2012). Therefore, considerations regarding the emotional status of family caregivers represent a 

critical component in promoting successful care transitions of the older adult.  

Moreover, family caregivers reported the importance of considering their social needs as 

older adults transitioned back into a community setting (Neiterman, Wodchis, & Bourgeault, 
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2015). Given the fast process of the transition from the hospital to home, family caregivers were 

caught unaware and unprepared. In some cases, they reported lacking the necessary equipment or 

medications to manage new health needs of the older adult in a home setting (Fuji et al., 2012; 

Neiterman et al., 2015). Family caregivers reported changes in almost all aspects of their 

personal lives, including social activities, living arrangements, and physical needs (Neiterman et 

al., 2015). Transporting older adults to appointments presented numerous difficulties due to the 

changed mobility of the older adult; a single medical appointment often resulted in consuming a 

large portion of the day (Neiterman et al., 2015). Family caregivers faced the need to develop 

new daily routines to address the changed health needs of the older adult (Neiterman et al., 

2015). The social needs of family caregivers may suffer as previous routines must be altered to 

fit new caregiving duties.  

Discussion  

The findings from this literature review demonstrate the tie between family caregivers’ 

experiences during transitions and the potential care received by older adults post-transition. The 

role of family caregivers in the management of care for older adults has been clearly established; 

however; the role of the family caregiver during transitions in care remains unclear. Family 

caregivers face numerous barriers on both a systems level through organizational processes and 

environments and human factors such as being overlooked by healthcare professionals. 

Experiences during transitions in care represent critical points at which the future capability of 

family caregivers may be determined. Family caregivers’ ability in assuming new and potentially 

difficult care activities directly impacts the current and future health of the older adult.  

A notable lack in this literature review includes the consideration of family caregivers’ 

experiences with transitions occurring within a care setting, such as within a hospital. Coleman et 



86 
 

al., (2003) includes in the definition of transitional care the idea that transitions may occur 

between or within care settings. No articles were discovered addressing family caregivers and 

transitions occurring within a specific acute care setting. 

Transitional care seeks to promote positive outcomes as older adults transfer between or 

within care settings. For example, transitional care seeks to strengthen older adults and family 

caregivers’ ability to self-manage diseases and medications as well as be able to communicate 

with healthcare professionals regarding any potential concerns or needs (Coleman et al. 2004). 

Family caregivers possess vital information and insight into the care of the older adults during 

times of care transitions. Family caregivers’ experiences during transitions occurring within a 

hospital setting may differ from those occurring between different settings such as from a 

hospital to a community setting. Yet, family caregivers’ knowledge of the older adult may 

positively impact transitions occurring within a hospital setting as much as those occurring 

outside of the hospital.  

Family caregivers’ experiences as older adults transition between the ED, intensive care, 

or medical-surgical units are not well understood. Transitions occurring within a setting have the 

potential to influence transitions between settings. Understanding family caregivers’ experiences 

during transitions within the acute care setting may aid in promoting the ability of family 

caregivers to become more assertive and involved during transitions occurring between different 

care sites.  

Conclusion 

This literature review examines family caregivers’ experiences during transitions in care 

of the older adult patient. Family caregivers represent important care partners in the promotion of 

successful aging of the older adult. Understanding and recognizing the family caregiver role 
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during transitions is key to the development of transitional care interventions targeting the 

successful movement of older adults across units within an acute caret setting.  
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Figure 1 Article Selection Process.  
Adapted from: Moher, D., Liberati, A., Tetzlaff, J., Altman D.G. (2009). Preferred reporting items for 
systematic reviews and meta-analyses: The PRISMA statement. PLoS Medicine 6(7): e1000097. 
doi:10.1371/journal.pmed1000097 
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Table 1 Selected Articles  
Author & Year Purpose  Methodologies Sample Findings 
Environment of Care 
Parke, B., Hunter, K.,  
Strain, L., 
Marck, P., 
Waugh, E., 
McClelland, A.  
(2013) 

Identify factors that facilitate 
or impede safe transitional 
care in the ED for 
community dwelling older 
adults with dementia and to 
identify solutions that would 
support RNs’ roles to 
provide gerontological 
sensitive care 

Qualitative 
descriptive 
 

10 older 
adults/family 
caregivers; 10 
ED RNs, and 4 
nurse 
practitioners 

Four themes: 
• Being under-triaged 
• Waiting & worrying about what was 

wrong 
• Time pressure with lack of attention to 

basic needs 
•  Relationships & interactions leading to 

feeling ignored, forgotten, and 
unimportant 

Fuji, K. T. 
Abbott, A. A. 
Norris, J. F. (2013) 

The purpose of this study 
was to describe the 
collective experience of 
hospital-to-community 
facility and hospital-to-home 
transitions from the 
standpoints of (a) patients 
and/or their family 
caregivers; (b) hospital 
providers; (c) community 
providers in a single 
metropolitan Midwest city  

Qualitative 
descriptive  

38 participants: 
18 
patients/family 
caregivers; 13 
hospital 
providers; 7 
non-physician 
community 
providers  

 

Five themes:  
• Preplanned admissions are ideal 
• Lack of needed patient information upon 

admission 
• Multiple services needed in preparing 

patients for discharge 
• Difficulties in following aftercare 

instructions 

Plank, A. 
Mazzoni, V. 
Cavada, L (2012) 

To explore and understand 
the experience of new 
informal caregivers in Italy 
during the transition from 
hospital to home 

Qualitative, 
Phenomenological  

8 caregivers 
participated in 
individual 
interviews and 
10 in a focus 
group 

• Overarching theme “being responsible for 
everything”  

• 3 main themes:  
o Newly acquired role 
o Recipient’s condition 
o Support required to carry out 
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career role 
Role Adaption 

Toscan, J. 
Mairs, K. 
Hinton, S. 
Stolee, P 
(2012) 
 

To determine the core 
factors related to poorly 
integrated care when hip 
fracture patients transition 
between care settings 

Qualitative, 
ethnographic  

45 participants 
including family 
caregivers, older 
adults, and 
healthcare 
professionals 

Four themes: 
• Confusion with communication about care 
• Unclear roles & responsibilities 
• Diluted personal ownership over care 
•  Role strain due to system constraints  

Coleman, E. & 
Roman, S. (2015) 

To explore facilitators and 
challenges family 
caregivers face in assuming 
post discharge family 
caregiving roles and 
completing complex care 
tasks 

Qualitative, 
modified 
grounded 
theory 

32 family 
caregivers 

Five themes:  
• Family caregivers’ contributions to care 

unfold along spectrums 
• Have unique & potentially incongruent 

goals from patient 
• Feel unprepared for post discharge 

medication management 
• Need encouragement to assert an identity 
• Assume responsibility for sequencing of 

post hospital care plan tasks & 
anticipating next steps 

Byrne, K. 
Orange, J. B. 
Ward-Griffin, C. 
(2011) 

To develop a theoretical 
framework about 
caregivers’ experiences and 
the processes in which they 
engaged during their 
spouses’ transition from a 
geriatric rehabilitation unit 
to home 

Qualitative, 
grounded 
Theory 

18 caregivers Developed framework of reconciling in 
response to fluctuating needs due to social 
process 
• Reconciliation includes 3 sub-processes:  

• Navigating 
•  Safekeeping  
• Repositioning  

Giosa, J. L. 
Stolee, P. 
Dupuis, S. L. 

To develop more 
comprehensive 
understanding of family 

Qualitative, 
grounded 
theory 

6 case managers 
12 family 
caregivers 

Six properties describing caregiver support 
needs:  

• Assessment of unique family situation 
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Mock, S. E. 
Santi, S. M. (2014) 

caregiver experiences of 
transitional care between 
hospital and home, and of 
caregiver needs for support 
during care transitions. 

• Practical information, education, 
training 

•  Involvement in planning process 
• Agreement between formal & informal 

caregivers 
•  Time to make personal life 

arrangements 
•  Emotional readiness  

Neiterman, E. 
Wodchis, W. P. 
Bourgeault, I. L. 
(2015) 

To examine how care 
transition was experienced, 
organized, and coordinated 
by patients and their 
informal caregivers at 
home 

Qualitative 
descriptive 

17 older adults  
19 family 
caregivers 

Three themes:  
• Difficulties of adjusting to the transition 

back home 
• Confusion about organization of care and 

navigation through the health care system 
• Facilitating factors improving the 

experience of transitions 
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APPENDIX B: 

FAMILY CAREGIVERS’ EXPERIENCES DURING TRANSITIONS OCCURRING IN 

ACUTE CARE: A QUALITATIVE STUDY – SUBMITTED MANUSCRIPT 
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Abstract 

Aims: To describe the experiences of family caregivers during transitions occurring within an 

acute care setting.  

Background: Family caregivers represent a key component in the management of older adults’ 

health during transitions occurring between hospital and community settings. The experience of 

family caregivers during transitions occurring within a hospital setting, however, remains 

unclear.  

Design: A qualitative description was employed to gain an understanding of family caregivers’ 

experiences during transitions occurring within an acute care setting.  

