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ABSTRACT 
 

The overall aim of this research was to illuminate and describe caregiving as an 
occupation, informed by perspectives from older adult care partners and occupational 
therapists. An additional aim was to integrate and inform study findings with theoretical 
constructs that inform occupational therapy practice through occupational science and public 
health perspectives. Although caregiving was the main construct under consideration, the 
specific focus was on care situations involving older adults. 

Study I considered the narratives of 3 older adult women serving as informal (unpaid) 
caregivers to friends and family members. All of the women were over the age of 65 and of 
varied racial/ethnic backgrounds. Data were elicited through story prompts embedded in 
repeated semi-structured interviews and analyzed using a storyboarding approach and poetic 
transcription.  

Study II was an ethnographic case study considering how care dyads take part in 
community mobility, a common instrumental activity of daily living, with a particular focus 
on how the caregiver supports the participation of the care recipient. 3 care dyads (6 
participants) over the age of 65 were consented into the study. The researcher employed 
participant observation, field note journaling and semi-structured interviews followed by 
thematic qualitative analysis to illuminate strategies used by these care dyads to remain active 
in community mobility in the context of their care situation.  
 Study III used a constructivist grounded theory approach to explore the perspectives 
of occupational therapists regarding their interactions with older adult caregivers. Repetitive 
focus groups with 11 occupational therapy practitioners, researcher memos and individual 
reflections from 2 additional participants provided multifaceted data that the researchers 
analyzed through several levels of coding to construct a grounded theory of occupational 
therapist-caregiver interactions. 
 Study IV consisted of secondary data analyses of a national survey of adult 
caregivers conducted in the United States in 2014-2015. Data specific to 482 caregivers age 
65+ and older and their care recipients were extracted from the overall sample and considered 
in relationship to responses to questions regarding support received from healthcare 
providers. Descriptive and inferential statistical analyses were employed to develop a profile 
of older adult care situations and predict inquiries of support from healthcare providers based 
on care situation characteristics. 
 Findings from the first two studies highlighted the relational nature of caregiving and 
an expanded view of the caregiver role. Study I also revealed that interactions with health 
care providers in positions of authority are often challenging and compel caregivers to act in 
ways they perceive as risky. Study II reinforced that caregivers act in ways that are 
influenced as much or more by the history of their relationships as by caregiving demands 
and led to the explication of relational versus individual perspectives. These findings 
influenced the approaches used in studies III and IV, which focused on interactions between 
healthcare providers and older caregivers, specifically occupational therapists in study III and 
other healthcare professionals in study IV. Findings from study III resulted in a theoretical 
stance that occupational therapists are influenced by biomedical contexts to situate caregivers 
as paraprofessionals to help meet care recipient goals. This perpetuates an individualistic lens 
on caregiving, emphasizing the biomedical priorities of the patient over the priorities or 
support needs of the care situation. Support offered by healthcare providers in the form of 
inquiries about the needs of older caregivers was found in study IV to be less than optimal 
and appears not to be predicted by any characteristics of the care situation other than the 
living situation of the care recipient. In sum, individualistic perspectives fail to realize the 



	 	 	 	2	

occupational complexity of caregiving and provide an opportunity to explore more collective 
paradigms when supporting older adult care situations.  
 
Keywords: caregiving, occupational therapy, occupation, aging, individualism, socio-
ecological perspective, transactional perspective 
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INTRODUCTION 

Personal and professional experiences of caregiving 

 In June of 1990, I received a devastating phone call from a chaplain at the local 

hospital emergency room in the town where we lived, letting me know that my partner of 9 

years had been involved in a head-on automobile collision and was undergoing evaluation 

and preparation for surgery due to multiple injuries. That phone call was the start of a long 

journey of hospitalization, rehabilitation, further surgeries and life-long implications due not 

only to the bodily injuries sustained by my loved one, but also the social, cultural and 

financial factors that would influence our journey and define our future. I temporarily became 

a primary caregiver but remained first and foremost a life partner.  

 Fast-forward to September of 1999 as I sat on my father’s hospital bed one evening, 

visiting with my mother and brother prior to his scheduled routine heart surgery the following 

day. Nothing was routine about the aftermath of the surgery, however, when his body 

rejected a blood transfusion and set off a chain reaction of medical complications that led to 8 

months in the intensive care unit and his eventual death in the spring of 2000. As a family we 

were bewildered by what had happened and stunned by a lack of communication from the 

healthcare providers in response to our requests for information. Our need to know was 

inconvenient; our advocacy unwelcome. Our family: my mother, three adult children and our 

respective families, were thrust into caregiving roles that had less to do with bodily care but 

much to do with advocacy, communication and monitoring of the healthcare situation. 

To say that these two experiences sparked my interest in caregiving would be an 

understatement, but it was not a straightforward journey, nor one without multiple and 

conflicting influences. At the time of my partner’s accident, I was practicing as an 

occupational therapist (OT), working in a rehabilitation hospital on a neuro-rehabilitation 

service. Every day I saw lives changed by spinal cord injury, stroke, brain injury and various 
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other injuries and disabling conditions. In the first years of practice, I upheld the paradigm of 

independence, abiding the presence of family members in therapy sessions only if they were 

there to learn from me, to comply with the plan for rehabilitation, to learn the tasks we 

needed to check off on our discharge lists before they were allowed to return home with their 

significant others. I lamented with my colleagues about the family members who “gave us a 

hard time” by asking too many questions, demanding to know why certain things were done, 

and complaining when they were not satisfied with the care their family member received.  

In the ten years between my partner’s accident and the death of my father, I 

experienced a renaissance of understanding about the systems in which I worked, the 

paradigms that influenced my practice, and the sometimes demoralizing, although largely 

unintentional, effects they had on people who are thrust into positions as caregivers due to the 

injury or illness of another human being with whom they have a relationship. Although It 

would take almost two more decades to come to this point of articulating those experiences, I 

began the journey of working in different types of practice, primarily community-based, that 

ultimately served to shine a more nuanced light on care situations. This occurred first through 

working in a low-income housing unit for older adults, many of whom lived alone but 

required some type of support or assistance, a situation that brought me into close contact 

with both informal and paid caregivers. Since then, during the years I have taught in the 

occupational therapy program at the University of North Carolina, I have also been involved 

in caregiver support initiatives through our local Department on Aging, and this year was part 

of a group of four women who gave care to a friend so that she could die at home. This 

combination of personally experiencing caregiving, working in a rehabilitation context in the 

US healthcare system, and currently bridging healthcare and community-based systems in 

both service and research efforts, has led to more carefully examining this phenomenon 

called caregiving. I begin with an overview of the concepts and language of caregiving, 
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followed by situating the concept in the specific sociocultural contexts in which I have 

worked and studied over the past several years. 

 

BACKGROUND 

The focus of this thesis is the intersection of informal caregiving, older adulthood, and 

occupational therapy. From my professional background in occupational therapy (OT), I 

brought to this endeavor a pre-existing understanding of the meaning and power of human 

activity but had not specifically considered caregiving through this lens. To lay a foundation 

for exploring this connection, I will first address the concept of informal caregiving from a 

general perspective, including a profile of caregiving within the context of the United States 

(US) where this research was conducted, as well as influences from the Swedish context, 

which has been home to my academic studies. Caregiving within the context of older 

adulthood receives particular attention as an increasingly common phenomenon in both 

cultural contexts.  After establishing this groundwork, specific consideration is given to how 

informal caregiving is considered within the profession of occupational therapy and the 

academic discipline of occupational science. Finally, the background section will conclude 

with a synopsis of influential theoretical perspectives as a foundation for the research aims 

and studies.  

 

General overview of caregiving 

Given the diversity of language around caring practices, it is important to start with an 

introduction to various terms and how they will be regarded throughout this manuscript. 

Caregiving is defined in the English-language Merriam-Webster International Dictionary as 

“providing direct care to a dependent child or adult” and is further defined by who provides 

the care and in what role. The National Alliance for Caregiving (NAC), a countrywide 
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coalition of organizations in the US, defines caregiving roles by separating “formal” from 

“informal” caregivers, describing informal caregivers as those family or friends who perform 

caregiving tasks without expectation of pay (NAC, 2009). Unless otherwise specified, the 

terms caregiver and caregiving used in this writing refer to people carrying out informal 

caregiving. At times the adjective informal will still be used if it enhances clarity of the ideas 

being presented. 

 Informal caregiving is considered for the purposes of this research as a situation in 

which someone assists a friend or family member who is experiencing acute or chronic 

illness, disability, and/or life situations that prevent them from handling daily activities 

related to their health and wellbeing (Family Caregiver Alliance, 2009) and does so without 

financial compensation. In the case of adults, caregiving is often initiated following a change 

in physical or cognitive function significant enough to warrant assistance with basic tasks of 

everyday living such as bathing, dressing or preparing meals, the things that often allow 

someone to remain in their home. Supporting these types of personal care tasks reflects an 

emphasis on changes in capacities such as movement or physiological function, so that 

caregiving is often equated with caring for the body of another person. Caregiving also 

extends, however, into the realm of things that represent a bridge between the personal and 

the social realms (Lawton & Brody, 1969). The caregiver serves not only to maintain the 

health and well being of the care recipient, but also acts as a liaison between the home and 

the world external to it. That outside world may include professional care staff, healthcare 

providers and various other entities that have an interest in influencing the care situation, but 

also refers to the social community and desired activities beyond the home of the care 

recipient. More indirect aspects of caring come into focus with this bridging role; caregivers 

need not be caring for the body of another person in order to be providing care. Who then is 

considered a caregiver and how do we understand what they do? 
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An idea represented in both consumer media and scholarly work suggests that the 

term caregiver is less an identity chosen or embodied by someone than a label assigned by 

service providers or others attempting to describe a role in which human beings are seen as 

responsible for the well-being of others (Mayo Foundation for Medical Education and 

Research, 2018; O’Connor, 2007). The term caregiver has also been criticized for giving the 

impression that the relationship between one who provides care and one who receives care is 

unidirectional, with one entity giving to the other without reciprocity (Olson, 2017).  

 More recently, the term care partner is being adopted in some contexts to advocate 

for a reciprocal notion of caring practices; this change is sometimes attributed in the US to 

the Eden Alternative® movement (http://www.edenalt.org/), which is credited in publications 

in the last decade as having brought attention to the idea that care situations based in mutual 

respect achieve an equilibrium not present in traditional caregiving situations (Eilers, 2013). 

Whether this term represents mere semantics or an actual paradigm shift is debatable, but 

Eilers (2013) contends that the language of care partnering serves as one tool in the overall 

effort to rid healthcare of a long-standing paternalistic archetype, with reduced emphasis on 

compliance and more emphasis on collaboration. Given that this specific movement to which 

the term care partner is attributed is focused on reforming institutional care for older adults, it 

is undoubtedly employed as a strategic tool for change. 

Within the English language, the act of providing assistance to someone might simply 

be called caring. Indeed, that term is more commonly used in English-speaking countries 

other than the US, as well as international English-language publications, even when 

referring to societally-recognized practices of providing specific types of assistance to 

another person in the context of illness or disability. This is noted particularly within 

academic journals from the United Kingdom, Australia and Scandinavian countries, in which 
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the term carer is most typically associated with the role that would be labeled in the US as 

informal caregiver, and in the specific titles of journals devoted to caring sciences.  

Gordon, Benner and Noddings (1996) refer to caregiving as a way of life, removing it 

from the realm of the biomedical, in which the care recipient has a diagnosis or functional 

limitation, and situating it within a broader realm of human relationships. These writers lean 

toward the term caregiving, contending that it reflects the difference between caring as a 

sentiment and caring as a practice that is fundamental to human existence, (1996, p.3). The 

language of care thus appears not only to be associated with some of the most fundamental 

human experiences, but also represents a concept whose complexity is borne out in these 

deliberations around labeling. In sum, informal caregiving, both through and beyond the 

language that describes it, consists of relationships between human beings in which 

assistance is provided to carry out the most basic personal as well as the most socially 

connected activities of daily life in order to sustain the wellbeing and participation of those 

who cannot do so alone. 

 

Caregiving in the US  

 In the United States, as in many industrialized countries of the world, caregiving is 

receiving increased attention across multiple domains due to changing demographics, 

characterized by the phrase “the graying of America” (Butler, as reported in Kernan, 1979). 

The number of persons 65 and older accounted for 12% of the US population in 2009 but will 

grow to 19% of the population by 2030 and effectively double between the years of 2009 and 

2050 (Administration on Aging, 2012). Although caregiving practices are certainly not 

isolated to older adults, this aging trend in population demographics points to increases in 

caregiving needs and also to caring roles enacted by older spouses, partners and other family 

members. The National Alliance for Caregiving (NAC, 2009) reported that in the five-year 
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period between 2004 and 2009, the average ages of both caregivers and care recipients rose 

by several years. The largest categories of caregivers are those who report caring for someone 

due to advanced age (12%) and various forms of dementia (10%) (NAC, 2009). Caregiving 

and aging in this societal and demographic context are thus inevitably intertwined. 

In a 2015 survey report, NAC and AARP reported that of the 43.5 million adults in 

the United States who provided unpaid care to another person, the majority (34.2 million) 

provided this care to an adult age 50 or older, and the caregivers themselves are also trending 

older. Although the average age of an adult caregiver is 49, nearly 1 in 5 caregivers is 65 

years of age or older (NAC & AARP, 2015a). This same survey also provides an in-depth 

analysis of these older caregivers: the typical profile is of a 79-year-old female, caring for one 

other adult, most commonly a close relative who needs assistance due to along-term physical 

condition. The caregiver spends about 34 hours a week helping with self-care, medical and 

nursing tasks. While these oldest caregivers do not appear to be experiencing significantly 

more stress or strain than younger caregivers, they are more likely to be caregiving without 

other help. They are also more likely to be the one who communicates with care professionals 

and advocates for their recipient, indicating that they come in frequent contact with 

healthcare providers.  

The typical care recipient in the US is female (65%) and averages 69.4 years of age, 

but nearly half are 75 years old or older (47%). Roughly half of care recipients still live in 

their own homes (48%); however, as hours of care increase, so do the chances that the care 

recipient co-resides with the caregiver (NAC & AARP, 2015a). Community living is still the 

norm for most older adults, even those who need assistance with most daily activities, partly 

because of the extraordinary expense of supported living, which can exceed $85,000 per year 

and is rarely covered by insurance (US Department of Health and Human Services ((DHHS), 

2017a). Within the US, this profile of older adults caring for other older adults at home and in 
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the community is thus becoming increasingly common.  

Two additional factors influence caregiving in the US: a complex, hybrid healthcare 

system and a cultural emphasis on individualism. The US healthcare system, typically 

considered a market-driven system, but in reality a complicated mixture of both private and 

public funding with privately delivered care (Oberlander, 2012), is a topic too lengthy for this 

manuscript. What is important to note, however, is that Medicare, the federally funded health 

insurance program for people ages 65 and older, provides only limited funding for in-home 

care in the case of a significant change in health, and no funding for long-term in-home 

assistance for routine care (www.cms.gov). The limited funding mechanisms for care 

assistance result in many care situations being handled by informal caregivers without any 

paid assistance. 