Methods: Semi-structured interviews were conducted with ten family caregivers. Interviews 

were audio-recorded and conducted in person or over the telephone. Analysis included coding of 

interview data and the development of overarching themes.  

Results/Findings: Family caregivers reported various factors ranging from long waiting times in 

the emergency department (ED); environmental issues such as lack of privacy, limited seating in 

patient rooms, and limited parking; to communication barriers and concerns regarding treatment 

of the older adult. From these identified factors, three overarching themes emerged regarding 

family caregivers’ experiences: (1) “Lack of Central Brain during Hospitalizations”; (2) 

“Muddling through Transitions Alone”; and (3) “Wariness towards Care Delivery System.”  

Conclusion: Family caregivers’ experiences during transitions occurring within an acute care 

setting potentially influence care of older adults after discharge. The environmental influence of 

a hospital setting influences family caregivers’ perceptions regarding the care provided by 

healthcare professionals.  
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Keywords: family caregivers, transitional care, transitions, nursing, healthcare professionals, 

acute care  
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Impact Statement 

Family caregivers represent a vital aspect in the management of older adults’ health. Family 

caregivers’ experiences during transitions occurring within an acute care setting have the 

potential to influence health outcomes of older adults as well as influence perceptions of 

transitions and healthcare professionals. The environment of an acute care setting may not be 

conducive for the role of the family caregiver, creating tension between family caregivers and 

healthcare professionals. Supporting the role of family may improve care provided to 

hospitalized older adults and promote positive transitions to a community setting after hospital 

discharge.  
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Introduction 

Family members often adopt the role of informal caregivers as older adult relatives 

experience changes in health (Bragstad et al. 2014). These family members represent a broad 

inclusion of friends and relatives who take on the role of a family caregiver due to changes in the 

health of the older adult (Bragstad et al. 2014; Friedemann & Buckwalter 2014). During 

hospitalization, older adults often experience transitions between different units within an acute 

care setting. However, it is unclear what impact transitions occurring within an acute care setting 

have on family caregivers. This study presents family caregivers’ experiences during transitions 

occurring within an acute care setting.  

Background 

Older Adults and Transitional Care 

Older adults, defined as adults 65 year and older, represent a rapidly growing portion of 

the United States population (Administration on Aging, 2014). As adults age, they may become 

vulnerable to negative health outcomes, with the majority of the older adult population 

experiencing at least one chronic illness (Anderson & Horvath 2004, American Geriatrics 

Society Expert Panel 2012, AOA 2014). Chronic illnesses place older adults at risk of 

experiencing frequent unplanned hospitalizations (Deschodt et al. 2015). Following 

hospitalization, older adults may experience increased vulnerable states, resulting in subsequent 

hospitalizations (Admi et al. 2015). 

As older adults transition between hospital and community settings, high rates of 

medication errors and communication breakdowns have been discovered (Coleman et al. 2002, 

Coleman & Boult 2003, Corbett et al. 2010, Robinson et al. 2012, King et al. 2013). 

Furthermore, communication necessary to ensure continuous care of the older adult frequently 
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fails to occur (Coleman 2003, Robinson et al. 2012). This increases vulnerability of older adults 

to negative health outcomes and readmissions to an acute care setting. Therefore, the idea of 

transitional care has emerged in an attempt to support older adults and families (Coleman 2003).  

Transitional care is defined as actions taken to promote “coordination and continuity of 

healthcare as patients transfer between different locations or different levels of care within the 

same location” (Coleman & Boult 2003 p. 556). Transitional care represents unique events; 

separate from discharge planning or case management and seeks to promote positive outcomes 

during the time-limited services provided as older adults experience transitions in care (Naylor 

2012). Successful transitions are vital in maintaining the health of older adults experiencing 

multiple comorbidities and illnesses (Coleman & Boult 2003).  

Existing transitional care models have targeted transitions occurring between hospitals 

and community settings (Naylor 1990, Parry et al. 2003, Naylor 2004, Jack et al. 2008, 

Ouslander et al. 2011, Wagner 1998). However, transitions occurring within the same setting 

have not been widely considered (Naylor & Keating 2008). Transitions of older adults between 

different hospital units represent potentially perilous time periods where older adults may be at 

risk of experiencing poor care coordination (Naylor & Keating 2008). The involvement of 

informal caregivers, such as family members, may play an important role during transitions 

within the same facility.  

Role of Family Caregivers 

The negative effect of hospitalizations and readmissions on health outcomes of older 

adults establishes the need for family member involvement in the management of the older 

adult’s health and personal care. Involvement of family caregivers increases occurrence of 

successful transitions (Robinson et al. 2012, Albert et al. 2015). Family caregivers possess vital 
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information and insight into the care of older adults during times of care transitions. Therefore, it 

is necessary to address experiences of family caregivers during transitions occurring within acute 

care to ensure future transitions are successful and aid in the development of appropriate models 

of care.  

Aim 

The purpose of this study was to describe experiences of family caregivers during 

transitions within an acute care setting. Three specific aims for this study were to:  

• Describe family caregiver experiences during transitions within an acute care setting.  

• Describe the ability of family caregivers to maintain the caregiving process during 

transitions within an acute care setting. 

• Explore the level of participation sought by the family caregiver during transitions 

occurring within an acute care setting.  

Design 

Due to the limited understanding of family caregiver experiences during transitions 

occurring between different levels of care in the acute care setting, this study utilized a 

qualitative research design. Specifically, the investigator used the qualitative description 

methodology. Qualitative description seeks to promote a consideration of the language used by 

participants to describe events or phenomena, supporting the development of a precise summary 

and understanding of the experience (Sandelowski 2000).  

Participants 

Participants included a purposive sample of 10 family caregivers consisting of eight 

women and two men (Table 1). Participants were recruited from a university hospital in the 

Southwest. The investigator distributed recruitment flyers outlining the purpose of the study 
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along with contact information to visiting family members on medical-surgical, intensive care, 

and inpatient rehabilitation units.  

After family caregivers indicated interest in participating to the investigator in person or 

over the phone, the investigator provided explanations regarding the purpose of the study as well 

as potential risks and benefits of participating in the study. Inclusion criteria included: family 

caregivers a) with at least 6 months of experience in the role of an informal caregiver; b) 

involved in the day-to-day care of adults 65 years and older; c) the older adult patient had 

experienced a transition between different units within an acute care setting; d) present in the 

hospital for at least one hour each day of hospitalization and e) understood and spoke English. 

Exclusion criteria included: family caregivers a) with cognitive or communication disabilities; b) 

did not experience or have any knowledge of a transitional event during hospitalization. If family 

caregivers chose to participate, they signed the consent form and received a copy. The 

investigator then arranged an interview. 

The investigator utilized purposive sampling methods in the recruitment of family 

caregivers, seeking the inclusion of male and female caregivers of different ethnicities as well as 

differing health history and reason for recent hospitalization of the older adult to increase 

variation within a sample. Sampling continued until saturation occurred. Saturation represents 

the recognition of an adequate sample size being reached when new explanations, themes, or 

categories are not discovered (Sandelowski, 1995). Saturation transpired after inclusion of 10 

family caregivers.  

Data Collection 

Potential participants signed a consent form prior to the interview in one of two ways. 

Those participating in face-to-face interviews (n=9) signed the consent after any questions were 
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answered and immediately prior to the start of the interview. Those participating in phone 

interviews (n=1) printed a copy of the consent emailed to them, signed the consent after 

questions regarding the study were answered by phone or email, and emailed a copy of the 

signed consent to the researcher prior to being interviewed.  

The study included the collection of demographic data, individual interviews, and field 

notes. The investigator began data collection by obtaining demographic data verbally at the 

beginning of each interview and transcribing it into an Excel spreadsheet after each interview. 

During the interview, the investigator asked participants broad, open-ended questions regarding 

their relationship to the older adult and their normal role in providing care for the older adult. 

Semi-structured interview questions then provided a venue for caregivers to elucidate their 

experiences and the caregiving process during transition events in the hospital. The investigator 

utilized prompts when more information or clarification was required. Interviews were audio-

recorded. Additionally, the interviewer documented handwritten field notes during interviews. 

These notes included descriptions of the interview, verbal and non-verbal behaviors of 

participants. The investigator transcribed field notes into a MS Word document after each 

interview and included field notes during data analysis.  

Ethical Considerations 

Prior to beginning data collection, the authors sought institutional review board (IRB) 

approval from a university and a university hospital. To protect the confidentiality of 

participants, participants received a unique identifier; and the transcriptionist or investigator 

removed any identifying information from transcribed interviews. Participants were informed of 

their right to refuse to participate and freedom to stop participating at any time during the study 

without repercussions, which did not occur within this study.  
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The authors adopted different security measures to ensure security of the study’s data. 

Interviews were de-identified and transcribed into an MS Word document by a transcriptionist 

trained in human subjects protection. The investigator entered demographic data into an Excel 

file maintained on a password-protected computer database on the investigator’s password-

protected computer. The investigator secured field notes, hard copies, and other documents in a 

locked location in the investigator’s locked office under the investigator’s management. Family 

caregiver participants were provided with a $10-dollar gift card.  

Data Analysis 

This study utilized qualitative content analysis. Qualitative content analysis allows for 

consideration of meanings, communication, and structure of events, with the final creation of a 

summary of the data (Downe-Wamboldt 1992, Sandelowski 2000, Elo & Kyngas 2008).  

Data analysis began with the creation of codes. During data analysis, the authors utilized 

the software program ATLAS.ti for data management. Emic codes emerged from interview data, 

representing participants’ own language (Creswell 2013). Emic codes support a close tie to the 

original language used by participants when describing experiences during transitional events. 

Examples of themes and emic codes are provided in Table 2.  

Emic codes were grouped based on their reflection of the identified specific aims 

targeting transitions within an acute care setting including family caregiver experiences, ability 

to maintain the caregiver process, and the level of participation sought by family caregivers (Elo 

& Kyngas 2008). From this process of grouping emic codes, frequently observed experiences 

began to emerge. The investigator then moved these categories to more general statements or 

themes, reflecting similar experiences across cases (Sandelowski, 2000, Elo & Kyngas 2008, 

Miles et al. 2014). In this study, themes emerged representing recurring experiences shared 
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across the different aspects or identified aims of transitions occurring within acute care (Table 2). 

Additionally, the authors incorporated emerging themes into subsequent interview questions to 

corroborate or challenge their representation of caregivers’ experiences.  

Throughout analysis, the authors remained in close contact. Together, the authors 

reviewed the first four interview transcripts and coded the interviews separately. Differences in 

the use of emic codes were discussed and reconsidered, until consensus occurred. Formation of 

themes occurred from a similar process as the authors compared, discussed, and reached 

consensus regarding consideration of the coded data. The data analysis process continued until 

data saturation occurred, or no new themes or meanings developed.  

Validity and Reliability/Rigor  

To address rigor and trustworthiness in this study, the authors considered factors 

identified by Lincoln and Guba (1985). These factors include credibility, transferability, 

dependability, and confirmability (Lincoln & Guba 1985). Credibility represents a concern for 

descriptions and interpretations used to represent experiences actually reported by participants 

(Lincoln & Guba 1985). Credibility was achieved through the use of biweekly team conferences 

between the authors and weekly peer debriefing with a researcher. Transferability addresses 

audiences’ ability to decide applicability to their own setting or situation, demonstrated in this 

study through the inclusion of participants’ description of events and visual display of themes 

(Table 2). However, as Lincoln and Guba (1985) and Sandelowski (1986) assert, it ultimately 

falls to the reader to determine if transferability has been meet. Dependability and confirmability 

addresses the ability to replicate results as well as consider potential biases of the investigator, 

evident in the investigator’s use of the data. This was achieved through the use of an audit trail, 

including field notes, interviews, codes and themes, where the decisions made by the investigator 
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are clear and documented so an outside investigator might arrive at similar findings given the 

research data, situation, and perspective (Sandelowski 1986).  

Results 

The 10 interviews were conducted with family caregivers ranging in age from 42 to 68 

years old. The age of the older adult care recipients ranged from 65 to 89 years old (Table 2). 

Throughout the interviews, participants identified various factors influencing their role as 

family caregivers during hospitalization. These factors ranged from long waiting times in the 

emergency department (ED), environmental issues such as lack of privacy, limited seating in 

patient rooms, and limited parking to numerous communication barriers with healthcare 

professionals and concerns regarding treatment of the older adult by healthcare professionals. 

These factors influenced family caregivers’ viewpoint of healthcare professionals and hospital 

environment. From these identified factors, three overarching themes emerged regarding family 

caregivers’ experiences with transitions occurring within an acute care setting. The three themes 

included: “Lack of Central Brain during Hospitalizations”, “Muddling through Transitions 

Alone”, and “Wariness towards Care Delivery System.”  

Lack of Central Brain during Hospitalization  

As family caregivers encountered transitions occurring within an acute care setting, they 

experienced a lack of expected coordination between healthcare professionals and the hospital 

system. For example, healthcare professionals often communicated conflicting statements 

regarding the treatment of the older adult and failed to communicate with other healthcare 

professionals regarding the status of the older adult. Family caregivers felt these responsibilities 

fell to them, as they fell into the role of relating necessary information to various healthcare 

professionals and working towards ensuring appropriate care was provided. From these reported 
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experiences, the theme “Lack of a Central Brain during Hospitalization” emerged. This theme is 

explained by two subthemes directly related to the data including “Being a Care Coordinator” 

and “Being a Communicator.”  

Being a Care Coordinator 

Upon entry to the hospital, family caregivers expected healthcare professionals to be able 

to provide basic overview of what the older adult and family caregivers might experience during 

hospitalization and potential needs after hospital discharge. Instead, family caregivers reported 

experiencing uncertainty and miscommunication. Feelings of uncertainty began in the 

emergency department (ED), as family caregivers reported long wait times and a lack of 

acknowledgement by staff regarding the status of transition out of the ED. Family caregivers 

found themselves entering into the role of care coordinator. A family caregiver stated: 

So basically everything at that point was turned over to me as the caregiver in terms of 

communication with family, communication with the ED staff, communication with the 

physicians ... interpretation of what they were going to do, and then what the results were 

going to be. So basically, you know, I was left to be the caregiver in charge of this whole 

experience. 

Additionally, family caregivers expected staff to better direct the flow of care, stating: 

A couple of the ED nurses that were assigned to us were very nice. They came in and 

asked us if there’s anything we need in terms of, like, a blanket if we were cold, that kind 

of thing, but in terms of coming in saying this is where you are in the system...giving us 

some kind of a timeline so we have some idea of what’s going on...while they were nice, 

there could’ve been a better coordinated plan of care and communication. 
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Family caregivers found themselves thrust into a coordinating role as they observed a lack of 

care coordination among healthcare professionals.  

Being a Communicator  

Family caregivers reported feeling a burden to ensure communication occurred between 

different healthcare professionals involved in the care of the older adult, since it was not clear 

that communication would occur without their involvement. One family caregiver shared: 

I was constantly asking -- every time I talked to one of the professionals, I asked when he 

would be talking to the others, and then they talked to the others, and if something was 

being done by the attending that I didn’t think was getting communicated to the others, 

sometimes I would communicate to the others. 

Family caregivers felt responsible for stepping into a communicator role.  

As family caregivers perceived a lack of communication occurring between healthcare 

professionals, they also reported a lack of communication occurring between healthcare 

professionals and themselves. One family caregiver shared, “I had to beg for information.” 

Another questioned, “Why doesn’t anyone talk to you?” Due to the lack of flow of information 

to family caregivers, several reported seeking outside sources of information, such as looking up 

information online or talking to other family members, to determine what they should expect 

during hospitalization and after discharge.  

Muddling through Transitions Alone  

As family caregivers observed transitions occurring within the hospital setting, they 

reported numerous instances of feeling alone to figure out their role while their loved one was in 

the hospital. The theme “Muddling through Transitions Alone” can be further explained by two 
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subthemes directly related to the data including “Uncertain Role and “Room-to-Room Micro-

Transitions.”  

Uncertain Role  

During transitions occurring between the ED and medical-surgical or intensive care units, 

family caregivers reported staff failed to specifically address the family caregiver role. Family 

caregivers reported feeling hospital staff did not address their presence during transitions. Family 

caregivers felt uncertain regarding what they should be doing or even if they could accompany 

the transition of the older adult from one unit to another. One caregiver reported: 

They never said anything like, you’re welcome to come with him, or you should go 

home, or whatever. So I was just standing out in the hall trying to figure out what I 

should do, and I’m just, like, OK, so you’re going to take him now and then just take him 

upstairs or what? And they were, like, yeah, we’re going to go do this.... No one gave me 

any instructions or any invitations or any information as to really what I would be 

allowed to do or whether I’m even allowed to go up to the floor when they admit him...so 

I didn’t know what else to do. 

Furthermore, after transition to a new unit, family caregivers continued to struggle to determine 

what their role should be. Interactions with healthcare professionals on the new unit failed to 

provide any clarification regarding the role of family caregiver’s following a transition. For 

example, a family caregiver reported: 

I tried to approach someone at the desk, and they looked it up and stuff, but, you know, it 

was a very strange situation too because it’s not like they said, oh, so-and-so, yes, it’s his 

nurse, and you can talk to her. Nobody said anything. So I’m just there kind of rambling 

around trying to figure everything out on my own. 
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Family caregivers felt healthcare professionals failed to recognize their role and support 

inclusion of family caregivers during and immediately after the occurrence of a transition within 

the acute care setting.  

Room-to-Room Micro-Transitions 

Furthermore, after transition from the ED to a hospital unit, family caregivers discovered 

older adults underwent numerous micro-level transitions within a hospital unit. For example, 

family caregivers reported showing up to the wrong room. One reported: 

I was just never knew what room she’d be in. I mean, one time I walk right in, thinking 

it’s my mother, and, oh, my goodness, that was some other lady, you know, and I was, 

sort of, embarrassed that I walked right in there. 