Individualism, although its influence is widely debated, has long been recognized as a 

characteristic of US culture, and is described in a seminal text on American society as the 

state in which the ultimate source of action, meaning and responsibility is the individual 

(Williams, 1970). When considered in the context of caregiving, this concept raises questions 

about the value and role of caregivers. Gordon, Benner and Noddings (1996) contend that in 

Western societies like the US where individualism has been highly prized, the ethical ideals 

of caregiving are actually positioned in conflict with concepts such as independence, self-

sufficiency and self-determination. In other words, if caregiving is considered a fundamental 

part of the human experience but those who need care are positioned as unable to fulfill the 

ideal of independence, the role of caregiving is diminished.  This clash between 

individualism and relational support plays out perhaps nowhere more intensely than in the 

United States. 
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Influences from a Swedish context 

 With the opportunity to complete my doctoral studies in Sweden, I became interested 

in how conversations about caregiving might differ cross-culturally and how care practices 

would be influenced by a Swedish societal context. As within the US, health care costs and 

caregiving needs are expected to surge as the Swedish population ages, due to low birth rates 

and improved life expectancy. Unlike in the US, those costs are borne by the population as a 

whole through the national healthcare and social services systems, which are publicly funded 

through tax revenues (Laws SFS 2018:143; SFS 2018:347, respectively). However, the 

combination of a severe financial crisis in the early 1990s with an even more pronounced 

aging demographic than any other country, triggered cost-saving changes in the Swedish 

welfare system (Ladegaard, 2012). These changes led to questions, among others, about the 

readiness of the Swedish people to embrace changes in support mechanisms for caregiving.  

Researchers Jegermalm and Grassman (2012) addressed this question of preparedness 

for an aging society through surveys with thousands of Swedes between the 1990s and 2000s 

and concluded that change was already being noted in civil society, as non-governmental 

efforts to assist older and disabled residents to remain in the community increased. They 

attributed this finding directly to the combination of reduced economic assistance from the 

government as well as public attention to the needs of an aging society, noting that the same 

societal values that supported a redistributive welfare state in Sweden in the 20th century 

(Baker, 2011) drive fundamental ideas about the right of every person to have equal access to 

services and support (Jegermalm & Grassman, 2012). Where the national government cannot 

provide this, these authors seem to suggest that the Swedish people are filling the gaps. 

 Although the Swedish context is not directly relevant to the studies reported here, it 

does offer an interesting cultural comparison of two post-industrial western nations with 

different social and economic systems that shape perspectives and pragmatic aspects of 
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caregiving. I have been fortunate to have a Swedish doctoral colleague also conducting 

research on caregiving, who has reported on some of these pragmatic aspects.  Riekkola 

Carabante, Rutberg, Lilja & Isaksson (2017), in their exploration of the experiences of older 

care partners involved in residential respite care, found that regardless of the support 

provided through this service, involvement in it posed a challenge for spousal caregivers. The 

intricacies of finding and using residential respite care, as well as the perceived need to 

monitor the wellbeing of their care partner while involved in it, resulted in added complexity 

in their everyday lives. Despite a context like Sweden in which these services may be more 

readily available and equitably accessible than in the US, there remain challenging nuances 

that are perhaps more related to the occupation of caregiving than the societal milieu. 

 

Occupational Therapy Perspectives on Caregiving 

 Viewing caregiving through an occupational lens necessitates some grounding in the 

concept of occupation as used in the professional context of occupational therapy and the 

academic discipline of occupational science. For the purposes of this research, I will engage 

constructs of occupation advanced by Hocking (2009) and Dickie (2010). Hocking posits that 

occupation refers to human knowledge about human doing, situating it as a shared 

understanding of the norms and processes of what is being done, although the naming may 

differ across cultures (2009, p. 142). Hocking also outlines analytic elements she views as 

critical for understanding particular occupations. These elements are inclusive of, but extend 

beyond, the personal experiences of humans. Among the factors to be understood are the 

personal, social and cultural meanings of what is being done, the capacities and skills 

associated with participation, and the functional outcomes, including the impact on human 

health. Hocking’s further recommendation to consider a deep analysis of contextual factors 

aligns with Dickie’s (2010) suggestion that accounting for the entirety of occupation obliges 
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the researcher to expand focus beyond an individual experience of what is being done and 

understand not only other human actors that influence the process, but also complex factors 

involved in co-creating a situation in which those actors engage at one moment in history. 

Both scholars contend that considering only the actions and experience of the human engaged 

in occupation neglects the temporal, sociocultural, economic, political and historical 

influences on what is being done. An occupational perspective on caregiving requires 

attention to these elements as well as the human experience of giving or receiving care.  

 Occupational therapists writing about caregiving specific to adults in US journals over 

the past several decades have been concerned with such issues as family and caregiver well-

being (Abelenda & Helfrich, 2003; Hasselkus & Murray, 2007: Pickens, O’Reilly & Sharp, 

2010; Watts & Teitelman, 2005), meaning and identity in the caregiving role (Donovan & 

Corcoran, 2010; Hasselkus,1993; Hoppes, 2005; Segal, 2005), and the potential for 

occupational therapy intervention to support caregiver needs (Corcoran & Gitlin, 2001; Gray, 

Horowitz, O'Sullivan, Behr, & Abreu, 2007; Moghimi, 2007). Intervention-focused studies 

have been more prevalent in the last decade in particular, as occupational therapy clinicians 

and related scholars respond to needs and opportunities stemming from an increase in 

caregiving for chronic conditions such as dementia (DiZazzo-Miller, Samuel, Barnas & 

Welker, 2014; Gitlin, et al., 2018; Gitlin, Mann, Vogel & Arthur, 2013; Gitlin, et al., 2009; 

Thinnes & Padilla, 2011). Though the literature cited here is only a segment of the body of 

work around informal caregiving by US occupational therapists and related scholars, the 

topics noted represent the largest concentration of research efforts.   

 Beyond a focus on caregiver experiences and interventions aimed to ease their burden, 

occupational therapy researchers both domestic and international have also explored the 

everyday lives of caregivers and the impact of caregiving on other occupations (Atler, 

Moravec, Seidle, Manns & Stephans, 2016; McGrath, Mueller, Brown, Teitelman, & Watts, 



	 	 	 	16	

J. 2000; Napier, Eccles & Price, 2015). Scandinavian researchers in particular have integrated 

the World Health Organization’s (WHO) concept of participation (2001) with an exploration 

of the experiences of caregivers in everyday life, and advanced ideas regarding the 

complexity of their actions on behalf of care recipients (Arntzen & Hamran, 2016; Riekkola 

Carabante, Rutberg, Lilja & Isaksson, 2017; Van Dongen, Josephsson & Ekstam, 2014; Vik 

& Eide, 2012; Witsø, Eide & Vik, K. 2011).  

 Across research conducted at the intersection of occupational therapy and caregiving is 

a sense of focus on the human experience, with little appearing in our literature in regards to 

the broader contextual aspects. That this experience is presented from the perspective of the 

caregiver as opposed to, or in addition to, the care recipient acknowledges the relational 

nature of caregiving, but also leaves open the door to explore theoretical constructs that 

prompt an even richer consideration of elements of this occupation beyond the human beings 

who are engaged in it. Relative to this research, those theoretical influences stem from 

occupational science, public health, sociology, and indirectly through social and 

developmental psychology.  
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Theoretical & Conceptual Frameworks  

 There are two primary and two secondary theoretical constructs that have shaped both 

the approach toward and analysis within this doctoral thesis. Each of these is explained in this 

section from the standpoint of how they influence perspectives on caregiving, but it must first 

be acknowledged that a multi-decade career in occupational therapy, as well as iterative 

immersion in the theoretical models and practice frameworks of our profession, has 

undoubtedly had the most enduring, even if at times also the most tacit, influence on my 

thinking. Occupational therapy is a profession founded on principles of understanding how 

and why people act across time, and how practitioners of the profession can identify and 

resolve barriers to doing (AOTA, 2018). This fundamental concept of occupation dates back 

to the founding of the profession in the early 1900s, and is reflected in psychiatrist Adolf 

Meyer’s seminal publication on the philosophy of occupational therapy: 

 

Our body is not merely so many pounds of flesh and bone figuring as a machine, with 
an abstract mind or soul added to it. It is throughout a living organism pulsating with 
its rhythm of rest and activity, beating time (as we might say) in ever so many ways, 
most readily intelligible and in the full bloom of its nature when it fells itself as one of 
those great self-guiding energy-transformers which constitute the real world of 
Living beings. Our conception of man is that of an organism that maintains and 
balances itself in the world of reality and actuality by being in active life and active 
use, i.e. using and living and acting its time in harmony with its own nature and the 
nature about it. It is the use that we make of ourselves that gives the ultimate stamp to 
our every organ. (Meyer 1983/1922 & Haworth Continuing Features 
Submission,1983; [Emphasis in the original]).  

 

This philosophical lens that has shaped my work in occupational therapy was also the 

initial influence regarding concepts about caregiving. The practice of caring for another 

person, whether called caregiving or care partnering or simply caring, can be understood as 

part of the rhythm of rest and activity, an active use of time and self, or what we might call 

occupation. What occupational therapy, and more recently occupational science, lends to this 
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consideration of caregiving is a press to understand it in its fullness, as something enacted by 

human beings but intertwined with, as Meyer says, the “nature about it” (1983, p. 83).  

 

A Transactional Perspective from Occupational Science 

A transactional perspective on occupation (Cutchin & Dickie, 2013; Dickie, Cutchin 

& Humphry, 2006) argues against interpretations of complex situations as divisible into 

components that highlight individual experience as separate and distinct from context. 

Drawing on a Deweyan pragmatist philosophy, these authors describe a transactional 

perspective as one in which the continuity of person/context includes characteristics that 

extend beyond physical forms (2006 p.88) but are instead related to one another through time 

and space via social and cultural relationships. In the twelve years since the introduction of 

this perspective in the occupational science literature, multiple authors have extended its 

utility in continuing to deconstruct dominant paradigms of individualism and independence 

(Fritz & Cutchin, 2017; Rudman & Aldrich, 2017; Kirby, 2015; Frank, 2011), while others 

have employed the perspective to illuminate collective and social phenomena (Lavalley, 

2017; Lynch, Hayes & Ryan, 2016).  The fundamental assertion of the transactional 

perspective advanced by Dickie et al. (2006), suggests that examining individual experiences 

separate from the environment invokes a false duality, which opens up new possibilities for 

investigating occupations such as caregiving. While theoretical frameworks in occupational 

therapy have traditionally suggested that a person can be understood separately from the 

context in which an occupation or activity takes place, a transactional perspective compels 

simultaneous consideration of all of these elements. 

 In the case of caregiving, a transactional perspective obliges us to understand that 

term not as indicative of an individual playing a certain role or possessing certain 

characteristics, but rather as a cultural label applied to a situation in which human beings are 
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acting in accordance with historical relationships, social expectations, economic policies, 

environmental presses and cultural norms to manage new challenges manifesting as changes 

in health or function for at least one of the humans in the situation. In keeping with the 

assertion by Dickie et al. (2006) that an understanding of the individual is a necessary but 

insufficient condition for understanding occupation, the person or persons whose change in 

health or ability prompts a caregiving situation would still command attention to their 

individual needs, but their needs do not alone constitute the needs or characteristics of the 

situation as a whole. A transactional lens points to considering caregiving situations as 

opposed to individuals labeled as caregivers or care recipients. One step toward structuring 

this consideration can be taken by layering a transactional perspective with a socio-ecological 

model from public health. 

 

Socio-ecological model of public health 

 Various scholars across the world within our profession have addressed the 

integration of public health and occupational therapy (Hyett, McKinstry, Kenny & Dickson-

Swift, 2016; Milston, et al., 2017), and the application of public health principles to 

occupational therapy practice is the primary subject of at least one disciplinary textbook 

(Scaffa, Reitz & Pizzi, 2010) as well as a recent editorial in a special issue of the journal 

OTJR: Occupation, Participation and Health (Bass & Baker, 2017). What the combination of 

public health principles with occupational therapy seems to imply is that the traditional 

strength of occupational therapy interventions at the level of the individual may be applicable 

to population-level interventions more typical of public health, and vice versa. These 

different levels of approaching human needs are represented in a conceptual framework 

suggested by a group of health behavior scholars (McLeroy, Bibeau, Steckler & Glanz, 

1988). 
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 McLeroy and colleagues problematized the increasing tendency within public health 

promotion efforts in the late 20th century to assign rising rates of disability and chronic 

disease to individual responsibility, stating that this “victim-blaming ideology” ignores the 

social influences on health and disease (1988, p. 352). They proposed instead a tiered model 

for targeting health promotion efforts, with interventions aimed at multiple levels. In this 

model, the individual is represented by a central figure nested inside concentric circles that 

represent the interpersonal realm, organizational realm, community realm and public policy 

realm as the circles grow ever wider and engulf the smaller circles. The authors acknowledge 

being influenced by Bronfenbrenner’s Ecological Systems Theory (1977, 1979) in 

conceptualizing how individuals are enveloped within increasingly larger spheres of socio-

ecological influences. Bronfenbrenner (1979) used the term nested to describe the 

relationships between what he termed ecological systems, beginning with the microsystem 

and moving outward through the sequentially larger meso-, exo- and macro-systems, 

paralleling McLeroy et al.’s levels of interpersonal, organization and community/public 

policy realms. I have combined these ideas and superimposed caregiving- concepts in order 

to illustrate the relationship to this work (Figure 1). 
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Figure 1: Parallels between a Socio-ecological model (McLeroy, et al., 1988)/ 
Bronfenbrenner’s Ecological Systems Theory (1977,1979) and caregiving situations 
 
 
 

In their argument for shifting the outcomes of public health promotion programs away 

from being solely the responsibility of the individual, McLeroy et al. (1983) called for 

targeted programming at multiple levels, addressing mechanisms of change at each level, but 

concentrating particularly on community and public policy efforts that would ostensibly then 

trigger change at the individual level. Although these authors did acknowledge that the 

support of individuals was needed to enact societal change as well, the emphasis on higher-

level programming was foregrounded in order to reduce the negative consequences of 

situating problems of chronic disease and disability within the individual. Just as in 

subsequent applications of Bronfenbrenner’s work (Neal & Neal, 2013), the concepts 
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forwarded by McLeroy and colleagues opened up new possibilities for considering how to 

target interventions, but also offer an interesting parallel to the transactional perspective on 

occupation in that the individual and their experience is seen as only one element of interest 

in understanding the whole of a situation. 

  

Additional influences 

 Two other influences in the background of this research on caregiving warrant some 

attention: the concept of participation, and Life Course Theory as conceptualized by Elder 

(1998). The concept of participation prompts consideration of choice and connectedness in 

relation to caregiving, while Life Course Theory may be especially relevant to an exploration 

of caregiving in older adulthood.  

Participation 

The concept of participation has been considered across many disciplines and 

domains of thought and is generally used to describe how people take part in something that 

is recognized as an activity within a cultural context. Within the World Health Organization’s 

(WHO) International Classification of Functioning (ICF; WHO, 2001), participation is 

defined as involvement in a life situation, and disability is viewed as encompassing 

participation restrictions (2001, p.10). Situating participation restrictions as a way in which 

disability is understood as socially constructed has also led professions that concern 

themselves with disability, such as occupational therapy, to adopt participation – or the 

eradication of restrictions in participation – as an outcome of intervention (e.g. American 

Occupational Therapy Association (AOTA), 2014). Even though the AOTA concept of 

participation offers illustrations of achieving it as an outcome at individual, group and 

population levels, the description of the outcome is “engagement in desired occupations that 

are personally relevant and congruent with expectations within the culture” (2014, p. 35), 
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furthering the notion that a person engages in something external to their embodied state in 

the world. This description is aligned with several frameworks for occupational therapy 

practice that separate the person from the environment and from the occupation that takes 

place within that environment (Brown, 2013). In each of these cases, the point of reference 

for understanding participation – what it is, how it is achieved, and how it is restricted – is the 

individual.  

The Merriam-Webster dictionary, a prominent English-language reference, offers an 

interesting alternative definition of participation as the state of being related to a larger 

whole (Merriam-Webster, n.d.). This definition hints at the possibility of a more transactional 

view of participation, employing from Dickie, Cutchin & Humphry (2006) the idea that 

person and context are not a duality but rather a unity that may be understood fully only in 

relationship to wholly contextualized situations (Kincheloe & Horn, 2007). Combining these 

two notions: 1) that participation is the state of relationship to a whole, and 2) that person and 

context represent a unity, then the argument can be made that participation is inherently 

social and represents a unified, contextualized situation, not a discrete container of an activity 

that an individual can be inserted into or restricted from. This conceptualization would 

minimize the importance of measuring an individual’s level of participation and points 

instead to considerations of multiple actors in social and relational contexts confronted by 

temporal situations. 

A recent text highlighting participation as a complex conceptual frame of reference 

details multiple ways in which it has been addressed across literature in health and human 

services (Eide, Josephsson, Vik & Ness, 2017). Two of these dimensions seem particularly 

relevant to an evolving understanding of caregiving: participation as a facilitator of the 

relationship between person and society, and the negotiation of meanings of participation 

across medical, social and interactional models. Situating participation in a caregiving 
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situation as the facilitation of relationships between the human beings involved in it and the 

societal view of care may be closely tied to the negotiation of meaning across multiple 

systems of concern. 

 

Life Course Theory 

 A life course perspective on developmental change in human lives emerged over the 

latter half of the twentieth century in various realms of social science and served to upend the 

prevailing views of human development as either biologically determined and/or influenced 

through processes of current peer and family socialization (Elder, 1994). Although 

recognition of individual agency continued to be acknowledged in life course theory, the 

influence of time, context and historical processes on the expression of human development 

was increasingly recognized as influential in shaping opportunities to exercise personal 

choice and shape life trajectories (1994, p. 6). Of particular interest to Elder and his 

colleagues has been historical influences on birth cohorts, and how these influences interact 

with the timing of life events that may result in different impacts for different cohorts 

(Crosnoe & Elder, 2002; Elder, 1998; MacLean & Elder, 2007). These cohort effects are 

described as the phenomenon of linked lives, or the interaction of a person’s social worlds 

over his or her life span with those of others in the immediate proximal social context as well 

as preceding generations (1994, p. 6). For example, the way in which an older adult cares for 

someone may be influenced by having seen his mother care for her mother, as well as by 

peers who are caring for their loved ones. 

Most relevant to this research is the suggestion from life course theory that the ways 

in which we act in the world are culturally and historically influenced, or as Elder states, 

“lives are socially organized in biological and historical time […] the resulting social pattern 

affects the way we think, feel and act” (1998, p.9). Applying this perspective to caring 



	 	 	 	25	

practices by older adults indicates that a wealth of life experiences shape how caring is 

approached and how the care situation is organized. Additionally, this perspective helps to 

distinguish this work from the larger body of research around caregiving that also addresses 

caring for children and younger adults with various types of needs. The older adult care dyad 

or cohort engages in an occupation that is shaped by the history of the relationship(s) as well 

as the societal history of the times in which they have lived and is situated within a 

contemporary context that may or may not be supportive of their care practices.  

 

Summary of Theoretical Influences: 

 The confluence of experience in occupational therapy, exposure to scholarship 

emerging from occupational science and sociology, as well as academic study in public 

health led to beginning this research with a conceptual orientation of caregiving that was 

relational, contextual and imbued with both meaning and expectations for functional 

outcomes.  Studies in public health led to a realization that intermediate levels of socio-

ecological models offer the potential to situate the study of caregiving in realms that are 

relational as opposed to either individual or societal, a concept that was enhanced with the 

addition of the transactional perspective from occupational science. The transactional 

perspective suggests an indivisibility of person and context, leading to an awareness of 

looking at situations that involve caregiving as opposed to just the individual actors. These 

primary influences thus shaped an overall orientation to this work based in occupation, multi-

layered perspectives and situational analysis. 

 The concept of participation and fundamental principles of life course theory added 

dimensions of interpersonal and human-environment interactions as well as a historical lens 

on caregiving relationships and aging. As I undertook with my advisors the study of 

caregiving specific to contexts in which older adults enact caring practices, these concepts not 
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only influenced the research questions and processes, but also served as the primary set of 

lenses through which I viewed data and framed analytic procedures. 

 

RATIONALE 

 Occupational therapy is a profession that focuses on doing and sees as its mission the 

removal of barriers that stand in the way of human beings participating in what it is they want 

must and/or can do (AOTA, 2018, AOTA, 2013). Although traditionally focused on 

individual human capacities, caregiving represents a phenomenon in which occupational 

therapy must broaden its lens to consider multiple perspectives and experiences, as well as 

probe deeper into the contextual factors influencing the situation. Current changes in both 

social demographics and healthcare delivery mechanisms will place more responsibility on 

informal caregivers to support the wellbeing of significant others, and older adults will be 

particularly affected by these new realities. Because oftentimes older adults will be caring for 

people they have known across their lives, the relationship histories, as well as the historical 

times in which they have interacted, will influence how these care situations will be carried 

out, and how they will intersect with healthcare providers such as occupational therapists. For 

these reasons, it is essential that we develop within occupational therapy a deeper 

understanding of the many elements that comprise the occupation of caregiving, including 

multiple human perspectives, contextual influences and societal expectations for its impact on 

human health and wellbeing. The rationale for this research is to contribute toward that 

imperative. 
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RESEARCH AIMS 

The overall aim of this research is to illuminate and describe caregiving as an 

occupation, informed by perspectives from older adult care partners and occupational 

therapists. An additional aim is to integrate study findings with theoretical constructs that 

inform occupational therapy practice through occupational science and public health 

perspectives. 

 

Specific Study Aims: 

Study I Aim: To explore the everyday experiences of older adults serving as primary informal 
caregivers to significant others    
 
Study II Aim: To explore and describe strategies used by older adult care partner dyads to 
support and maintain participation in community mobility    
 
Study III Aim: To explore the perspectives of occupational therapists regarding interactions 
with older adult caregivers in geriatric practice settings. 
 
Study IV Aim: To identify and describe relationships between characteristics of care 
situations and caregiver perceptions of support offered by healthcare providers in a national 
survey of adult caregivers. 
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METHODS 

 Though various research paradigms employ different language for the ways in which 

questions are formulated and approached, it is perhaps most accurate to state that both 

interpretivist (Denzin & Lincoln, 2018; Geertz, 1973) and positivist approaches (Baronov, 

2012) were used in this research, and that the designs led primarily to descriptive analyses, 

but an explanatory model was also employed in Study IV. Three of the studies were 

conducted using qualitative methods and one using quantitative methods, both descriptive 

and inferential statistics. I had some experience in qualitative methods, primarily ethnography 

and narrative inquiry, through previous masters degrees, but despite being involved in survey 

research, had never conducted a quantitative analysis prior to this research. Qualitative 

approaches, especially those grounded in constructivist, reflexive practices, are more familiar 

and comfortable to me as a beginning researcher, but the merging of positivist and 

interpretive paradigms is appealing as a way of answering complex questions about a 

multifaceted topic such as caregiving (Lin, 1998; Roth & Mehta, 2002). 

 

Study Designs, Data Collection/Generation and Analysis 

 Four different designs were chosen for the studies in this thesis and are summarized in 

Table 1. The choice of methods was tailored to the specific research question and varying 

approaches also allowed for experience with diverse strategies for data collection/data 

generation as well as analytic procedures. 

In Study I, the methodological approach used was that of narrative-type narrative 

inquiry as described by Polkinghorne (1995), which was used to explore everyday 

experiences of older adults serving as caregivers to significant others. Narrative-type 

narrative inquiry relies on the gathering of events and happenings through the data collection 

process and produces as a result a descriptive story. In this case, the events and happenings 



	 	 	 	30	

were solicited as verbal representations of both current and historical experiences via iterative 

contacts: initial semi-structured interviews, followed by story elicitation sessions based on 

data from the initial encounter. The descriptive story was produced in the form of a poetic 

transcription based on work being done in a doctoral seminar in advanced qualitative 

methods. A storyboarding technique, typically used in visual media such as film and 

television production, was used in this case to map out a sequence of story elements 

(Mattingly & Lawlor, 2000), which were then transformed into the poetic narrative. 

Ethnographic case studies were employed in Study II in order to explore how older 

adult care partner dyads support and maintain participation in community mobility. The term 

case studies in this context refers to the ethnographic approach being used to explore the 

actions and responses of three parallel care dyads, as opposed to an open exploration of a 

culture or phenomenon (Gomm, Hammersley & Foster, 2000). The primary investigator 

engaged in participant observation with the care dyads, photographed the community 

mobility sessions, and afterwards wrote field notes. These data were combined with 

transcripts of semi-structured interviews and then analyzed through an inductive, constant-

comparative process with the research team, resulting in thematic descriptions. The initial 

descriptions were then returned to the care dyads for reciprocal data analysis, inviting their 

input to refine and clarify concepts. The researchers then considered this input when creating 

the final thematic categories. 

Study III was based in a constructivist grounded theory perspective (Charmaz, 2014) 

and conducted using a repetitive focus group method complemented by other means of data 

generation that emerged throughout the process. This multi-layered and temporally 

distributed process is in keeping with Charmaz’s concepts of generating rich data though a 

diversity of sources (2014, pp. 22-26). Focus groups were chosen as the initial and primary 

method of data generation due to the benefits they offer in terms of generating a large amount 
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of data in a relatively short period of time, gaining perspectives from multiple participants 

simultaneously, and exploring complex constructs (Krueger & Casey, 2009). For the analysis, 

the research team undertook an inductive process, first creating open codes and then returning 

to individual participants for reflections on the emerging analysis. We then synthesized the 

open codes into focused codes representing categories that held the most significance; an 

iterative process of checking data against the focused codes was conducted until theoretical 

categories were constructed. The entire author team repeatedly read and discussed the coded 

documents and memos, resulting in a theory of OT-caregiver interactions based in geriatric 

clinical settings. 

Data from a 2015 survey of caregivers in the United States conducted by the National 

Alliance for Caregiving and AARP (NAC & AARP, 2015a) provided the basis for Study IV, 

a quantitative secondary analysis specific to responses from study participants aged 65 and 

older. The data from this online survey are made available to the public in SPSS files, 

accompanied by coding guides and text of the original survey questions. SPSS v.25 data 

management tools were used to separate the specific sub-sample of older caregivers and their 

responses to selected demographic questions, as well as two key questions regarding 

interactions with healthcare providers. Frequency analyses, correlations and two binary 

logistic regression analyses were conducted in order to consider associations between the 

characteristics of care situations in which the primary caregiver is an older adult, and the odds 

of being offered support by healthcare providers.  
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Table 1: Design of the four studies in the thesis 

 Study I Study II Study III Study IV 

Design/research 
approach 

Narrative 
Inquiry  

Ethnographic 
Case Studies 

Constructivist 
grounded theory  

Quantitative 
secondary data 
analysis 

Participants Older women 
caregivers 
N=3 
 

Older adult 
care dyads 
N=6 

Occupational 
therapy 
practitioners 
N=13 

US caregivers 
over the age of 
65 caring for an 
adult 
N=482 
 

Method of data 
collection/ 
generation 

Narrative 
elicitation 
through  
open-ended 
interviews  
 

Participant 
observation, 
Semi-
structured 
interviews 
Photographic 
field notes 

Focus groups 
Reflective 
prompts 
Memo writing 

Select data from 
online survey 
conducted by 
the National 
Alliance for 
Caregiving & 
AARP 

Data analysis 
methods 

Storyboarding 
and narrative 
poetic 
transcription  

Qualitative 
thematic 

Constructivist 
grounded theory 
approach to 
coding and theory 
development 

Descriptive and 
inferential 
statistics, 
including binary 
logistic 
regression 
analyses 

 

 

Research context 

 All data collection procedures in the qualitative studies took place in the US, 

primarily in the state of North Carolina, except for study IV, which was based on a US 

national sample of informal caregivers of other adults. It has been previously noted that US 

healthcare and social systems influence the pragmatics of informal caregiving; those 

contextual influences will be revisited in the discussion section. Contextual factors relevant to 

data collection for each qualitative study are outlined below.  

 Interviews in Study I were conducted either in the homes of participants, or in public 

places chosen by the participant. The latter included a park and a fast food restaurant. Study 

II data collection took place in the homes of the participants as well as in their vehicles and 
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destinations of choice. Among the modes of transportation chosen for the participant –

observation sessions were automobiles, a boat, a power wheelchair, and walking. The 

destinations to which we traveled included a senior center, a friend’s lakefront home, a 

grocery store, a neighborhood walking path and a restaurant. Although these destinations 

were all in the state of North Carolina, they were each located in different urban or rural 

locations, one of which was more than 250 US highway miles distant from the other 

locations. Study III focus groups were conducted in two different public locations neutral to 

both the researchers and the participants. One group met in a classroom at a regional 

community college and the other in a conference room at a local public hospital that was not 

the site of employment for any of the participants. 

 One additional contextual factor important to note is that while I was engaged in 

conducting these studies, my employment at the University of North Carolina included 

contract work with our county aging agency to build a team serving caregivers of people with 

Alzheimer’s disease and related dementias. Although there was no direct link between this 

work and the research I conducted, being immersed in this context certainly deepened the 

frequency and intensity of encounters with care situations and influenced my viewpoints on 

informal caregiving. The influences are addressed in the sections on pre-understanding and 

methodological considerations; what is important here is to note this contextual overlay. 