Another family caregiver reported surprise at the bed moves occurring within a hospital unit, 

stating: 

That’s sometimes kind of weird to me. You know, where today he’s on floor -- room B 

bed 2, and then you walk in. No he’s not over -- he’s across the unit -- same unit, but 

different bed...really? That -- to me, that’s kind of disorienting, and as a family member, 

I’m just saying, why do you have to move him? Can’t we just keep him in the same 

place? This is disorienting enough. 

Another caregiver reported this experience. She said, she wasn’t there very many days...I don’t 

know why she had to be moved.” Family caregivers felt micro-transitions presented further stress 

and increased their feeling like “a nobody” in a large hospital setting.  

Beyond influencing family caregivers, micro-transitions increased anxiety levels in older 

adults. One family caregiver shared regarding an older adult’s experience: 

She was going to be discharged the next day; they told her they needed to move her to a 
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different room, and she became very upset, and she said, ‘This is my room.’ She had 

finally settled in because she was there a week... and she made a big fuss about it, and by 

the time I got there they had changed their mind. 

Family caregivers reported confusion regarding the purpose behind micro-transitions involving 

the moving of rooms within a hospital unit. Micro-transitions have the potential to negatively 

influence family caregivers and older adults’ perceptions towards healthcare professionals and 

the hospital organization, further reflected in the following theme.  

Wariness towards Care Delivery System  

Upon entry to the hospital, family caregivers reported confronting unfamiliar care 

environments and conflicting interactions with various healthcare professionals. Family 

caregivers’ perceptions regarding the streamlining of care and communication influenced 

perceptions of healthcare professionals and the larger organizational system. From these 

experiences, the theme “Wariness towards Care Delivery System” emerged. Two subthemes also 

became evident including “Need for Trust” and “Opposition towards Presence.”  

Need for Trust  

Family caregivers expressed conflict between wanting to trust the care being delivered to 

the older adult and their need to constantly monitor care due to perceived inconsistency in 

healthcare professionals’ actions. Additionally, family caregivers reported feeling obligated to 

step in when members of the healthcare staff appeared to lack knowledge regarding how to 

provide care for older adults. A family caregiver of an older adult with dementia related, “my 

husband was with me, and he took the actual RN in charge, the nurse, outside the hospital room 

and tried to describe how what they were doing was distressing for my mother.” Family 
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caregivers often felt obligated to help instruct healthcare professionals in the care of their 

relative. 

These experiences caused family caregivers to question the actions of those involved in 

providing care to the older adult. One shared, “…and so then that translates to your trust or your 

wondering about the actual care.” Family caregivers reported tension between wanting to 

“assume that people will do their best and to do what they say they’ll do” with the need to 

constantly monitor care being provided to ensure that “all parts [are] working.”  

Furthermore, family caregivers perceived transitions occurring within the acute care 

setting frequently transpired for administrative purposes, not necessarily to aid the care being 

provided to the older adult. Family caregivers reported these unnecessary transitions resulted in 

establishing mistrust with the organizational system. For example, one family caregiver shared: 

Don’t give me a bull story. Give me the real story, but tell me a story. Or are you doing 

this to -- just to be mean to patients and to bother them? Which I don’t think is the case, 

but sometimes it seems like it because there is no reason given. So it just seems like…we 

need something to do. We like getting patients up in the middle of the night and 

disturbing their sleep, you know.  

When transitions occurred for the benefit of the older adult, family caregivers indicated 

acceptance of the transition. However, when transitions occurred for a seemingly administrative 

reason, family caregivers expressed frustration and distrust in healthcare professionals and the 

hospital system.  

Feelings of conflict also emerged as family caregivers experienced a lack of inclusion 

from healthcare professionals. Specifically, family caregivers felt healthcare professionals made 



 
 

 
110 

decisions regarding the care of the older adult during periods of transition. For example, one 

family caregiver shared: 

They were out there, you know, amongst themselves coming up with some kind of a plan 

which was not thoroughly explained or  discussed. So you feel like you’re kind of just at 

their mercy, and they come and get you and take you and do whatever they’re going to 

do, you know, without you really knowing, and so you just have to kind of -- you know, 

you’re at their mercy, and you’re just having to trust that what they’re doing is going to 

be for the best.  

Family caregivers felt the ability of healthcare professionals to share information influenced 

family caregivers’ ability to place trust in the care being provided to the older adult.  

Opposition towards Presence 

Additionally, family caregivers encountered opposition towards their presence during the 

transition of the older adult between units. A family caregiver reported, “There was moments 

where we didn’t feel welcome in the transition. Like, you could tell that the person pushing the 

gurney would kinda wish we’d go away.” Another shared that upon arrival to an intensive care 

unit, healthcare professionals would not allow family caregivers to remain with the older adult. 

The family caregiver shared, “So I had to wait, and, like I said, nobody came and got me after 45 

minutes, and I thought, no. I’m not waiting more. I’m going to go check it out myself.” Family 

caregivers felt healthcare professionals failed to welcome their inclusion during the physical 

movement of the older adult between hospital units.  

Family caregivers feared healthcare professionals’ attitudes towards their presence would 

be reflected in the care provided to the older adult. One shared regarding arriving on the 

unit to visit an older adult relative, “I walked up to the unit, and I could tell they were 
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annoyed already...they were kind of rolling their eyes and looking at each other like here 

she comes, you know...I didn’t trust ’em ’cause I thought if they’re rolling their eyes at 

me, they’re rolling their eyes at her.” Overall, family caregivers reported feelings of 

being a “nobody” or “a blank.” Family caregivers felt healthcare professionals’ attitudes 

and treatment of their presence caused conflicting emotions and responses ranging from 

feeling “hesitant to say anything” and wanting “to be less involved” to feeling the need to 

“wanna check” out the truth of healthcare professionals’ statements.  

Discussion  

This study’s findings provide a beginning examination of family caregivers’ experiences 

during transitions occurring within an acute care setting. Family caregivers represent a crucial 

partner in the management of the health of older adults. As older adults transition between 

hospital and community settings, family caregivers assume new caregiving responsibilities 

reflecting the changing health needs of the older adult (Coleman & Roman 2015). Family 

caregiver presence during transitions occurring between hospital and community settings has 

been viewed as vital to supporting the health of the older adult (Robinson et al. 2012, Epstein-

Lubow et al. 2014, Albert et al. 2015). 

In this study, family caregivers recounted experiences ranging across the entire course of 

hospitalization. While the semi-structured interviews focused on transitional events, family 

caregivers often felt compelled to relate experiences relating to non-transitional events. For 

example, family caregivers often shared experiences relating to negative verbal exchanges with 

various healthcare professionals. These experiences had the potential to influence perceptions of 

transitions, suggesting transitions occurring in the hospital setting cannot be separated from other 

non-transitional events. The level of confidence family caregivers place in the care provided by 
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healthcare professionals has the potential to decrease family caregivers’ emotional distress after 

discharge of the older adult as well as representing a critical aspect in the establishment of post-

hospital care planning (Auerbach et al. 2005).  

The findings in this study support findings in the literature that during hospitalization of 

older adults, family caregivers express high expectations towards a relational connection with 

healthcare professionals, particularly physicians and nurses (Bridges et al. 2010). Family 

caregivers require education and support as they seek to adapt to the changing needs of the older 

adult and their needs may center on issues relating to cognitive, emotional, practical and social 

needs (Verhaeghe et al. 2005, Maxwell et al. 2007). One of the most critical areas from cognitive 

and emotional needs is the need for information and communication with health care 

professionals. Healthcare professionals assume the main caregiving role during hospitalization. 

Yet, family caregivers are expected to reassume their duties after discharge. As the health of the 

older adult changes during hospitalization, so will the caregiving duties and responsibilities upon 

transition away from the hospital. Family caregivers expect to receive information to aid in their 

understanding of changing status and assumption of potentially new and difficult caregiving 

tasks (Digby & Bloomer, 2014, Toye et al. 2014). Family caregivers often expect 

acknowledgement and inclusion as caregiving partners by healthcare professionals in the 

provision of care to the older adult (Black et al. 2011). Family caregivers’ expectations of a 

partnership with healthcare professionals may be prevented by a lack of shared information and 

limited communication.  

In this study, family caregivers echoed experiencing fragmented relationships with 

healthcare professionals involved in the care of the older adult. Family caregivers felt the need to 

be hyper-vigilant regarding care coordination and communication between the different 
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healthcare professionals. Moreover, as healthcare professionals provided statements regarding 

impending transitions that did not occur when stated, family caregivers learned to discount 

shared information. These experiences during hospitalization have the potential to impact care 

during transitions into a community setting. Hesitancy towards following discharge instructions 

or mistrust in healthcare providers may direct family caregivers’ actions upon assumption of new 

caregiving duties in the community setting. 

Limitations 

A limitation of this study includes challenges in recruiting family caregivers of 

hospitalized older adults. The period of hospitalization represents a potentially stressful time 

period for family caregivers, decreasing their interests in participating in a research study. 

Furthermore, the exclusion of non-English speaking participants presented a potential limitation. 

While the investigator sought a diverse sample, potential participants often felt too overwhelmed 

to participate. 