 

Participants and Sampling Procedures 

 Participants in studies I and II were recruited via purposive sampling through 

professional colleagues and aging service agencies with which I had professional 

connections. Criteria for participation included caregivers aged 65 or older who were serving 

in unpaid caring roles for persons they had known for at least one year prior to the study. In 

each case the criteria for recruitment included a caveat that the primary researcher/doctoral 
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student, who consults with the county Department on Aging, could not be providing any 

direct services to the caregiver or care recipient in any capacity. Although I did not purposely 

recruit female caregivers, the first three respondents who met the criteria for Study I were all 

women, and each from a different racial or ethnic background. Because of the diversity of 

their backgrounds, I did not attempt to achieve gender diversity and ceased recruitment once 

these participants were enrolled. For study II, I specifically sought care dyads and again 

stopped recruitment once I had achieved the target enrollment; in Study II there were two 

male-female dyads, and one female-female dyads, all of whom were married couples with 

long relationship histories. There was no loss of participants in the course of conducting 

either Study I or II. 

 Participants for Study III, occupational therapy practitioners working in geriatric 

practice settings, were also selectively recruited through an OT gerontology special interest 

group listserv that includes primarily practitioners living within a 100-mile radius in the 

central portion of North Carolina. In order to be eligible for the study, practitioners must have 

had two or more years of clinical experience, be working in a setting in which they regularly 

interact with older adult caregivers, and be willing to attend repeated focus group sessions. 

Although the geographic proximity and professional networks left open the possibility that 

the primary researcher and participants would have knowledge of one another, the enrollment 

criteria specified there could be no direct working relationship between the researcher and a 

participant. Two potential participants were screened out of the study due to this criterion in 

the pre-consent phase. The target goal for the number of participants was to have 5 to 7 

unique participants in each focus group; fourteen participants initially consented into the 

study but one was unable to participate on the designated dates, and two lived at a distance 

greater than they wished to commute for meetings. Ultimately, 11 practitioners took part in 
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focus groups, and the two consented participants who lived at a distance served as reflective 

consultants during data analysis (see Methods section for Study III). 

 For study IV, there was no direct contact with human subjects; the study was 

conducted using survey data made publicly available through the National Alliance for 

Caregiving at www.caregiving.org that had been previously de-identified, eliminating the 

need for IRB review. The original researchers provided instructions for generating sub-

samples of participants in various demographic groups. For the purposes of Study IV, the 

sub-sample of respondents aged 65 and older was chosen, which equaled 482 total 

participants. 
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FINDINGS 

 Findings from each of the studies are summarized below, with a transition that 

indicates how the findings from each of them influenced the subsequent studies. At the end of 

the study-specific findings is a synthesis of overall findings that will lead into the Discussion 

and Implications sections. 

 

Study I Findings 

Although the approach to Study 1 began with an open-ended inquiry about everyday 

life as an older adult caregiver, each of the initial interviews contained intriguing information 

about situations in which these specific caregivers, all women, found themselves taking risks 

in response to situations in which they felt their voices were unheard. Seeing this pattern of 

descriptions of risk-taking as rich narrative elements or turning points (Abbott, 2001), I 

returned to each of the women with a prompt to elicit more storied descriptions. Everyday life 

as a caregiver for these women, it turned out, included not only routine personal and 

instrumental care for others, but also negotiations with people in perceived positions of 

authority relative to the sustainability of their care situations. Each of them described ways in 

which caregiving requires that they take risks in order to reclaim, from those in professional 

roles who hold more authority, the power to act on behalf of the people for whom they care. 

For this reason, the major finding came to be called ‘Crossing a Line’, a term that serves as a 

metaphor for doing something someone else would find unacceptable. The narrative form 

used to illustrate this finding is a poetic transcription (Glesne, 1997), which serves to 

condense data while preserving the essence of the story (Leavy, 2009; Szto, Furman & 

Langer, 2005): 

 

 



	 	 	 	38	

 

Crossing a Line: Tension, Risk and (Ironic) Resolution 

(Caregiver speaks to her care partner) 
I need to live for two 

To move in ways you no longer can 
To think of things which elude you 

To bathe your body, to comb your hair 
To make sure you don’t fade away...to give you care 

 
This work was not in my repertoire 

It isn’t based in formal knowing 
It’s in feeling and seeing, and willing 
You to breathe, to stay with us, to live 
Until I have almost nothing left to give 

 
And when you falter, the change is subtle 

They say it’s just a normal shift 
But I know you as well as I know the years 

That we laughed and sang and wept a few regretful tears 
 

I try to tell them, because I must, but it’s almost as if 
(Caregiver turns to the Other and whispers) 

(my voice is silenced, I cannot be heard 
No degree, no knowledge, no voice, no words) 

 
(Returning to care partner) 

And so I take a risk 
Determined but fearful 

By letting you (or me) suffer just enough, 
Just enough to get a reaction 

To trigger response, to provoke some action 
 

And they rush in 
And offer a solution 

That solves the problem in this one moment 
Of our next breath, or heartbeat, or proper nutrition 

But they don’t know, they miss out on, the greater mission 
 

It’s not to prolong your life 
To accomplish one more thing 

It’s to make sure that in my care 
Your every moment isn’t just an extension of hours 
But that it rises up to celebrate, to honor our power 

 
I need to care for you. I need to live for two. 

And so I hold their hands in order to hold you 
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Constructing the narrative that wove together these stories of negotiation and risk-

taking was a first hint that caregiving entailed much more than responding to the proximal 

needs of the care recipient. A suggestion emerged from these findings that what constitutes 

caregiving is broader than the concept of role enactment typically represented in the 

literature, which led me to start thinking about what is actually known about caregiving, 

particularly from a more complex occupational perspective.  Also, given that these caregivers 

reported negotiating interpersonal spaces with various others, the need for understanding 

multiple perspectives on acts of caring emerged as salient. Study II provided such an 

opportunity. 

 

Study II Findings 

Study II situated a social-relational unit, the care dyad, at the center of inquiry instead 

of an individual, and the findings reflect the influence of this decision. I made some 

assumptions at the outset that exploring how older adult care partners sustain participation in 

community mobility would result in findings that took the form of very pragmatic techniques 

or tips. I chose community mobility as the focus of this study because it is implicated as a 

mediating factor for social isolation in older adulthood and has also been an area of 

concentration my clinical practice, which led me to believe I would see familiar patterns of 

adapting to functional declines in very methodical ways. Instead, strategies for sustaining 

community mobility demonstrated by these care dyads were more relational than procedural 

in nature. In other words, the means and destinations of travel, and motivations for travel 

were influenced as much or more by the history of a relationship and the commitment to the 

other partner as by techniques or procedures related to changing functional status.  

These findings offer a different dimension than previous considerations of community 

mobility, particularly in occupational therapy research, and call for a more multi-faceted 
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examination of the factors and meaning that influence continued participation in a valued 

instrumental activity of daily living (IADL). Social factors were revealed in this study to be 

as important as procedural considerations in shaping why, where and how care partners 

maintain community mobility. The findings also point to an alternative consideration of 

human actors as social-relational units and reveal that what might appear as incapacity or 

performance dysfunction from an individual perspective can not only be mediated by social, 

temporal and historical factors, but that these factors may also serve as the impetus for 

performance. 

With the findings from studies I and II, we had gleaned new perspectives from 

caregivers about the complexity of their roles and about dyadic versus individual perspectives 

on participation in a valued activity of everyday life. The findings from both of these studies 

provided interesting insights into how caregivers and care dyads negotiated their worlds, and 

both were steeped in interpersonal and occupational implications. Study III provided the 

opportunity to hear from occupational therapy practitioners about their interactions with older 

adult caregivers, which would also reveal assumptions about the occupation of caregiving.  

 

Study III Findings 

 We found in Study III that occupational therapists’ interactions with older adult 

caregivers are characterized by a relatively individualistic orientation toward their 

encounters. One individual, the care recipient or patient in a healthcare context, drives the 

reason for their interaction while another individual, the caregiver, is viewed as an extension 

of the practice context. The core relationship between the caregiver and care recipient is 

minimized, as are the broader historical, economic and societal influences at play in the 

situation. The assessment procedures, documentation and care planning in the OT therapeutic 

process focus primarily on the person with a diagnosis or functional impairment, while 
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caregivers are cast as those who will continue the care modeled for them once the care 

recipient returns home or ceases to be involved in therapy. This individualistic orientation 

results in negotiated interactions as OTs alternately claim and relinquish expertise based on 

their perception of the caregiver’s capabilities and agency to carry out these delegated tasks, 

as well as the priorities driving the situation. The theoretical construction of these negotiated 

interactions is depicted in Figure 2. 

In the four quadrants shown in Figure 2, the negotiations undertaken by the OTs are 

labeled as ways they position themselves relative to the older adult caregiver based on which 

priorities are driving the interaction, and who is considered to hold the expertise. At times 

when the priorities of the healthcare system are driving the interaction and the therapist holds 

the expertise, the OT positions self as a trainer, and situates the caregiver as a 

paraprofessional, responsible for continuing to carry out the care regimen as determined by 

the system. When the care situation takes priority because of a caregiver perceived as 

vulnerable but the expertise remains in the hands of the therapist, the OT situates self as a 

protector of that vulnerable caregiver. Within the focus groups, this positioning was evident 

with the use of language such as “they [the caregiver] sometimes need therapy, too!” and “ I 

had to be careful what I expected of them because they had a lot of problems”.  

In the situation where the caregiver holds the expertise but the healthcare system 

drives the priorities, the therapist is positioned as a friend who acknowledges the caregiver’s 

desires and knowledge, but uses friendly persuasion to encourage them to follow the 

recommendations of the healthcare system. This was cast as a valued position; there were 

numerous assertions in the focus groups that OTs more than any other health professional 

were privy to being able to interact with caregivers in this way, and the interaction was 

viewed as being empathetic while also true to their responsibility to the systems for which 

they work. The last quadrant represents what might be considered ideal practice, except for 
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the consternation it causes the OTs. In the upper right quadrant, the caregiver holds the 

expertise, and the care situation is driving the priorities addressed in the OT-caregiver 

interactions. Although fundamentally this appears to represent a client-centered approach, the 

OTs felt the most conflict relative to professional identity when engaged in these types of 

interactions.  

 

 

 

 

 

  

 

 

 

 

 

Figure 2: OT Interactions with older caregivers: negotiating priorities and expertise 

 

Whereas in studies I and II, care partners emphasized interpersonal relationships as 

key influences regarding their actions, the OTs in Study III did not articulate an awareness of 

these relational priorities. They assumed, although sometimes implicitly, that they and the 

older caregivers with whom they interact share a common objective to achieve the goals of 

the healthcare system. Although OTs indicated a willingness to offer support to caregivers, 

even casting themselves at times in the role of being the preferred healthcare professional to 

provide that support, the focus remained on instrumental assistance. The idea introduced in 
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the findings from Study I that a full understanding of the occupation of caregiving is lacking 

was reinforced in Study III, and specifically revealed as needing attention within 

occupational therapy. The extent of the gap between caregiver and provider perspectives 

relative to care situations is illustrated further in the findings from Study IV. 

 

Study IV Findings 

 Findings from Study IV extended the conclusions of a nationally representative 

sample of informal caregivers by showing associations between care situations involving 

caregivers aged 65 and over and responses to specific questions on the original survey related 

to support from health care professionals (HCP). When queried whether or not a healthcare 

professional had ever asked them what they needed relative to caring for either their care 

recipient or self in the context of their care situation, the majority of older caregivers 

responded “no” as shown in the frequency calculations in Table 2. 

 
Table 2: Responses from caregivers ages 65+ to questions regarding supportive inquiries 
from healthcare professionals 
 
 

QUESTION 
 

CAREGIVER RESPONSE 
Yes (%) 

 
No (%) Missing 

(%) 
Total (%) 

Supportive Inquiry 1: In your 
experience as a caregiver, have you 
ever had a healthcare professional ask 
you about what you need to take care 
of your [care recipient]? 

 
149 (30.9) 

 
330 (68.6) 

 
3 (0.5) 

 
482 (100.0) 

Supportive Inquiry 2: In your 
experience as a caregiver, have you 
ever had a healthcare professional ask 
what you need to take care of 
yourself? 

 
79 (16.5) 

 
399 (82.8) 

 
4 (0.8) 

 
482 (100.0) 

 

Furthermore, when considering what characteristics in the caregiving situation might 

be associated with answering these questions affirmatively, few factors were significantly 
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associated with a “yes” response; only the residential location of the care recipient relative to 

the caregiver explained positive responses to each of these questions (see Table 3). Situations 

in which the care recipient lives in the same home as the caregiver are significantly 

associated with an affirmative response to both questions concerning supportive inquiries 

from a healthcare professional (**). Situations in which the care recipient lives more than an 

hour from the caregiver also showed significant results relative to the reference category (*). 

In the case of the first question, those caregivers whose care recipients live more than an hour 

away from them have ~63% fewer odds (Exp (B) = .372) of being offered support from a 

health care provider when compared to those who cohabitate. For question two, the odds are 

similar for those who live more than an hour apart; those caregivers have ~65% fewer odds 

(Exp (B) = .349) of being asked by a healthcare provider what they need in order to care for 

themselves than do caregivers who cohabitate with their care recipients. 

Table 3: Binary Logistic Regression Analyses of caregivers report of being asked by 
healthcare professionals what they need in order to provide care  
 
Independent variable 

Dependent variable 1: 
Inquiry as to what is 
needed to care for CR 

Dependent variable 2: 
Inquiry as to what is 
needed to care for self 

 B Sig Exp 
B 

B Sig Exp 
B 

Caregiver gender .248 .264 1.282 -.187 .467 .830 
Care recipient age .638 .154 1.893 .271 .595 1.311 
Care recipient memory problem .065 .781 1.067 -.439 .094 .645 
Caregiver race / ethnicity       
     White  .651   .760  
     Black -.287 .448 .751 .325 .525 1.384 
     Asian/other -.701 .206 .496 -.138 .844 .872 
     Hispanic -.391 .524 .677 .248 .742 1.282 
Caregiver education level       
     High school or less   .810   .314  
     College or technical school -.120 .709 .887 -.463 .205 .630 
     Graduate school/graduate work .043 .878 .1044 -.459 .147 .632 
Where care recipient lives       
     In caregiver home  .000**   .011**  
     1 hour or less away .064 .876 1.066 -.339 .457 .712 
     More than 1 hour away -.989 .021* .0372 -1.051 .027* .349 
Income more or less than $50,000 -.077 .741 .926 .448 .103 1.565 
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The findings indicate first that fewer than a third of caregivers ages 65 and older report being 

asked by healthcare professionals what they need in order to provide care, and second, that 

few factors related to the care situation are associated with the likelihood of being asked these 

questions. Only living situation appears to be explanatory for an affirmative response to these 

questions, whereas gender, race, education, income and cognitive status of the care recipient 

appear negligible in terms of association. 

 

Summary of Findings 

 Taken as a whole, these four studies illustrate different discoveries and yet integrate 

several key findings regarding informal caregiving. First, experiences across the life course of 

human beings influence current feelings and actions, and the linked lives (Elder, 1994) of 

people both proximal and peripheral to caregiving situations shape their encounters, as shown 

in studies I, II and III. Caregiving is not just about the point in time when specific care tasks 

become necessary, but is also shaped by historical influences, both within and beyond the 

core relationship. Studies I and II in particular highlight the significance of relational aspects 

of caregiving over instrumental or procedural priorities, and suggest that the importance 

assigned to certain aspects of caregiving by more peripheral individuals or organizations may 

or may not align with the priorities of the care dyad. 