Conclusion 

Family caregivers represent a critical component in managing the health of older adults 

during transitions in care. Transitions occurring within an acute care setting may not be well 

understood and have the potential to influence family caregivers during transitions occurring 

between the hospital and community settings.  

Implications for Practice 

Findings from this study may be helpful in developing interventions aimed at better 

supporting the inclusion of family caregivers during transitions occurring within the acute care 

setting. Exploring interventions targeting the inclusion of family caregivers may aid in 

decreasing hospitalization rates of older adults. Additionally, the findings from this study can 
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help healthcare professionals recognize how their interactions with family caregivers may 

influence family caregivers’ involvement in the care of the older adult after hospital discharge.  

Implications for Research  

This qualitative description study offers the groundwork for future research to further 

examine the role of the family caregivers during acute care transitions. Further exploration of 

family caregivers’ experiences with different cultural backgrounds is necessary to support 

consideration of transitions occurring within hospitals.  
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Table 1. Participant Demographics  
Variable N 
Age of Caregiver 

 40-45 2 
 46-51 3 
 52-57 2 
 58-64 1 
 65-70 2 
Age of Older Adult Care Recipient  

 65-70 1 
 71-76 3 
 77-81 4 
 82-87 1 
 88-92 1 
Gender of Family Caregiver 
 Male 2 
 Female 8 
Gender of Older Adult Care Recipient  

 Male 3 
 Female 7 
Ethnicity of Caregiver 

 Caucasian 7 
 Greek 1 
 Hispanic/Latino 2 
Frequency of Hospitalization of Older adult within past 6 months 
 0-1 5 
 2-3 5 
Medical Reason for Hospital Admission of Older Adult 
 Hip Fracture 2 
 Cancer (various) 5 
 Stroke 1 
 COPD exacerbation 1 
 Sepsis 1 
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Table 2. Examples of Themes and Emic Codes 
 

Theme Emic Code Representative Excerpt  
Lack of Central Brain during 
Hospitalization 

“Left in charge of whole 
experience” 

“So basically everything at 
that point was turned over to 
me as the caregiver in terms of 
communication with family, 
communication with the ED 
staff, communication with the 
physicians and the caregivers 
that were coming in to ask 
questions, and interpretation 
of what they were going to do, 
and then what the results were 
going to be. So basically, you 
know, I was left to be the 
caregiver in charge of this 
whole experience” 

Muddling Through Transitions 
Alone 

“Never knew what room” “I mean, it was the same unit. 
Was just never knew what 
room she’d be in. I mean, one 
time I walk right in, thinking 
it’s my mother, and, oh, my 
goodness, that was some other 
lady, you know, and I was, 
sort of, embarrassed that I 
walked right in there.” 

Wariness towards Care 
Delivery System  

“Don’t give me a bull story” “But knowing the reason why -- 
and, you know...even if it’s just 
because we have staffing changes 
and the way we do our nurses is 
they cover a section of the unit, 
and we’re going to stop covering 
this -- we’re closing this section 
of the unit, so we’re moving him 
over here. Don’t give me a bull 
story. Give me the real story, but 
tell me a story. Or are you doing 
this to...be mean to patients and 
to bother them? Which I don’t 
think is the case, but sometimes 
it seems like it because there is 
no reason given.” 
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APPENDIX C: 

HEALTHCARE PROFESSIONALS’ EXPERIENCES AS FAMILY CAREGIVERS DURING 

TRANSITIONS OCCURRING IN ACUTE CARE – SUBMITTED MANUSCRIPT 
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ABSTRACT 

Aims and objectives. To describe the experiences of healthcare professionals as family 
caregivers (HCP-FCs) during transitions within an acute care setting. 

Background. Family caregivers are typically viewed as informal, untrained family 
members assuming caregiving duties. Healthcare professionals may also find themselves in a 
caregiving role as older adult relatives or friends become hospitalized and experience transitions 
occurring within an acute care setting. Few studies have considered experiences of healthcare 
professionals during transitions occurring within an acute care setting.  

Design. A qualitative description methodology was used. Semi-structured interviews 
were conducted and analyzed using inductive content analysis.  

Methods. As part of a larger study, semi-structured interviews were conducted with 
family caregivers. For this study, five interviews from family caregivers with healthcare 
backgrounds were analyzed separately.  

Results. Healthcare professionals as family caregivers (HCP-FCs) report the need for 
seeking inclusion from healthcare professionals during the hospitalization of the older adult, 
have unique insider perspectives of transitions in care, and role struggle between the family 
caregiving and healthcare professionals. In this study, HCP-FCs also reported positive outcomes 
from having background training in healthcare as family caregivers. Role struggle existed mainly 
between HCP-FCs and fellow healthcare professionals instead of within the self of the HCP-FC.  

Conclusion. HCP-FCs balance needs of family members and fellow healthcare providers 
as they assume informal caregiving duties. An increased understanding of the role of HCP-FCs 
during transitions in care is necessary to develop interventions targeting inclusion of HCP-FCs 
during care of the hospitalized older adult.  

Relevance to Clinical Practice. Collaboration between healthcare professionals and 
HCP-FCs is necessary to support patient and family centered care. Understanding the 
experiences and needs of HCP-FCs during hospitalization of the older adult represents a critical 
component of developing interventions targeting inclusion of HCP-FCs.  
 
Keywords: healthcare professionals, nurses, nursing aids, family caregivers, transitions, 
transitional care, healthcare professionals as family caregivers  

 
 

What does this paper contribute to the wider global clinical community? 
• Healthcare professionals as family caregivers experience transitions of older adults 

within an acute care setting differently than non-healthcare professional family 
caregiver 

• Healthcare professionals as family caregivers report role struggles and positive 
outcomes from utilizing their background and training as they seek involvement as 
older adults transition between different hospital units 

• Future research is required to enable development of interventions supporting 
inclusion of healthcare professionals as family caregivers during transitions of older 
adults between hospital units.  
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INTRODUCTION 

Family caregivers play an important role in aiding older adults’ management of illness. 

Family caregivers can be viewed as informal, untrained family members who become involved 

in the management of an older adult’s health (Bragstad et al. 2014). The family caregiving role 

supports a wide-ranging inclusion of family members and friends of the older adult (Bragstad et 

al. 2014; Friedemann & Buckwalter 2014). However, healthcare professionals may also become 

involved in the care of an aging friend or relative. While a healthcare professional may not be 

considered an untrained family caregiver, the healthcare professional acts in an informal unpaid 

role. These individuals can be referred to as healthcare professionals as family caregivers (HCP-

FCs). HCP-FCs are likely to find themselves in a family caregiver role outside of their 

professional role. This “double-duty” role (Ward-Griffin, 2013 p. 15) may result in increased 

role tension as an older adult is hospitalized and experiences transitions occurring within an 

acute setting. In a larger study, reported elsewhere, the researcher described family caregivers’ 

experiences as older adults transitioned within an acute care setting. Using a subsample from the 

larger study, the researcher examined HCP-FCs’ experiences within the same context. Several 

unique themes emerged relating to the experiences of this subpopulation of HCP-FCs.  

BACKGROUND 

Transitional care 

Transitional care seeks to promote positive outcomes as older adults transfer between or 

within care settings. These transfers are viewed as transitions (Coleman & Boult 2003). 

Transitions may occur between or within home settings, acute care settings, subacute settings, 

long-term care settings, as well as primary and ambulatory care settings (Coleman & Boult 
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2003). Transitional care supports positive outcomes, such as decreased readmission rates of older 

adults, as older adults transition between or within settings (Naylor 2012).   

Role of family caregivers 

Unpaid family members may assume a caregiving role, providing informal healthcare to 

the older adult (Reinhard et al. 2008; The National Alliance for Caregiving and AARP, 2015). 

However, the important contribution of family caregivers may go unrecognized during care 

transitions. Health care systems may overlook the important role family caregivers play in the 

delivery of care for older adults (Coleman 2003; Naylor & Keating 2008; Parke et al. 2013; 

Boehmer et al. 2014). Moreover, transitional care typically concentrates on older adult patients 

and healthcare professionals, excluding family caregivers (Byrne et al. 2011). Besides the 

patient, family caregivers are often the only common aspect of care as numerous transitions 

occur in the care of the older adult (Coleman & Boult 2004).  

As older adults experience incidences of hospitalization, the role of the family caregiver 

may be uncertain. Hospitalization does not diminish the caregiving role of family members. 

Instead, family caregivers report changes in their caregiving duties. For example, family 

caregivers become involved in monitoring the health status, seeking information from a wide 

array of healthcare professionals, and participating in decision-making activities regarding the 

older adult’s plan of care (Digby & Bloomer, 2014). Furthermore, hospitalization of the older 

adult represents periods of increased stress experienced by family caregivers (Naylor & Keating 

2008). These factors may influence family caregivers’ involvement as older adults transition 

between different units in an acute care setting. Older adult and family caregivers’ experiences 

within the acute care setting influence outcomes during transitional events. 