  A second integrated finding is that power struggles between caregivers and HCP 

illuminated in both studies I and III point to the persistence of a dominant paradigm of 

individualism within healthcare that comes into conflict with the relational nature of 

caregiving.  In study I, when disempowered caregivers take risks to gain attention from 

authorities, they do so in response to the needs of the care situation and in ways that reflect 

entrenched power differentials. Interestingly, these findings also intersect with the findings 

from study IV that highlighted not only the lack of supportive inquiries from healthcare 
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professionals, but also demonstrated, in the way that the questions were posed to the original 

survey respondents, that the healthcare provider holds the authority to offer support. Even 

more interesting is the notion, reinforced by the survey questions, that the HCP would inquire 

separately about the caregiver and care recipient, reinforcing the idea that an individualistic 

lens is used to view the situation. This orientation toward individualism shows up in the 

findings from study III as well, as occupational therapists positioned themselves and older 

caregivers with whom they interact on a one-dimensional course toward meeting the goals 

established for the care recipient. Findings from study II, however, emphasize that care 

partnerships are situations in which the whole is more than a sum of those of the individuals 

involved, and are heavily influenced by social factors. That caregiving is a relational, 

interpersonal phenomenon seems an obvious statement, and yet the integrated findings from 

these three studies suggest that the depth and impact of this inter-relational influence has not 

been fully comprehended, particularly in the realm of healthcare.  

 Finally, across these studies, a sense emerges that human beings enacting caregiving 

have different experiences of what is happening than is perhaps fully appreciated by others. 

Study I indicated that among the routine things informal caregivers do are acts of advocacy 

and negotiation with systems that discount their perspectives, which is scarcely evident in the 

literature. Studies III and IV revealed that HCP either don’t ask what is needed in a 

caregiving situation, or interact with caregivers based on assumptions about their goals. This 

incongruity between subjective experiences and external assumptions, especially as it relates 

to interactions between caregivers and HCP, points to a need to better understand the entirety 

of the phenomenon labeled as caregiving. I argue that an occupational perspective on this 

phenomenon may prove beneficial in explicating its complexities.   
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DISCUSSION 

This research began with the overall aim to illuminate and describe caregiving as an 

occupation, informed by perspectives from older adult care partners and occupational 

therapists. A second aim was to integrate study findings with theoretical constructs that 

inform occupational therapy practice through occupational science and public health 

perspectives. In summarizing the work of this thesis, I would submit that the findings 

contribute to an understanding of the complexity of informal caregiving situations carried out 

by older adults and offer some insights regarding the description of caregiving as occupation. 

In addition, this research reveals discrepancies between how informal caregiving is 

understood by those immediately involved versus those more distal to the situation. This 

disparity is particularly evident in the context of service provision in healthcare and social 

service realms, and may pose a distinct dilemma for practitioners of occupational therapy. 

There are numerous suggestions from the findings of studies I and II that older adult 

caregivers act in ways that are shaped by the history and nature of their relationship with care 

recipients. The actions motivated by these experiences conflict at times with the goals of 

healthcare and social service systems, a situation revealed in studies I and III and also 

acknowledged in a recent summary of public health perspectives related to caregiving (Talley 

& Crews, 2015). This divide has previously been represented as a conflict between systems 

that value clinically-relevant, reasoned, linear decision-making processes and care practices 

that rely on intuitive skill, emotional nuances and relational expectations (Bishop & 

Sunderland, 2013; Kleinman & Hanna, 2003). Occupational therapists embody a profession 

that has struggled internally with these same concepts for decades (Peloquin, 2005; Peloquin, 

2002; Reed & Peters, 2010; Wood, 1995), trying to balance fundamental beliefs regarding 

meaning and relationship with practice contexts that foreground objectivity and efficiency. 

Within practice settings serving older adults, as revealed in study III, conflicting priorities of 
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the healthcare system and the care situation reveal a limited interpretation of caregiving 

dominated by a biomedical perspective that pervades and appears to limit occupational 

therapy practice. 

There are other instances documented in the occupational therapy literature in which 

biomedical or clinical processes impede the enactment of practice that is more fully aligned 

with the philosophical foundations of the profession (Blair & Robertson, 2005; Prodinger, 

Shaw, Stamm & Rudman, 2014; Wilding & Whiteford, 2007). Practice settings that focus on 

disease or dysfunction have too specific a focus for OTs working within them to readily 

implement what has been termed occupation-based practice (Fisher, 2014; Polatajko & 

Davis, 2012), a label that is generally accepted as describing philosophically-congruent 

practice. Occupation-based practice, though not the direct subject of this thesis, can be 

considered compatible with other conceptual approaches presented here in terms of being 

inclusive of factors beyond the individual.  While the OT literature is thus helpful in 

understanding the gap between biomedical and occupational perspectives, this particular 

divide has not been explored in our profession relative to caregiving; for that we turn to 

medicine itself. 

The profound divide between biomedicine and caregiving is poignantly addressed by 

Kleinman (2013), who has lived in both realms. As a psychiatrist who was also the primary 

caregiver for his wife as she lived with Alzheimer’s disease, Kleinman wrote extensively 

both before and after his wife’s diagnosis about the differing goals of people who experience 

illness and the medical care system that seeks to diagnose and intervene In the 1970s, he 

suggested a series of eight questions that HCP could employ to help bridge this divide 

(Kleinman, 2012; Kleinman,1973; Kleinman, Eisenberg & Good,1978; Kleinman & Hanna, 

2003). What disappointed Kleinman, however, was how stereotyped and meaningless the use 

of these questions eventually became in medical practice, illustrating, as he wrote “people’s 
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capacity to routinize and objectify others’ suffering and fears in the quest to render their tasks 

manageable” (2013, p.1376). This quote foreshadows both the struggles of occupational 

therapists and the (in)actions of health care providers revealed in this thesis (studies III and 

IV). Rendering manageable their tasks in the caregiving situation means that the HCP either 

negotiate or ignore the needs and priorities of the situation. What is ironic about this stance is 

how reliant healthcare and social service systems are on informal caregivers. 

The National Alliance for Caregiving and AARP (2015a) estimate that family 

caregivers, a large percentage of whom make up the category of informal caregivers, provide 

around 37 billion hours of unpaid care annually, which is translated in economic terms to 

$470 billion US dollars. The truth is, healthcare and social services providers could not 

provide care for everyone who needs assistance in their everyday activities, and their partners 

in filling the gap are informal caregivers.  Nearly two-thirds of older caregivers report 

carrying out not only routine activities of daily living but also medical or nursing-related 

tasks for their care recipients and 65% of these caregivers report that they have not been 

adequately trained to carry out those tasks (National Alliance for Caregiving and AARP, 

2015a). It is clear that the support needs of caregivers far outweigh the frequency with which 

they are being met. There is extensive literature indicating that adequate support from 

healthcare providers improves caregiver efficacy (e.g. Luker, Murray, Lynch, Bernhardsson, 

Shannon & Burkhardt, 2017; Schulz, Beach, Friedman, Martsolf, Rodakowski & James, 

2017; Schulz & Tompkins, 2010) and yet the findings from this thesis reveal how unreliable 

and incompatible that support may be, a situation ultimately confronted by the caregivers in 

study I. 

In telling their stories of risk-taking, the narrators in study I were addressing the 

conflict described in the previous paragraphs. Their needs and understanding of what was 

happening in their situations differed from that of the authorities they encountered who held 
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either real or perceived power over them. Coming to the point of crossing a line provided 

some resolution for these caregivers in terms of their immediate tensions, but the resolution 

was only partial. These negotiations are ongoing and representative of persistent feelings of 

being disregarded, especially when compounded by inequities associated with gender, 

ethnicity or race (Pascale, 2007). Structural imbalances between human beings in caregiving 

situations and the dominance of a biomedical paradigm are, however, beyond the scope of 

this writing; what is important to address from that understanding is what the profession of 

occupational therapy, with its foundation that bridges biomedical and social paradigms, can 

contribute to changing the discourse. 

 Occupational therapy, as a healthcare profession that emphasizes the importance of 

everyday life and prides itself on a holistic view of human performance (Björklund & 

Svensson, 2000; Peloquin, 2002) shows promise for addressing the complexities of a multi-

faceted phenomenon such as caregiving, particularly in concert with the science that supports 

it. Occupational science holds the potential to make a contribution that is distinct from that of 

the medical or social sciences in understanding complex occupations such as caregiving 

(Wilcock, 2001), and in doing so to transform occupational therapy practice. As Wilcock 

(2001) notes, occupational science considers broad spectrums of concern from the 

perspective that human beings have an innate need to do, be and become, as opposed to a 

need to fulfill a functional outcome. The relational foundation of informal caregiving for 

older adults that was so evident in studies I and II illustrates how an essential human need for 

caring may be at the core of many care situations, a concept that warrants further exploration. 

  This thesis is positioned as an exploration of caregiving as occupation, in that we 

have revealed aspects of doing, and motivations for acting in caregiving routines that have 

not been previously addressed in our professional literature. Despite this, there is much more 

to be understood about the nature, temporality and culturally shared or divergent aspects of 
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providing care through comprehensive occupational analysis such as suggested by Hocking 

(2009) and supported by a transactional perspective on occupation (Cutchin & Dickie, 2013; 

Dickie, Cutchin & Humphry, 2006). In addition, while the studies addressed here focused on 

caregiving, they were also more specifically aligned with experiences of aging, and care 

partnerships that take place in the later part of life. A life course perspective as outlined by 

Elder (1998, 1994) has been applied to various concepts such as illness trajectories and 

changes in caregiving in social science and gerontology literature (Carpentier, Bernard, 

Grenier & Guberman, 2010; Kramer & Lambert, 1999), but life course perspectives on 

caregiver readiness are scarce, and a life course perspective on occupational trajectories that 

influence caregiving practices are seemingly nonexistent.  

 Finally, in conceptualizing caregiving as occupation, as viewed through a 

transactional lens and influenced by life course perspectives, the opportunity also exists to 

transform practice. The socio-ecological model from public health that was included as a 

theoretical influence in this thesis presents possibilities for ways of structuring a newly 

conceptualized occupational therapy approach to caregiving situations. This requires first a 

critique of the aspects of the model, or similar models that have been presented as universally 

understood or remain unexamined as constructs. The interpersonal realm represented in the 

socio-ecological model, for example, is assumed to represent significant persons who 

surround an individual at the center of attention or concern. What is not presented is how 

those significant others (presumably caregivers in the context of this thesis) serve as liaisons, 

or catalysts or perhaps even barriers between individuals and the organizations, communities 

and society represented in the outer rings. It is also possible that interpersonal space contains 

others who don’t hold the same significance as the caregiver but have greater influence 

within the outer spheres. Furthermore, the interpersonal realm is inclusive not of a single 

individual, but of multiple individuals who have differing needs at differing times, as well as 
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changing relationships in regards to one another. This last point is reinforced by all the 

findings of this thesis, and provides an intriguing launch point for transforming practice. 

In concluding this discussion, I would like to propose the possibility that an 

interpersonal realm represents a negotiated space inhabited by human beings in relationship 

to one another as well as to the realms of organization and society, and that this space is the 

entry point for occupational therapists to understand and collaborate in addressing caregiving 

situations. A prototype of this model is offered in Figure 3. The individual at the center has 

disappeared, replaced by a situation involving multiple individuals, all of whom interact with 

differing intensity in closer, intermediate or distal relationships within the interpersonal 

realm. The interpersonal realms extend into the organizational and societal realms, 

influencing and being influenced by those domains.  

 

 

 

 

 

 

 

 

 

 

 

 

Figure 3: Caregiving situations depicted as close relationships in interpersonal realms 

 

I 

INTERPERSONAL 
REALM SOCIETAL 

REALM 
ORGANIZATIONAL 

REALM 

FUTURE PAST 

I 
 I 

 

I 
 

I 
 

I 
 
I 
 

I 
 I 

 
I 
 

I 
 I 

 

I 
 I 

 

I 
 

=Individual 

 = close relationship 
 = intermediate relationship 
 =distal relationship 



	 	 	 	53	

The figure also represents a single period of time; the configuration is expected to 

change as time passes. Within this model, any two or more people may be connected in a 

caregiving situation and could take on labels as caregiver and care recipient, but this is no 

longer necessary. The situation becomes the point of focus, and must be understood within 

the organizational, societal and historical context. This is a preliminary working model 

resulting from the exploration of caregiving as occupation; the details of this 

conceptualization require further work, with the eventual goal of informing, and 

transforming, the practice of occupational therapy. 

 

 

METHODOLOGICAL CONSIDERATIONS 

 Various methods were undertaken to complete the studies in this thesis; while the 

integration of a mix of qualitative and quantitative approaches is typically considered a 

practice that strengthens findings by encompassing multiple perspectives (Tashakkori & 

Creswell, 2007), the quality and integrity of each process requires consideration. I will 

address these methodological considerations in three categories: reflexivity, sampling and 

quality/reliability of the analytical processes.  

 

Reflexivity: 

 Reflexivity has become an expected part of conducting rigorous qualitative inquiry 

(Macbeth, 2001) and includes elements of pre-understanding brought by the researcher to the 

research context, as well as continuous examination of biases and assumptions that either pre-

date or arise during analytic processes. Reflexivity may be considered as a set of practices 

that hold the researcher accountable for the way in which she or he represents findings, 

ensuring that there is a consistent process of reflection in order to be true to the data as 
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opposed to the opinion or experience of the investigator. Reflexivity also serves other 

purposes, however, one of which is a core acknowledgement that total objectivity is neither 

possible nor desired in qualitative inquiry (Dowling, 2006). Although it has long been 

acknowledged that the researcher’s pre-understandings need to be illuminated, Cumming-

Potvin (2013) also advocates for reflexivity to include recognition of historical, political and 

economic influences, as well as issues of power relative to the topic under research as well as 

the findings. Various types of reflexive practices are represented in this thesis.  

First, as noted in the personal background, I was encouraged by my advisors to think 

deeply about things that influenced my desire to study this topic, and to both acknowledge 

them as inseparable from the process while also ensuring that they didn’t exert undue 

influence on the findings (to be further addressed below). In addition, I maintained a 

separation between direct work with caregiving situations in my employment and the studies 

I undertook for my thesis. In the analytic phase of each study, I was encouraged to return to 

the data and follow the relevant methodological processes to allow the findings to either 

emerge from (studies I and II) or be theorized based on (study III) what was present in the 

transcripts and other artifacts. 

Within the data collection process for studies I and II, my pre-understanding of 

caregiving served as both a bridge for building rapport, as well as an incentive to clarify what 

a participant was saying so that I didn’t assume what was meant based on my own 

experiences. In study III, because of my work experience in occupational therapy, I 

sometimes found that I would visualize what participants were saying, thinking back to 

interactions I had with caregiving families, or to practice settings that seemed familiar. 