Healthcare professionals as family caregivers 
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Family members with healthcare training may find themselves in an informal caregiving 

role for an older adult relative or friend. As older adults experience changes in health status, 

family members often turn to family members with healthcare training to assume informal 

caregiving duties of a loved one (Ward-Griffin 2013). Healthcare professionals, especially 

nurses, often take on a “double-duty” (Ward-Griffin 2013, p.15) as they seek to balance 

professional caregiving roles with informal caregiving duties for spouses, older relatives or 

friends (Salmond 2011). As family members become ill, healthcare professionals may find it 

difficult to separate professional training from responsibility for family members, blurring the 

line between being a healthcare professional and a family member (Salmond 2011). The blurring 

of professional and family roles may result in role confusion. Role confusion may negatively 

impact the psychological distress healthcare professionals experience during hospitalization of a 

loved one (Giles & Williamson 2015, Salmond 2011, Ward-Griffin et al. 2015).  

While previous studies have considered the experience of healthcare professionals during 

hospitalization of a loved one, these studies have focused on the general experience of nurses as 

family caregivers during hospitalization of an adult family member (Salmond 2011, Ward-

Griffin 2013, Ward-Griffin et al., 2015). The experience of other healthcare professionals 

assuming “double-duty” (Ward-Griffin 2013, p. 15) roles is unclear as nurses’ experiences may 

differ from other healthcare professionals. Other healthcare professionals, such as nurses’ aids, 

may also apply healthcare training and knowledge to the care of the hospitalized older adult. This 

study reports selected findings relating to HCP-FCs from a study about the experience of family 

caregivers during transitions of older adults occurring within an acute care setting.  

Aims 
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The aim of this study was to describe the experiences of HCP-FCs during transitions 

within an acute care setting. Two specific aims for this study were to: (1) Describe the ability of 

HCP-FCs to maintain the caregiving process during transitions within an acute care setting. (2) 

Explore the level of participation sought by HCP-FCs during transitions occurring within an 

acute care setting.  

METHODS 

Qualitative description methodology was used to provide a consideration of family 

caregivers’ experiences during transitions occurring within an acute care setting. The use of 

qualitative description methodology supports understanding of HCP-FCs’ experiences during 

transitions occurring within an acute care setting by staying close to the language used by 

participants in describing their experiences (Sandelowski 2000). Recruitment occurred at a 

university hospital in the Southwest. For this current study, participants and data collection 

occurred as part of a larger study examining family caregivers’ experiences during transitions 

occurring within an acute care setting. Methodology and findings from the larger study are 

reported elsewhere.  

For this current study, interview and field note data from participants who self-identified 

as healthcare professionals (n=5) were analyzed separately to consider the role and involvement 

of HCP-FCs during transitions of older adults occurring within an acute care setting. Following 

the methodology of the larger qualitative study (n=10), the researcher analyzed the data from 

HCP-FCs’ interviews using qualitative content analysis. Qualitative content analysis supports 

summary of the data reflecting meanings and language used by participants (Sandelowski 2000, 

Elo & Kyngas 2008). Data analysis began with open coding of data from interviews and field 

notes (Elo & Kyngas 2008). Codes were then organized into categories according to their 
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reflection of the identified aim. The authors coded the first four interviews separately to ensure 

accuracy. Differences in use of codes were discussed until the authors reached agreement. Using 

a similar process, the authors developed themes, or general statements representing similar 

experiences shared by participants (Sandelowski, 2000; Miles et al., 2014) (Table 2). Data 

analysis occurred until saturation, or no new themes emerged.  

Ethical considerations 

As part of the larger study, external ethical approval was obtained from the institutional 

review board. Participants signed the informed consent for after receiving information regarding 

the risk and benefits of the study. Participants received a $10 gift card at the end of the interview 

and were informed of their right to stop participation at any time without fear of any penalties. 

Semi-structured interviews were de-identified and maintained on a password-protected 

computer. Field notes, hard copies, and consent forms were placed in a secure location in the 

investigator’s private and secure office.  

Rigor 

The authors considered factors identified by Lincoln and Guba (1985) to address rigor in 

this study, including credibility, transferability, dependability, and confirmability. To establish 

credibility, biweekly team conferences occurred between the authors to provide opportunity to 

discuss findings. Transferability requires audiences to determine applicability of a study’s 

findings to their own setting based upon the inclusion of participant’s descriptions (Lincoln & 

Guba, 1985). Dependability and confirmability can be ensured through an audit trail of the data 

collection and data analysis processes, to demonstrate rationale behind authors’ decisions and 

conclusions.  

RESULTS 
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From the larger study, themes emerged regarding issues relating to care coordination, the 

caregiving role during transitions, and attitudes towards the healthcare organizational system. 

These findings are reported elsewhere. From the recruitment of family caregivers (n=10), half of 

those participating (n=5) identified themselves as either registered nurses (n=4) or as a nurse’s 

aide (n=1) during the semi-structured interviews. Recruitment of HCP-FCs was unintentional 

and occurred as the researcher attempted to recruit a diverse sample of family caregivers across 

medical-surgical, intensive care, and rehabilitation units.  

During the collection of demographics, the researcher did not include inquiry into the 

participant’s job or career background. However, during the semi-structured interviews, 

participants self-identified career backgrounds and levels of experience regarding the healthcare 

system. A noticeable difference emerged between participants without a healthcare background 

and participants from a healthcare background. These differences emerged specifically as 

participants described their view of the caregiving role during transitions and participation during 

transitions. From these participants’ experiences, specific themes emerged regarding the 

experiences of HCP-FCs in an informal caregiving role as their older adult relatives or friends 

transitioned between different units within an acute care setting. These themes included Seeking 

Inclusion, Insider Perspectives, and Role Struggle.  

Seeking inclusion 

As older adults were admitted to an acute care setting, HCP-FCs reported feeling 

responsible for seeking involvement in the management of the care of the older adult. HCP-FCs 

discussed their inability to abstain from seeking clarification on healthcare professionals’ actions 

and knowledge regarding the status of the older adult. The theme of Seeking Inclusion can be 
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further explained by two subthemes directly related to the data. They included The Need for 

Assertiveness and Family Advocate.  

The Need for Assertiveness  

HCP-FCs reported their need to be assertive. Participants with a nursing background felt 

healthcare professionals would be unlikely to volunteer information. For example, one 

participant shared:  

I wanted to know what they had found on all of these tests that we had waited to have 

done the day before and, you know, the next day. And I -- it may be my personality. It 

may be my medical background. However, as a caregiver I needed to know, and I could 

see by assessing the situation that if I wasn’t pushy and asked I was not going to find out 

because they weren’t going to tell me. 

Another related how the information received was self-initiated. One HCP-FC shared: 

I kind of just like to ask a few questions... I think they would’ve just said, oh, you know, 

something’s come up that they didn’t expect. It wouldn’t be specifically this is where her 

hemoglobin is or this is where WBCs are. You know, it wouldn’t have been that. It was 

me saying, OK, so what did you culture, and what does it say, and, you know, things like 

that. I think I definitely got more information than the average person because I asked for 

[sic] more information 

HCP-FCs sensed healthcare professionals might fail to share specific information relating to the 

clinical progression of the older adult. HCP-GCs felt responsible for being assertive to seek out 

information they felt would influence the care they might be responsible for providing to the 

older adult. One shared: 

I said, I want to know what the diagnosis is...I want to know what the interventions are 
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going to be, what the treatment needs to be, and I need to know, you know, how to plan 

from here on out. So...I walked over and looked at the computer and said, can you pull up 

for me, you know, what was done on the rounding? I mean, if I had been someone who 

was not a health care provider, I would’ve never had the nerve to do that, but I just had to 

really...push myself in and say, I want to know. Show me the... patient report sheets. 

Show me the diagnosis. Show me the treatment plans that you’re developing. And she 

did. 

HCP-FCs reported the need for assertive behaviors, even if they felt uncomfortable about these 

behaviors. HCP-FCs recognized the need to adopt assertive behaviors in order to plan for future 

care needs of the older adult.  

Furthermore, HCP-FCs felt responsible to be assertive as they felt fellow family 

caregivers were not being included in the care of the older adult. For example, one stated: 

The daughters were ...asking me how much longer, and, in fact, even before they got 

moved, how much longer do you think it’s gonna be? So then I would call. I would call 

the ED and say, I’m her niece. I’m in health care.  You know, I’m just wondering if you 

could tell me how much longer this is gonna be, and then I would text the daughters and 

tell ’em.  

HCP-FCs felt responsible to ensure the rest of the family was included in the progression of care 

of the hospitalized older adult. HCP-FCs recognized the necessity of adopting assertive 

behaviors to ensure they received what HCP-FCs viewed as necessary information regarding the 

care and care outcomes of the older adult.  

Family Advocate 
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HCP-FCs also sought information as part of their role as the family advocate. HCP-FCs 

identified their role in supporting the older adult through periods of illness. One shared regarding 

an older adult relative’s disease management, “she really needed somebody that understood what 

that was gonna be” while another shared “my role as a caregiver in the hospital because of my 

background was to make sure she was being taken care of appropriately in health care.” The 

knowledge base of HCP-FCs provided support to older adults and other family members.  

HCP-FCs also sought direct advocacy roles with healthcare professionals during 

hospitalization of the older adult. A caregiver shared: 

Well, I felt like I had to be her advocate. I felt like there was really nobody as her 

advocate. When I would go there, I was frustrated sometimes because there’s so many 

alarms going off in the hospital. You go in there, and the IV alarm’s going off because 

the thing is empty, but there’s everybody’s alarms, and nobody notices. So you check -- 

you know, track down the nurse. They don’t really make beds anymore or straighten out 

things in the bed, and patients slip down in the bed, and you have to help them -- pull 

them up in the bed...It’s not that they’re going to do nothing, but the comfort things didn’t 

really seem to be cared for that much. 

As described, HCP-FCs experienced frustration as they observed care which failed to match up 

to personal expectations from their professional background and training.  

Beyond experiencing frustration, HCP-FCs felt an obligation to step in, as they perceived 

other healthcare professionals failed to address important aspects of care of the older adult. HCP-

FCs advocated for the older adult, as they perceived deficiencies in care. For example, a HCP-FC 

explained:  

I felt in the ED that was lacking a little bit is she needed fluid. She had all those mouth 
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sores, so she wasn’t drinking. And so they said, well, she can drink, but she wasn’t. So I 

had to get involved in that, and that’s where the health care person comes in. I had to go 

say, whether you think she should be drinking or not, she’s not, and she’s actually having 

signs of dehydration. So if you could please just hang some fluids, and they did do that... 

I think if I hadn’t been involved, number one, she wouldn’t have gotten fluids that day for 

sure, um, and she may have died -- she was actually starting to have heart changes -- 

PVCs is what they’re called -- because she was dehydrated. So if I hadn’t been there that 

day, I don’t think she would’ve received fluids, and we may not have had the little bit 

more time we had with her, and there’s no doubt in my mind that I helped the family 

dynamic.  

In summary, HCP-FCs supported other family caregivers and improved the care of the older 

adult. Although not an explicit and separate theme, HCP-FCs narratives implicitly reflected 

satisfaction in their ability to do this. HCP-FCs experienced satisfaction in their ability to support 

other family caregivers and improve the care of the older adult.  

Insider Perspectives  

HCP-FCs frequently discussed how their professional training provided them with skills 

non-healthcare professional family caregivers might lack. HCP-FCs felt their insider perspective 

aided their ability as family caregivers during periods of hospitalization, even if they had not 

been in a traditional healthcare role for several years. From these experiences, the theme Insider 

Perspectives emerged. This theme can be further explained by two subthemes directly related to 

the data. They were: Healthcare Expertise and Familiar Environment.  

Healthcare Expertise  
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HCP-FCs frequently expressed how their knowledge of the healthcare system benefited 

their ability to provide care and more skillfully navigate the hospital setting. Throughout 

experiences shared, HCP-FCs shared feelings of relief in having a background in healthcare. For 

example, one shared, “At least I have some medical knowledge.” Another HCP-FC stated, “The 

normal layperson would not be able to carry through in the manner that I did because I had the 

knowledge and experience to do so.” Furthermore, HCP-FCs expressed pity for other family 

caregivers lacking their healthcare expertise. One stated: 

It makes me really concerned about other patients that go through this experience because 

they would not have that same ability, you know, to push and know. And in that kind of a 

situation, no wonder caregivers and patients are so frustrated with the medical system, 

and a lot of times they wouldn’t follow-up and get the help and treatment they needed 

because they just didn’t know or they didn’t understand because they were not given the 

appropriate discharge planning. 

HCP-FCs felt grateful for their training and work experiences. HCP-FCs felt their knowledge 

provided an insider advantage into the care of the hospitalized older adult.  

Moreover, HCP-FCs reported experiences regarding how healthcare knowledge 

supported their ability to evaluate the care provided by healthcare professionals during 

transitions occurring in care. For example, a participant shared how a healthcare perspective 

provided a different viewpoint than other family caregivers:  

I have been around a long time in healthcare, so I’ve seen really bad transitions. So in 

comparison, um, I think it went pretty well. If you were to ask them, my cousins, they 

may not agree. They may think there was glitches, but little do they know, those were 

minor glitches. So with my experience, I can say I thought it went pretty well. 
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Another shared regarding a transition experience, “I don’t think it was spectacular, but, you 

know, the act in and of itself, I’ve seen better, but it wasn’t -- there wasn’t anything glaring that 

was -- just caught my attention, like, oh, my gosh, this is bad, you know.” HCP-FCs felt they had 

a separate knowledge from other family caregivers, which allowed them to more critically 

understand and evaluate care provided from healthcare professionals in an acute care setting.  

Familiar Environment  

HCP-FCs reported different reactions than non-healthcare family caregivers to the 

environment of the acute care setting. For example, in the larger study, non-healthcare family 

caregivers frequently addressed feelings of shock upon entry to the hospital, finding the hospital 

environment strange and intimidating. However, HCP-FCs did not report similar negative 

experiences. Instead, HCP-FCs appeared more prosaic, sharing, “I think it’s as good as it -- I 

don’t think it was horrendous. I just think, you know, we’re kind of at the mercy of when a bed is 

available, which is, you know, we’re waiting for a bed availability.” HCP-FCs appeared more 

accepting of the hospital environment and system practices than non-HCP-FCs. 

Furthermore, HCP-FCs shared positive incidences of healthcare professionals’ actions. 

One HPC-FC shared: 

I should give...a prop to the ED staff. Um, one of the directors actually went to every 

single patient’s room that was holding down there, and apologized for that and explained 

that there were no beds in the hospital. So it’s not like the patient was sitting there going, 

why am I not getting upstairs? 

HCP-FCs presented a more accepting viewpoint of the hospital environment, recognizing 

positive experiences and weighing their own experiences with worst case scenarios experienced 

during their background as healthcare professionals. 
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Additionally, HCP-FCs felt responsible for educating other non-healthcare family 

caregivers as to the realities associated with the hospital environment. A HCP-FC shared: 

They thought it was bad...and I had to -- I actually had to do a lot of talking to them about 

how bad it could actually be...and then they calmed down a little bit, but I think if they 

were being, uh, asked, they would tell you they didn’t think it was so great at all. They 

would probably not say pretty good like I have. They would say bad, whereas I could say 

pretty good. 

As demonstrated, in the hospital setting, HCP-FCs felt responsible for aiding non-healthcare 

professionals as they struggled to adjust to the new environment. The comfort and understanding 

regarding the hospital environment represents a potential advantage HCP-FCs might have over 

non-healthcare family members in caregiving roles during hospitalization.  

Role Struggle  

Throughout the study, HCP-FCs reported numerous incidences of role struggle between 

their professional identification as healthcare professionals and role as informal caregiver during 

transitions to another unit of an older adult care recipient. HCP-FCs reported feeling responsible 

to use their professional background as a tool in promoting care outcomes for their older relative. 

However, HCP-FCs frequently felt their actions placed them at odds with their fellow healthcare 

colleagues. This theme can be further explained by a subtheme directly related to the data 

including Role Opposition and Disclosure of Background.  

Role Opposition  

HCP-FCs felt torn between their professional colleagues and other family members 

involved in the care of the older adult. For example, one described the process of waiting for a 

bed to open up so the older adult could transition to a new unit. The HCP-FC shared: 
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A couple of times I felt like some of the nurses were looking at me, like, um, well, you 

know, you should get this. I mean, and in fact, one said that to me. ‘You know how long 

this can take. You’re a nurse. You know we don’t have beds sometimes.’ And I -- I didn’t 

feel like that was appropriate. I wasn’t at work. I was taking care of a dying relative, and 

I -- that sometimes made me feel a little bit uncomfortable. 

HCP-FCs felt nurse colleagues expected them to react to situations as a healthcare professional, 

not as a family caregiver.  

Disclosure of Background 

HCP-FCs also reported feeling conflicted regarding broadcasting their professional 

background during the hospitalization of the older adult. A participate stated: 

They seemed to get kind of annoyed when I would -- uh, if I didn’t tell them I was in 

healthcare...they would kinda figure it out, then they would get kind of annoyed, I think, 

that I didn’t tell ’em, but then if I would say I was in healthcare, then I felt like they 

thought I was being a know-it-all. 

Another shared:  

I don’t usually like to say I’m a nurse right off the bat. I kind of just like to ask a few 

questions...So I felt like they were honest with me, and because I wasn’t, you know, 

demanding and saying, I want this, I want this, that they were a little more agreeable to 

say, OK. This is what we found out so far, and included me in the process.  

Another participant recounted experiences of receiving extra care considerations based upon 

employment. The healthcare professional said: 

And I don’t want to ask for anything based on what I do, but when I told her what I do -- 

what I did, she immediately went out and talked to the person in charge. They called 
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somebody else. Somebody else came in and called the doctor and evaluated it, and said, 

OK, we’re going to evaluate her to transfer her to the rehab. Now, I hope they would’ve 

done that anyway, but I wasn’t seeing any signs that they were, and I thought, what 

would’ve happened to them if I wasn’t here to take care of them? 