Although I don’t hold any direct relationship to any of the OT participants in study III, I was 

aware that as someone associated with teaching and research within the field, there was some 

deference to what I expected or wanted in the situation. I tried to discourage this by using 
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language that made clear my status as a professional peer, and by acknowledging their 

distress when they described difficult situations. 

Taking a broader view, the consideration of historical, social, political and economic 

influences on the content as well as the analysis of the data was prompted by the theoretical 

constructs that influenced my work, but also aligns with the expanded notion of reflexivity 

advocated by Cumming-Potvin (2013). The explication of the US context for caregiving was 

a critical step in this, as was the consideration of power differentials in studies I and III. 

Although more could be done to elucidate these broader factors, that is a mandate for future 

research across multiple disciplines rather than within the scope of this thesis.  

 

Sampling Procedures 

 Purposive sampling, which was used in three of the four studies reported here, is the 

process of identifying desired characteristics of research participants relative to the question 

being asked. Emmel (2013) situates purposive sampling squarely in the realm of intentional 

social research, noting that it is a process whereby the researcher articulates what knowledge 

is needed to describe a social phenomenon, and then seeks to define the participants who can 

answer them. Also called theoretical sampling, purposive sampling is considered more 

rigorous than convenience sampling, in that the researcher makes and must justify informed 

choices about the criteria used to include and exclude participants (2013, p.45). Purposive 

samples are not intended to be representative of the population as a whole, but rather 

representative of fit with the research aim. 

 In the first study, I sought to recruit adults over the age of 65 serving as informal 

caregivers to other adults, and excluded anyone with whom I might have direct contact in my 

employment. Although I did not purposely recruit female caregivers, the first three 

respondents who met the criteria for Study I were all women, each from a different racial or 
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ethnic background. Because of the diversity of their backgrounds, and because three 

participants fit within the realm of the number of participants I sought for a narrative study, I 

stopped recruitment once these participants were enrolled. I had not specified gender or race 

as characteristics needed to answer the question about everyday life of older caregivers; that 

the study resulted in narratives from three women may have swayed the results toward issues 

that women experience to a greater extent than men. The unexpected racial and ethnic 

diversity among the women, however, may have had the effect of strengthening the authority 

of the resulting narrative. 

 In studies II and III, purposive sampling was again employed to ensure that the 

participants would possess the ability to speak to the aims of the study. Recruiting care 

partners who were mobile in the community and would allow co-participation from the 

researcher was essential for study II; recruiting occupational therapists who routinely 

encountered older adult caregivers in their practice settings was likewise critical to the aim of 

study III. In both cases, my professional networks were vital in making contacts with 

potential participants, and trusted colleagues served as liaisons for making them aware of the 

opportunity to enroll in these studies. Returning to issues of reflexivity, I recognize my 

privilege in being able to recruit through these channels, which stems from having a long 

career history the includes contacts of many ages and positions within aging social services 

as well as occupational therapy. While these methods of recruitment could be problematic if 

respondents felt obligated to participate in the research because of the source of the request, I 

attempted to minimize that possibility through the measures described elsewhere that served 

generally to place distance between the potential participants and me until they consented 

into the study. 

 In study IV, researchers at NAC & AARP identified the sample for the original study 

through use of a proprietary probability-based panel (GfK KnowledgePanel®) designed to be 
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representative of the US population (National Alliance for Caregiving & AARP, 2015b). 

Participants identified were then contacted by mail or telephone and asked to take part in an 

online survey; those who consented but did not have internet access were provided a 

temporary laptop and access. An initial sample was screened through an online process to 

ensure that they provided unpaid care to other adults, which then resulted in the base sample 

who were provided the full questionnaire. The initial base sample did not contain enough 

informal caregivers over the age of 65 to be representative of a national sample; the GfK 

KnowledgePanel® rectified this with an age-targeted oversample to achieve adequate 

participants (2015b, p 4). The sample used in study IV for the secondary data analysis was 

limited to the sub-sample of respondents over the age of 65. 

 In all studies, efforts were made to ensure that the sampling procedures matched the 

aims of the study and were conducted according to procedures reviewed and stipulated in the 

ethnical approval process. In study IV, the sampling procedures used by the original 

researchers were reviewed in order to ensure accuracy in accessing the sub-sample for 

secondary analysis. 

 

Quality & Reliability of the Analytic Processes 

 Within qualitative inquiry, the concept of trustworthiness is considered key to 

ensuring quality of the research. Classic definitions of trustworthiness refer to a process of 

continually checking the plausibility and credibility of findings as they emerge (Lincoln & 

Guba, 1985), and in more contemporary use, is extended by maintaining transparent research 

procedures and drawing conclusions that are checked across multiple readers of the data so 

that findings are intrinsically convincing (Kvale, 2002, p 325; Williams & Morrow, 2009). In 

study I, the process of moving from semi-structured interview to story elicitation served as a 

process of member checking to support trustworthiness (Birt, Scott, Cavers, Campbell & 
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Walters, 2016) in that responses to interview questions were confirmed with the participants 

as they were asked to expound on them in narrative form. In study II, a process of reciprocal 

data analysis (Lawless, 1991) was used with the participants in which field notes about 

participant observation sessions were sent to the to confirm that my observations matched 

with, or were acceptable interpretations of, their experiences.  

Although Charmaz (2014) does not specifically mention trustworthiness in her text on 

constructivist grounded theory, the repetitive, inductive process of coding and movement 

toward progressively more abstract theoretical concepts in this form of inquiry ensures that 

the data is constantly revisited and compared to coding schema. Across all studies, but 

particularly study III that employed a constructivist grounded theory approach, multiple 

readers (myself, two advisors and a co-author) conferring across multiple iterations of 

theoretical categories also increased the trustworthiness of the findings.  

 In study IV, the more positivist concepts of validity and reliability are applicable. The 

survey questionnaire to which participants responded was drafted by a contracted research 

company, and was based on an earlier questionnaire used in a previous caregiving study by 

NAC & AARP (National Alliance on Caregiving & AARP, 2015b). Specific details 

regarding the process of establishing face validity, conducting a principal components 

analysis and establishing reliability of the survey was not provided with the open data set, but 

reference was made to the pre-determined validity of the items used in the questionnaire 

(2015b, p. 3). In addition, this is a frequently cited national survey repeated every 10 years or 

less within the US and regarded as sound by multiple researchers. In terms of my use of the 

data, to ensure appropriate choice of data analysis procedures using SPSS v. 25, I consulted 

two researchers with expertise in quantitative methods and the SPSS software to ensure my 

choices were sound relative to the data set. In addition, I managed the extant data in ways that 

ensured my knowledge of it, e.g. re-running frequency analyses and recoding variables to 
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account for missing data (Cheng & Phillips, 2014). Although validity and reliability of the 

measurement tool have been pre-determined in secondary data analyses, these measures were 

taken in the current research to maximize researcher familiarity with the dataset.  

 

ETHICAL CONSIDERATIONS 

 Even though all of the studies in this thesis involving human subjects underwent an 

institutional ethical review process, it is important to highlight ways in which care was taken 

beyond those requirements to ensure an ethically sound process. Due to the nature of the 

research topic, the primary emphasis is on interactions with study participants. 

 

Participant Considerations 

 Working with informal care situations inevitably involves engaging with people at 

times in their lives which may be difficult, particularly if the circumstances leading to the 

need for care were unexpected and/or represent a significant decline in health or function for 

a loved one. For this reason, the first ethical consideration applied to the study procedures 

represented here was a conscious decision at many points along the way not to prioritize the 

research process over the needs or desires of the care dyads or cohorts. This played out 

practically in situations such as understanding when caregivers did or did not wish to speak in 

the presence of care recipients, rescheduling interview appointments multiple times when the 

care situation was particularly challenging, and turning off audio-recording devices at the 

request of participants. Although circumstances such as these were often proactively 

addressed in the ethical review process, adhering thoughtfully to them in the moment requires 

an active ethical stance. A very specific example of this came about when my originally 

planned third study, designed as a case study of an intervention being carried out by other 

members of my work team, had to be stopped and redesigned when the family situation 



	 	 	 	60	

necessitated that I move out of the role as researcher and instead take part in carrying out the 

intervention. The needs of the family caregiver trumped my need to successfully complete a 

research study. Following this occurrence, I returned solely to conducting research in 

situations that were not even indirectly related to my professional work. 

This research process also took me into literal and figurative social spaces that 

required an ethical consideration of the acceptable cultural practices, and an understanding of 

the vulnerabilities experienced by the participants as they allowed me into those spaces. 

Conducting interviews in the homes of care dyads, for example, was sometimes 

uncomfortable for the caregiver if he or she perceived that I might judge the cleanliness or 

condition of the home. In study I, moving into the community in the company of care dyads 

meant that they sometimes needed to describe who I was to their friends or familiar others in 

order to explain my presence. In each case, I addressed this early with the participants and 

asked their wishes in the situation. Even in study III, when conducting focus groups in neutral 

spaces, I interacted with disciplinary peers who were concerned that they were “giving me 

the right answers” or “doing what I wanted them to do” out of a sense of professional 

courtesy. The antidote to this was previously addressed in the methodological section. 

 

Personal Bias  

Negotiating my own biases and assumptions relative to care situations required 

continuous attention. In qualitative research, particularly in ethnographic and constructivist 

grounded theory approaches, there is an expectation of reflecting on and at times even 

embracing the researchers’ own experiences as they influence data collection and analysis. I 

am a firm believer that there are no completely objectives stances in conducting research, but 

also applied the ethical practice of discussing with my research advisors when my own biases 

were at risk of changing the nature of the research process or too strongly influencing 
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analysis. Ironically, there were times when I had to be reminded to reflect on my own 

experiences as opposed to pretending they were unrelated to the data.  

  

FUTURE RESEARCH DIRECTIONS 

 There are three main characteristics I would like to foster within a future research 

agenda that both extend and go beyond content specific to caregiving. First, I would like to 

further develop a model of practice in occupational therapy that does not start with an 

individualistic perspective; second, I would like to focus on translational and community-

based participatory action approaches, and finally, I would like to continue collaborating with 

colleagues in Sweden to explore cross-cultural differences and similarities in occupational 

therapy practice with caregiving situations. These three goals are complementary, but I will 

address each of them separately in order to highlight how they may contribute to furthering 

the aims of this research and informing practice in occupational therapy. 

Having been embedded within an academic division of occupational science and 

occupational therapy for almost two decades, my interest in moving beyond individualism in 

occupational therapy comes from being exposed to many conversations about the potential 

for a new viewpoint to reform practice. Ways in which to do that in the context of long-

standing practice paradigms have become much clearer, however, from my doctoral research 

focused on caregiving, and ultimately care situations. Considering multiple human beings and 

their actions within care contexts necessitates that the clinician as well as the researcher listen 

to multiple perspectives, and also that we hear those voices as not representing a singular 

opinion, but rather a mindset that is historically and socially influenced (Lee Bunting, 2016). 

Based on my research findings, health and social interventions that target only one individual 

in a caregiving situation are less likely to be embraced as meeting the needs of the entire 
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situation. The need for further research to bear this out experientially and scientifically is 

imminent. 

Approaches that foreground the priorities of people who are typically cast as 

participants are of interest in a future program of research. Often much research that is 

generated is never translated into practice nor even considered by many people beyond those 

in narrow academic circles. Future research with a focus in aging and care situations should 

solicit even more the input of people in communities and populations that we know less 

about, and our position as outsiders mandates that we listen first instead of promoting our 

own agenda. One way of doing this could be by using participatory action approaches in 

order to partner with communities to identify and investigate their own issues of interest, 

lending some methodological experience and potential resources, but focusing on questions 

generated by those who also generate the data.  

As to the last objective, I was first drawn to the study of occupational therapy in 

Sweden due to the nature of research in aging that I interpreted as not about decline or 

pathology so much as about continued life participation. I believe that the societal context in 

Sweden has much to do with that focus, in that older adults are not as easily cast as economic 

burdens or strains on healthcare resources. On the other hand, the differences in our 

retirement systems pose some interesting areas to explore around entrepreneurial occupations 

in older adulthood. The phenomenon of older people living alone, which appears to be more 

prevalent in Sweden, presents another interesting opportunity. In both societies there seem to 

be concerns about the effects of isolation on wellbeing, but so far little research has been 

conducted in occupational therapy and occupational science concerning occupational 

repertoires as this isolation deepens. There are many topics to be explored that, despite the 

cultural similarities in our countries, would benefit from inquiry that continues to recognize 

the nuanced differences. One example of this would be to explore the differences in respite 
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care between Sweden and the US, building on the work of Riekkola Carabante et al. (2017), 

in order to inform occupational therapy practices with older adult caregivers in both of our 

national contexts.  

 

CONCLUSIONS and CLINICAL IMPLICATIONS 

 This fundamental act of human caring that we call caregiving begs for a new 

understanding within occupational therapy as well as in other realms of health and social 

services. When considered within the context of older adulthood, it also demands that 

attention be paid to relationship history and habits, as well as the life course of all people 

within the caregiving situation. I conclude that the convergence of a transactional approach as 

endorsed in occupational science, integrated with a life course perspective and envisioned 

through a reframing of a socio-ecological model, may be beneficial in fulfilling that aim, 

particularly for the profession of occupational therapy. The confluence of this research, my 

clinical and teaching career in occupational therapy, and the past two and a half years of 

helping to build a team to serve informal caregivers of people with dementia have led me to 

the following conclusions, which have implications for the profession of occupational 

therapy: 

 

Ø Caregiving presents a convincing case for occupational therapy to work in realms 

beyond the individual by embracing a transactional approach to the situation as 

opposed to solely the individuals enacting it 

 

Ø Public health and socio-ecological models present options for seeing where our efforts 

to engage with caregiving situations may be most effectively positioned 
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Ø Carrying out effective work within these realms will necessitate a deeper 

understanding of caregiving as occupation, which includes: 

o an exploration of the fullness of elements that comprise caregiving, including 

social, cultural and historical influences on the embodiment of care as well as 

temporal manifestations of care 

o appreciating the complexities of interpersonal relationships as they influence 

caregiving  

o identifying perspectives on caregiving that differ between informal/familiar 

caregivers and healthcare providers, including occupational therapists 

 

Ø Specific to the intersection of aging and caregiving situations, the adoption of a life 

course perspective acknowledges that caring takes place over the lifetime of a 

relationship in many forms. Only some of those forms are in response to a biomedical 

context. In other words, the caring is bigger than the moments in which we observe it. 

 

As shown in the revision to socio-ecological models offered at the end of the Discussion 

section, I propose that occupational therapy adopt the interpersonal realm as the point of 

entry when encountering complex situations such as informal caregiving. I view that realm as 

a situation in which multiple human actors in relationship to one another serve as 

intermediaries between individual and organizational/societal concerns, and the realm most 

evident in this research.  

The model of caregiving situations acknowledges chronological changes in the 

composition of the interpersonal realm as well as the status of human beings within it. The 

change in health or function of an individual may position him or her as a care recipient at 

one point in time, while also positioning someone else within their close interpersonal realm 
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in a caregiving position. This temporal positioning doesn’t speak to the whole of their 

relationship, nor are the other human beings in the realm at the same time always present.  

This proximal space at times also includes connections with HCP, in this case specifically 

occupational therapists, which demands that we attend to our own acts of caring as well. As 

Weiner & Auster (2007) suggest, there is a difference between empathy and caring; caring 

requires that we ask and that we act. As we saw in study IV, the asking does not appear to be 

happening, which would have to precede the acting. 

This type of change will not come easily to occupational therapy in the US. Although 

there is increased evidence as well as advocacy for programs that recognize informal 

caregivers as partners in the work of health and social service providers (CMS, 2007; Kaiser 

Health News, 2018; Zarit & Reamy, 2013), funding on the healthcare side of the equation 

continues to primarily follow the individual with a diagnosis. Occupational therapists have 

long been employed as direct support for that individual as a patient and are required to 

submit billing for reimbursement that aligns with the medical needs of the patient. In geriatric 

practice settings, this is especially the case. Age 65 is the time in the United States when 

adults become eligible to received Medicare benefits, which then serves as the first-position 

payer for healthcare services. Medicare financing follows the individual beneficiary and the 

priority of the program is medically necessary treatment and services, of which caregiver 

respite, support and assistance are not considered parts (Centers for Medicare and Medicaid 

Services (CMS), 2017).  

As a coincidence relative to the timing of this thesis, in January of 2018, the US Congress 

signed into law the RAISE (Recognize, Assist, Include, Support and Engage) Family 

Caregivers Act, directing the Secretary of Health and Human Services to develop and sustain 

a national strategy to support the more than 40 million family caregivers in the United States 

(Seaton Jefferson, 2018). Although there are skeptics about the effectiveness of the law, 
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which did not authorize additional funding for DHHS efforts to address family caregiving, it 

is generally regarded as the issue that has gained wide bi-partisan support at a time in U.S 

history when that cooperation is rare. Perhaps the power of caregiving situations, a 

culmination of voices such as those in study I, is great enough to have finally been heard.  
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A B S T R A C T

Background: Caregiving carried out by adults for other adults is increasing around the world as the
demographics of many industrialized countries shift toward an older population with escalating care needs
toward the end of life. Although much has been written about caregiving, few studies document the experiences
of providing care as narrated by the caregivers.
Aim: To explore the everyday experiences of older adults serving as primary informal caregivers to significant
others.
Methods: A process of narrative inquiry was used via repeated interviews with three older women caregivers
providing care to family members or friends. The data were analyzed using storyboarding techniques and
identifying critical turning points, culminating in a poetic transcription of the resulting narrative.
Results: These caregivers describe a tension that exists across their experiences and communication with
authorities on whom they rely for guidance and collaboration. Situations in which this tension pushes the
caregivers to act in ways that represent risk to themselves or their care recipients are central to the collective
narrative.
Conclusion and significance: The everyday experiences of older adult caregivers include not only familiar care
routines, but also advocacy on behalf of care recipients and negotiations with external authorities, resulting at
times in unwelcome risk-taking. Their narrative warrants attention due to the lack of power described by
caregivers when acting on behalf of their care recipients and the need for those in authority to recognize their
dilemma.

Prologue

“I…well, I basically let him get sick. Or I should say
I let him get sicker. They weren't paying attention
and so I told him that I thought the only way he would
get it taken care of is to let it get worse… and so we did.
It was hard. I didn't want him to suffer because it's hard,
being on a vent [ventilator], and even then not being able to
breathe.
But they weren't listening to me tell them that
he was getting worse. They don't think I know because
I don't have that degree, that license. But I know him.
And so he agreed and we let it get worse
until they had to take him
to the hospital.”

The expression on Marilyn's face as she told this story revealed that
she wasn't sure, even six months later, if she should have crossed the
line of taking the risk she described. Marilyn is a retired teacher serving
as a caregiver for her close friend Carl, a 68 year-old man living with
Amyotrophic Lateral Sclerosis (ALS). She is the person Carl has chosen
to take on the role of organizing professional and paraprofessional care
staff coming in and out of his home 24 h a day. Carl cannot move below
his neck, breathe on his own, or perform any of his own self-care tasks,
but his mind is intact and he partners with Marilyn to keep his life
moving forward. The moment described above was one in which
neither of them could be sure of the outcome, but one in which they
acted in partnership to exercise some agency in a situation for which
they had found no other solution. And although they acted in partner-
ship, Marilyn knows it was primarily Carl who would have borne the
brunt of the decision if things hadn't gone well.

It is a story that differs in the details but resonates with the essence
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of accounts from other caregivers in terms of encountering situations in
which they deem risk-taking necessary. This article offers a collective
narrative of these accounts from interviews with three older adult
women caregivers who find themselves at the brink of crossing a line.

Introduction

Informal caregiving provided by older adults for their contempor-
aries, be they family or friends, is becoming more prominent in the lives
of people around the world as the demographics of many industrialized
countries shift toward an older population. In the United States (U.S.),
the number of persons 65 and older accounted for 12% of the
population in 2009, but will grow to 19% of the population by 2030
(Administration on Aging, “Aging Statistics,” United States Government
Department of Health and Human Services, 2012). As of 2011,
approximately 8 million older adults with disabilities in the U.S. lived
in the community with the help of caregivers who are family and/or
friends (Spillman, Wolff, Freedman, & Kasper, 2014). Although these
caring roles are certainly not isolated to older adults, the aging trend in
population demographics points to increases in caregiving needs and
caring roles carried out by older spouses, partners and other family
members (National Alliance for Caregiving, 2009).

Caregiving is defined in the Merriam-Webster International
Dictionary as “providing direct care to a dependent child or adult”
and is further defined by who provides the care. The National Alliance
for Caregiving (NAC, 3) separates “formal” from “informal” caregivers,
describing informal caregivers as those family or friends who perform
caregiving tasks without expectation of pay. Informal caregivers, in this
case two spouses and one close friend, are the participants in the
present research. There is changing language about people who provide
care in unpaid roles; the term care partner has been adopted by several
national caregiving organizations and the term carer is much more
prevalent in literature in English-language academic publications from
Europe. In this writing the terms caregiver or care partner are used
depending on which provides the most clarity in context; when asked,
the participants in this research did not indicate a preference for one
term over another although they acknowledged that at times they felt
more like -partners and at other times like –givers.

Despite an abundance of literature focused on various aspects of
caregiving across literature in the health and social sciences, Spillman
et al. report that informal caregivers are not routinely identified or
systematically assessed in health care delivery (2, p. 373). A better
understanding this group of people is critical, however, based on their
significance in supporting the well-being of frail community-dwelling
elders (Williams et al., 2016), as well as supplementing healthcare
practices in a time of health care reform that includes transitioning care
that was previously provided in hospitals into home and community
realms (Naylor et al., 2012).

The aim of the study described here was to elicit directly from adult
caregivers their experiences of everyday life in the role of caring for
another adult in an informal or familial arrangement. The motivation
behind this aim was to focus on the person who is typically peripheral
in a care dynamic; in a clinical or professional care situation, the care
recipient is typically centered, as his or her situation has created the
need for care. In this particular study, care recipients were not the
central focus and are present only as represented by their care partners.
Approaching the study with the intent to learn about everyday life
allowed the stories that were most salient to the participants to be told.
The study was approved by the Non-Biomedical Institutional Review
Board of the University of North Carolina at Chapel Hill (Study # 14-
3022).

Methods

The methodological approach used for this study was that of
narrative-type narrative inquiry as described by Polkinghorne

(Polkinghorne, 1995). This conceptualization of narrative inquiry is
based on Jerome Bruner's description of two types of cognition, or ways
in which human beings understand their world: paradigmatic cognition,
in which things are categorized according to their common elements
and understood as belonging to a general grouping, and narrative
cognition, which seeks to understand particular human actions in
context (Bruner, 1985). Polkinghorne employs this distinction to situate
narrative-type narrative inquiry as a process of collecting descriptions
of life events and plotting them into a storied form that situates the
particularities of human action in a temporal context. During the
process of data analysis, the researcher asks what is happening, how
something happened, and why it may have occurred (6, p 15).

In narrative-type narrative inquiry, the data need not necessarily be
collected in storied form; it is up to the researcher to emplot whatever
data are collected, along with information or reflections about temporal
context, into a storied form representative of what is being narrated.
For the research reported here, data were collected using discursive
techniques and then combined with reflections from the first author
regarding historical and sociocultural context for the events.

It is important to note the positionality of the first author, who
collected the data throughout this study. Across the past three decades,
she has at times been a primary caregiver for her spouse following a
severe automobile accident, as well as a secondary caregiver for both of
her parents during prolonged illnesses. Her experiences of providing
care, adapting to changes in everyday life and negotiating relationships
and decision-making with professional — and at times collegial —
healthcare providers, have at times paralleled those of the narrators in
this study. Her position relative to the data is explored further in the
conclusion; at this juncture we feel it essential to acknowledge that she
possessed some pre-understanding of the sentiments and experiences
narrated by the participants.

Participants

The participants in this study were three women over the age 60
serving as the primary caregiver to a friend or spouse. Though
achieving ethnic or racial diversity was not an intentional recruitment
strategy, it is interesting to note that one woman identified as African-
American, one as Caucasian and one as Latina. Ethnic and racial
identity is noted here because it appeared in two of the interviews as
pertinent to experiences the participants reported. Two of the partici-
pants were recruited based on connections with healthcare profes-
sionals working in separate aging services organizations, and in the
third case, via the work of a bilingual graduate student who co-
conducted and translated interviews in Spanish with the participant.2

All three participants were first asked by these liaisons if they had an
interest in participating in the study, and then contacted by the first
author via phone or email (based on their stated preference) to be
introduced to the specifics of the study. They were then mailed consent
documents ahead of the first meeting, and later signed those consent
documents in the presence of the researcher after having a chance to
clarify anything they did not understand or wished to know more
about.

True to the intent of the research, participants had to be serving as
informal (unpaid) caregivers, and if they had professional experience in
caring professions, could not be in the current caregiving situation in a
professional role. Because of the first author's position as a consulting
occupational therapist with a county Department on Aging, the
participants also could not be caregivers to whom direct or consultative
services were delivered by the author. Ultimately no participants were

2 The first author speaks conversational Spanish and the interviewee also speaks
conversational English, but to offer the broadest possible narrative space, a graduate
student with a degree and fluency in Spanish was asked to take the lead in the interviews
and to ensure accurate translations for transcripts.
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recruited who had ties to this department.
Marilyn, as introduced in the opening paragraph, is a 60-year-old

African-American retired schoolteacher coordinating care for an old
friend with ALS whom she knows from her church community. She
began volunteering as a direct care provider for him about a year prior
to our interview, and two months into that arrangement, he asked her
to assume the position of care coordinator. Maria, a 64 year old Latina
woman, cares not only for her 67 year-old husband who has had a
stroke and has multiple health conditions, but also for her brother who
is recovering from treatment for throat cancer, and more recently for 3
children under the age of 4; Maria is babysitting these children in her
home during weekdays in order to earn income for her family. Jane, a
67 year-old Caucasian retired nurse, cares for her husband Robert, a
retired physician, who has been battling Parkinson's disease for 8 years
and has, within the last year, become unable to speak and needs
assistance with most activities of daily living, as well as communication
and cognitive functioning. Both Marilyn and Jane collaborate with
other paid caregivers to help support their care situation; Maria does
not.

Data collection

Study participants were first asked to participate in an interview in
which open-ended questions were posed that focused on 1) how they
came to be in a caregiving role, 2) how they would characterize their
everyday experiences as a caregiver. As various accounts emerged that
appeared to hold particular significance for the caregiving narrator, the
interviews would be structured to elicit further information about that
account and then return to the core questions. Each initial interview
lasted between one and one-and-a-half hours and took place in a
location chosen by the participant. Subsequent interviews were be-
tween 45 min and 2 h in duration. Interviews were recorded using the
Voice Memos application on an iPhone™ and then transferred to a
password protected storage drive and deleted from the recording
device. A total of three contacts were made with each participant.
The participants were asked to choose a pseudonym prior to the first
interview, and those pseudonyms were used during the subsequent
interviews, on transcripts, and throughout this writing.

Interviews were transcribed into text documents by the first author
and the graduate student mentioned in the acknowledgements, and
then distributed to the second and third authors as de-identified data.
Following analysis of the initial interview data through repeated
reading and discussion of the transcripts, particular aspects of the
interviews were used to form prompts for subsequent story elicitation.
These aspects were chosen based on the concept of turning points as
described by Abbott (Abbott, 2001) and in alignment with Mattingly
and Lawlor's (Mattingly & Lawlor, 2000) description of story elements
as those accounts that reveal “how human actors do things in the world,
how their actions shape events and instigate responses in other actors,
changing the world in some way.”(p. 6). Although the idea of turning
points has been theorized by multiple scholars across many disciplines,
Abbott's definition aligns nicely with Polkinghorne's emphasis on
temporal context in story emplotment:

Turning points are best envisioned as short, consequential shifts that
redirect a process. The concept is inevitably a narrative one, for a
turning point cannot be conceived without a new reality or direction
being established, a judgment that requires at least two temporally
separate observations.
(8, p. 258).

When an element in the data was identified as a turning point that
resulted in a change in human action it was then used to form a story
elicitation prompt for the next encounter with the participant. The
subsequent stories elicited from the three caregivers were also audio-
recorded, transcribed, and then analyzed together with the initial

interview data and reflections recorded by the researcher immediately
following each encounter.

Analysis

Data analysis began following the initial interviews when the first
author shared transcriptions and investigator reflections with the co-
authors to determine potential turning points or emerging story
elements. Particular attention was paid to what was being narrated
by the participants that had prompted specific reflections by the
interviewer. Those elements were drafted into prompts to elicit
subsequent narratives in order to deepen understanding of each
participant's experience. The follow-up encounters were then tran-
scribed and taken back to the co-authors, at which time the team
approached the consolidated data using a storyboarding analysis
technique as outlined by Noblit (Noblit, 2004) and refined in a seminar
with that author.

Although storyboards have at times been used as a technique for
data collection, in this case the researchers employed Noblit's concept
of storyboarding analysis to fulfill Polkinghorne's suggestion that a
narrative-type narrative method directs the analysts to emplot the data
into a coherent developmental story, moving the reader across time in
an account of what has happened (6, p. 16). The storyboard (see
Table 1) served as a framework for the emplotment, with elements from
each of the caregiver narratives mapped onto it. Reading horizontally
across columns, the story develops over time (see headings From
What…?, Through What…?, To What…?) while the vertical categories
(Content, Development of Storyline, Turning Points, Undercurrents and
Voice) show the progression of the analysis toward the final section
where a single word is used to consolidate and label that aspect of the
story plot. The first author created the initial storyboard while in a
seminar with Noblit (Noblit, 2004) and then shared it with the co-
authors for re-analysis and refinement based on their reading of the
data.