Thus, HCP-FCs experienced conflict as they navigated older adults’ transitions within an acute 

care setting. HCP-FCs viewed themselves as separate from the healthcare professionals 

encountered on the different hospital units. However, healthcare professionals appeared to not 

always view HCP-FCs as being in the family caregiving role. HCP-FCs struggled to determine 

what information they should share with other healthcare professionals regarding their training 

and background.  

DISCUSSION 

Findings from this study offer insight into the experience of HCP-FCs during transitions 

of the older adult in an acute care setting. The role conflict reported by nurses in family 

caregiving roles has been echoed in other studies (Ward-Griffin 2004, Salmond 2011, Gile & 

Hall 2014, Giles & Williamson 2015). HCP-FCs report the need to assert themselves into the 

care of family members as they observe potentially substandard care, which echo other studies 

reporting on how nurses felt obligated to step into caregiving roles (Ward-Griffin, 2004). 

However, previous studies did not specifically consider older adult care recipients or focus on 

transitions occurring within an acute care setting (Salmond 2011, Giles & Hall 2014, Giles & 

Williamson 2015, Ward-Griffin et al. 2015, Taverner et al. 2016).  

In this study, HCP-FCs recounted positive outcomes emerging from their ability to aid in 

the care of the older adult and support other non-healthcare professional family members. HCP-

FCs felt honored to ensure healthcare providers honored the wishes’ of the older adult. This was 
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also balanced with feeling duty-bound to support positive health outcomes of the older adult. 

Similarly, positive outcomes have been reported from the use of nursing knowledge to assess 

health of older adults as well as seek resources and care needed by the older adults (Mills & 

Aubeeluch 2006). However, in this study, HCP-FCs identified satisfaction in their ability to 

empower other family members as well as how to work the system to ensure positive outcomes 

during hospitalization. Furthermore, HCP-FCs sought out information necessary to the care of 

the older adult. HCP-FCs expressed gratification when they were able to influence organizational 

care decisions, unlike previous findings (Mills & Aubeeluck 2006).  

Other studies focusing solely on RNs as caregivers, found incidences of reported neglect 

of older adult care recipients during periods of hospitalization (Taverner et al. 2016), which were 

absent in this study. Nurses, observing care provided by other healthcare staff, reported older 

adults were degraded and staff demonstrated ageist attitudes (Taverner et al., 2016). However, in 

this study, HCP-FCs did not report concerns regarding the healthcare provided by healthcare 

professionals. In the larger study, non-healthcare family caregivers identified incidences 

regarding staff’s lack of understanding regarding how to communicate towards older adults. 

HCP-FCs instead recounted concern relating to the care coordination role of healthcare 

professionals and their changing attitudes towards the HCP-FC as the older adult transitioned 

between different units.  

In this study, HCP-FCs reported feeling different expectations placed upon their behavior 

by healthcare staff members. This finding supports previous findings relating to the dual roles 

nurses as caregivers have reported (Giles & Williamson 2015). Nurses as caregivers have 

reported feeling torn between their nursing and caregiving role (Giles & Williamson 2015). 

However, in this study, HCP-FCs reported role conflict between themselves and other healthcare 
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professionals. HCP-FCs saw the caregiving role as a natural extension of their training and 

background in healthcare. However, HCP-FCs reported healthcare professionals expected them 

to accept potential deficiencies in care being provided to the older adult. Furthermore, healthcare 

professionals reacted in various conflicting ways when they discovered the professional 

background of the HCP-FC. 

Additionally, HCP-FCs viewed themselves as intermediaries between healthcare 

professionals and other family caregivers, regardless if they informed healthcare professionals of 

their training and background. While other studies found nurses as family caregivers felt 

conflicted regarding blurring the line between nurse and caregiver (Mills & Aubeeluck 2006), 

HCP-FCs felt responsible for educating other family members regarding the realities of care 

within an acute care setting. When other family members might have expressed concern over 

care being provided, the HCP-FC provided examples of possible worse case scenarios. HCP-FC 

felt it necessary to educate family members towards the realities of the acute care environment, 

in order to help support other family caregivers during the hospitalization of the older adult. 

HCP-FCs' professional backgrounds enabled their ability to view transitions occurring within the 

acute care setting as more positive and understanding of the unfolding events. 

LIMITATIONS 

Limitations of this article include the demographics of the HCP-FC participants. All 

HCP-FC participants were female and Caucasian. Experiences of male and different ethnic 

nurses as family caregiver perspectives are not represented in this study. Furthermore, HCP-FCs’ 

experiences stemmed from a single hospital setting. The institution’s culture and practices might 

have influenced interactions between HCP-FCs and healthcare professionals.  
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The work experience of the HCP-FCs also differed. Out of the five participants, one 

reported working in a community setting; two reported currently working in direct patient roles 

in acute care settings; while the other two reported working in administrative roles after many 

years of experience in numerous healthcare settings. The experience of the healthcare 

professionals in this study offers a beginning view of the wide range of professional roles nurses 

as family caregivers might be currently employed. Future research is needed to further 

investigate HCP-FCs experiences during hospitalization of an older adult relative or friend.  

CONCLUSION 

HCP-FCs represent a unique perspective of transitions occurring within acute care 

settings. Findings from this study represent a beginning understanding of how HCP-FCs might 

find themselves balancing the needs of other family caregivers and fellow healthcare colleagues. 

HCP-FCs retain pride in their knowledge and ability to support the care of the older adult as well 

as other family members. The important role of the HCP-FC as older adults are hospitalized 

requires further consideration.  

RELEVANCE TO CLINICAL PRACTICE 

HCP-FCs play vital roles in the management of the health of older adults during 

transitions occurring within acute care settings. Further investigation is needed to explore HCP-

FCs view of experiencing dual roles during the hospitalization of an older adult relative or friend. 

Findings from future research could influence development of clinical interventions aimed at 

better inclusion of the HCP-FCs during the care provided to older adults during transitions 

occurring within acute care settings. Additionally, future research is needed to examine 

healthcare professionals’ view of HCP-FC as this study concentrates on HCP-FCs’ perspectives. 

Understanding how healthcare professionals working in acute care settings view HCP-FCs may 
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lead to development of interventions support inclusion of HCP-FCs during care decisions and 

planning. Development of appropriate interventions targeting the increased collaboration 

between family members and healthcare professionals requires insight from both parties.  
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Table 1. Demographics of Healthcare Professionals as Family Caregivers  

Variable N 
Age of Caregiver 

 40-55 3 
 56-71 2 
Age of Older Adult Care Recipient  

 65-75 2 
 76-86 3 
Gender of Family Caregiver 
 Female 5 
Gender of Older Adult Care Recipient  

 Male 1 
 Female 4 
Ethnicity of Caregiver 

 Caucasian 5 
Frequency of Hospitalization of Older adult within past 6 months 
 0-1 3 
 2-3 2 
Medical Reason for Hospital Admission of Older Adult 
 Hip Fracture 1 
 Cancer (various) 1 
 Stroke 1 
 COPD exacerbation 1 
 Sepsis 1 
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Table 2. Examples of Theme and Emic Codes 
 

Theme Emic Code Representative Excerpt  
Seeking 
Inclusion  

“I felt like I 
needed to 
know” 

“I felt like I needed to know that information...And so I asked the 
nurse, and she couldn’t even tell me everything. I said, I want to 
know what the diagnosis is. You know, I want to know what the 
interventions are going to be, what the treatment needs to be, and 
I need to know, you know, how to plan from here on out.  
So, actually, what ended up happening, I walked over and looked 
at the computer and said, can you pull up for me, you know, what 
was done on the rounding? I mean, if I had been someone who 
was not a health care provider, I would’ve never had the nerve to 
do that,  

Insider 
Perspective 

“Thought 
movement 
was smooth” 

I have to say, I thought their movement was smooth, you know, 
and I know from being in health care that’s not always the case. I 
thought in her case it was. I felt, like -- you know, she had a 
bunch of IVs and stuff, and I felt like they managed the pumps. 
They didn’t knock anything over, and other than bumping the 
walls, thought that smoothly went up there. And I felt like the 
unit did a really good job of immediately implementing orders. 

Role 
Struggle 

“Get annoyed 
if I didn’t tell 
them” 

“They seemed to get kind of annoyed when I would -- uh, if I 
didn’t tell them I was in health care ...they would kinda figure it 
out, then they would get kind of annoyed, I think, that I didn’t tell 
’em, but then if I would say I was in health care, then I felt like 
they thought I was being a know-it-all.” 
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APPENDIX D: 

IRB APPROVAL FORMS 
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APPENDIX E: 

INFORMED CONSENT FORM 
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APPENDIX F: 

DEMOGRAPHICS FORM 
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Demographics 

Participant ID Number: 

Date: 

1. Gender of Caregiver 

 

Gender of Older Adult 

 

2. Age of Caregiver 

 

Age of Older Adult 

 

3. Ethnicity of Caregiver 

 

Ethnicity of Older Adult 

 

4. Medical reason/diagnosis for recent hospitalization 

 

5. Amount of time spent on each unit prior to transition  

 

6. Frequency of hospitalization within last 6 months 
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APPENDIX G: 

RECRUITMENT FLYER 
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