Transformation of the data through storyboarding allowed for two
specific processes to occur: identification of the core plot of a unified
story, and elimination of peripheral or non-stories (Mattingly, 1994;
Mattingly & Lawlor, 2000) that did not contribute to or inform the core.
The storyboard does not, however, represent the conclusion and results
of the research; rather, it allows the researchers to hone in on a
particular set of human actions that can be developed into a story form
for this purpose. The caregiver story emplotted on the storyboard
required development into a narrative form in order to illuminate the
results. In this case, a poem represents that form, motivated by Glesne's
(Glesne, 1997) concept of poetic transcription and affirmed by other
scholars as a valid way of depicting narrative.

Szto, Furman and Langer (Szto, Furman, & Langer, 2005) outline the
advantage of poetry used to represent the results of qualitative research
as serving to condense data while also preserving its “subtleties” (p.
145), although Thomas-Maclean (Thomas-Maclean, 2010) cautions that
the researchers must recognize what is lost in this compression and
acknowledge the consequences of choices that are made in the analytic
process, while also striving to preserve the essence of the findings. This
precaution warrants attention here: the poem that follows does not
capture every specific example of tension, risk and resolution that
appears in the storyboard. It does, however, focus on the essence of a
particular story that exists because of the caregiving context, and that
stays true to the data analysis. Ultimately Leavy's (Leavy, 2009)
description of poetry as a form that serves to “open a space to represent
data in new ways that […] are attentive to multiple meanings […] and
accessing subjugated perspectives” (15, p. 64) affirmed for the
researchers its utility in characterizing the narrative of these caregivers.

The eventual poetic composition, featured below in the results
section, was originally constructed by the first author, and later revised
through consultation among the authors. The final version was
constructed with the primary motivation of capturing the essence of
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the core story elements labeled at the conclusion of the storyboarding
process, while letting go of details that are not necessary to convey the
central narrative.

Results

Despite many possible stories emerging from the accounts of these
caregivers, a single unified story of human action emerged that was one
of tension in regards to a relationship with someone who occupies a role
of professional authority relative to the caregiver or caregiving situa-
tion. Marilyn, Maria and Jane all relayed versions of challenging
communication or interactions involving professionals (in this case all
healthcare professionals) working either with their care recipients, or
directly with them. As the researchers plotted this story line, it became
clear that for each of these women, a turning point occurred when they
chose to act in response to this tension in a way that was not only new
to them, but also represented some form of risk. Each caregiver told a
slightly different version of this tension-risk narrative, but across the
board the data was clear in tying their decision to take these risks as a
way to exert agency as a caregiver. In other words, they took the risk on
behalf of the person (or persons) for whom they provide care, acting out

of advocacy or personal sacrifice in order to foreground the needs of
another.

Marilyn's risk-taking is clear from the prologue, and was used to
illustrate most distinctly the difficult decisions being made by these
caregivers. Maria's situation, while it appears less immediately perilous,
nonetheless carries for her the same gravity. Maria takes the risk of not
following recommendations from her doctor about her diabetes man-
agement because to do so would mean either giving up the income from
childcare that supports her extended family, or placing her husband and
brother in a different care situation. Neither option is acceptable to her,
but the authoritative way in which she perceives these choices being
presented to her results in a decision on her part to refrain from sharing
her concerns and determine on her own the course of action best for her
family. Unlike Marilyn, she moves away from as opposed to closer to
professional help, but like Marilyn and Jane, she has encountered a
turning point.

For Jane, the experience of feeling relative powerless is a new one;
she worked as a healthcare professional and through her husband's
career was also in consistent contact with systems of authority within
that realm. Through the long process of her husband's illness, she comes
to realize through other caregivers that her husband's care team has not

Table 1
The analytic storyboard.

From what…? What is happening Through what…? What action occurs and why? To what…? How does it end?

Content
PARTICIPANT 1: Marilyn

Carl (care recipient) is not breathing well and is
congested/Marilyn tries to convince providers to
attend; they ignore her/rely on their “tests”; she feels
this is because she does not have a degree and also
possibly because she is African-American

The risk: Marilyn & Carl allow Carl's situation to
worsen to the point that nurse in subsequent visit
takes note and calls an ambulance

Hospital stay stabilizes Carl – provides opportunity to
change to new in-home providers that show more respect
to Marilyn; caring for herself also becomes more of a
priority (creation of a prayer room in her home) but she
feels increasingly burdened by the emotional toll of being
responsible for someone else's well-being

PARTICIPANT 2: Maria
Maria receives advice from healthcare provider about
her diabetes that she cannot figure out how to
incorporate into her life as a caregiver for her husband,
brother and children in home daycare/does not tell the
providers because they have authority/will think less of
her

The risk: Maria prioritizes care recipient needs and
family finances above her own health. She chooses to
ignore the suggestion that she give up caregiving roles
and instead starts looking for other ways to manage

Maria confides in her son, who begins to assist her in both
caring for father and caring for her; although she feels
relief, she does not reveal this to medical system because
she would have to tell them the whole story and she
reports this as “not what we do” (culturally

PARTICIPANT 3: Jane
Jane becomes increasingly frustrated over several years
of caring for her husband with Parkinson's disease when
she realizes there were resources available to which
they were not referred. Addressing this is problematic
as her husband was a physician and she a nurse before
retirement; she feels loyalty to their healthcare
providers who were prior colleagues

The risk: Jane feels increasingly guilty as a caregiver
that she didn't know to ask for resources that may
have helped her and her husband in the course of his
illness; she reaches outside of his formal circle of care
to ask for help but also feels she is betraying their care
providers in doing so

Jane secures additional services for her husband that
make caregiving somewhat easier and assist her husband's
overall functioning, but she feels for the most part they
have come too late. She has lost faith in a system that she
trusted and worries if found out that her actions will be
seen as disloyal.

Development of storyline
Tension exists in caregiver who perceives him or herself as

less of an authority than someone in a professional role,
nonetheless sure at a very different level that the
authoritative voice is not fully seeing/informed/
knowing

Actions (risk-taking) subvert or side-step authoritative
systems or persons

The authoritative system is sometimes part of the solution
(irony) but now share authority; the caregivers gain
power in their actions as opposed to their voices

Caring for themselves and their care recipients is
sometimes benefited and sometimes compromised by
taking these risks

Turning points what has happened with the caregiver at each stage of the story?
Approaching level of intolerance at being silenced/devalued Seizing power through action – crossing a line by

asserting a knowing position
Partial resolution – not fully authoritative voice but
greater shared authority

Undercurrents
(Lack)Authority of title

(Lack)Authority of training
(Subject to) Biomedical authority

Fear of consequences
Will post-risk situation be worse than current?
Worry about being labeled uncaring, not adequate in
providing care

The resolution not entirely misaligned with biomedical
recommendations – not a clear right/wrong stance
Communication remains indirect between caregivers and
providers
If truth (of the risk) were told, would services be provided
– still vulnerable to compromised access?

Voice
Silenced/diminished Subversive/underground/trembling with rage/

becoming resolute
Emerging

Labeling the elements
Tension Risk (Ironic/partial) resolution
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offered many services and technologies that could be helpful in their
situation. She not only wonders why this has occurred, but finds it
difficult to bring up for fear of insulting their primary provider, who
was in the past a close colleague of her husband. She seeks out referrals
to services from other healthcare professionals, but worries if this is
discovered that she will risk losing the relationship with their provider,
and also that her actions will be seen as betrayal. The risk she takes is
perhaps more subtle than those of Maria and Marilyn, but Jane's
concerns about loss of trust were palpable during interviews.

The poetic narrative that follows is written to capture the essence of
this caregiver who feels she is at times disregarded because she is
considered to have less authority (Maria), or lack professional training
(Marilyn), or is operating in a system so familiar that she is overlooked
as someone in need (Jane) and yet chooses to act out of responsibility to
her more important relationship. For these caregivers, the commitment
to caregiving transcends the risk of exposing their vulnerable positions.
They act knowing that the consequences could also result in new
challenges, but that the relationship with their care recipient compels
them to take the risk. Ironically, although each of them achieved results
that served to temporarily relieve their situations (Marilyn through
Carl's hospitalization, Maria through increased help from her son, and
Jane through bypassing Robert's primary care provider to solicit help
from another source), each of the caregivers also expressed a cyclical
frustration with needing to take these risks. That is, despite each
caregiver having a specific example of what they perceive as crossing a
line in their relationships with healthcare professionals, the weariness
with which they narrated these examples indicated it was neither the
first nor last time they would do so. Nor were they convinced that their
line crossing would have any lasting effect on the professional Other.
Because of this sense of an ongoing negotiation between the caregiving
situation and the professional authority who holds some power relative
to that situation, the poem is written in performance voice, as if the
caregiver is speaking alternately to her care recipient and a nameless,
faceless Other with whom she is obligated to stay connected.

Crossing a Line: Tension, Risk and (Ironic) Resolution
(Caregiver speaks to her care partner)
I need to live for two
To move in ways you no longer can
To think of things which elude you
To bathe your body, to comb your hair
To make sure you don't fade away…to give you care
This work was not in my repertoire
It isn't based in formal knowing
It's in feeling and seeing, and willing
You to breathe, to stay with us, to live
Until I have almost nothing left to give
And when you falter, the change is subtle
They say it's just a normal shift
But I know you as well as I know the years
That we laughed and sang and wept a few regretful tears
I try to tell them, because I must, but it's almost as if
(Caregiver turns to the Other)
(my voice is silenced, I cannot be heard
No degree, no knowledge, no voice, no words)
(Returning to care partner)
And so I take a risk
Determined but fearful
By letting you (or me) suffer just enough,
Just enough to get a reaction
To trigger response, to provoke some action
At that they hurry in
And offer a solution
That solves the problem in this one moment
Of our next breath, or heartbeat, or proper nutrition
But they don't know, they miss out on, the greater mission

It's not to prolong your life
To accomplish one more thing
It's to make sure that in my care
Your every moment isn't just an extension of hours
But that it rises up to celebrate, to honor our power
I need to care for you. I need to live for two.
And so I hold their hands in order to hold you

Discussion

The core narrative emerging from our data is one of ever-present
negotiation in the lives of three caregivers who are caring for people
whom they have previously known as typically functioning adults, but
who are experiencing changes due to illness and aging. These care
partnerships are dependent upon a system of professional services that
names their suffering, determines resources that will be put in place to
supplement what they can manage informally, and prescribes, provides
or withholds treatment based on diagnostic protocols, clinical judg-
ments and realities of resource allocation that are typically deployed
under the authority of a professional healthcare system. The discipline
or credentials of this professional are not the focus of this story; the
authority represented within that professional, or any number of other
health care or human service professionals with whom the care partners
may come in contact, becomes the antagonist in the relationship with
the informal caregiver. The capitalized word Authority will be used
throughout the remainder of the discussion to encompass all possible
iterations of the professional entity with whom these interactions occur.

There are numerous first and third-person accounts of the experi-
ences of informal caregivers that illuminate the complex negotiations
and decision-making that become part of everyday life when caring
for someone with significant illness or disability (Edwards, 2014;
Gridley, Brooks, & Glendinning, 2014; Hasselkus &Murray, 2007;
Salmon, 2006; Tyrrell, Genin, &Myslinski, 2006). There is also a wealth
of literature offering evidence of solutions for these challenges,
designed to instruct both professional and informal carers in ways to
improve their interactions in order to benefit care recipients (Bauer,
Fitzgerald, Haesler, &Manfrin, 2009; Coleman et al., 2004; Fitzgerald,
Bauer, Koch, & King, 2011; Gitlin, Corcoran, & Leinmiller-Eckhardt,
1995; Vass et al., 2003). Across domains of research about caregiving,
difficult challenges in both health care delivery and relationships are
frequent topics in studies that focus on representing the experiences of
caregivers (Clissett, Porock, Harwood, & Gladman, 2013; Glasser,
Prohaska, & Gravdal, 2001; Hegli & Foss, 2009; Lee, McDermott,
Hoffmann, & Haines, 2013; Lyckhage & Lindahl, 2013).

Informal caregivers report a desire for increased recognition as part
of the healthcare team (Hawranik & Strain, 2007; Sims-Gould &Martin-
Matthews, 2010), a need for clearer communication (Vass et al., 2003),
and a yearning for mutual respect and balance of power in relationships
with providers (Cloutterbuck &Mahoney, 2003; Rutman, 1996). That
so much attention is granted to the challenge of human relationships in
the context of providing care for someone vulnerable indicates the
universality of the experience. What is less reported in caregiving
literature, however, is what actions these challenges may elicit in
caregivers who reach a threshold of powerlessness that they can no
longer tolerate.

Within the current study, two levels of social discourse are at play.
First is the story that is being told to the researcher, an empathetic as
well as attentive audience due to a personal history of caregiving.
Second is the story being narrated about crossing a line in response to
perceived silencing from an Authority. The story being told in the first
realm is precisely that of not having an attentive, collaborative listener
in the second. In the conversation with the Authority, voicing concern
at a level of typical discourse does not command attention, and so the
situation presses the narrator to act (raise her voice, change her
situation) in a way that she perceives as a breach, a risk, a chance of
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potentially harmful consequences.
The core story told by our caregiver agonists Marilyn, Maria and

Jane is one of mounting tension in response to an ongoing (verbal,
enacted or blended) dialogue with the Authority that reaches a
crescendo in which the agonist crosses a line (see Table 1 for specifics).
That line is a configured threshold across which is assumed to be
consequences that pose a risk such as losing favor with or access to
services provided by the Authority, which, in the minds of the
caregiver, could potentially compromise the situation of the very
person for whom they are trying to care. At the point of crossing the
line, however, the risk of not acting is assumed by the caregiver to be
greater than or equal to the risk of stepping across. They have stood at
the line and voiced their needs repeatedly or practiced self-silencing out
of a sense of powerlessness, but in either case went unheard.

At just the brink of losing their voice altogether, the caregiver,
acting either in concert with, on behalf of, or in response to their care
partners, chooses the risk of crossing the line by usurping the Authority.
The result is on the one hand emancipation from the mounting tension,
but in terms of the negotiations relative to the source of that tension,
only a partial resolution. For one, the Authority may never fully know
what risk was taken. Despite, or perhaps due to, the caregiver
perceiving her own actions as rebellious, they may never be fully
divulged to their supposed antagonist, who then also cannot react or
incorporate the concept of a collaborator into their service provision.
Ultimately, Authority may retain more power and capital relative to the
situation precisely because the caregiver's actions are partially hidden
due to the greater risk anticipated if they were fully revealed. The
caregiver enters into a new cycle of negotiations, having elevated her
voice volume to demand attention for a moment, but returning to her
previously muted state to carry out the everyday tasks of caring.

The everyday experiences of caregivers could certainly be described
in terms of how actors in care situations fill their hours: the care of
someone else's body and spirit, the attempts to maintain involvement in
meaningful activities, and the instrumental tasks of sustaining a
household, financial viability, and the stamina to do it all again another
day. All of these elements were present in the interviews with the
caregivers in this study. These were not, however, the elements that
constituted their core story, the story they most wished to tell. That
story was one of unremitting negotiation of the right to be heard by
others who were partnering in the care situation on a professional basis;
it is this narrative that begs to be included in our concept of what
constitutes the everyday experiences of informal caregivers.

Beyond allegorical interest, what does this study contribute to the
understanding of the everyday lives of older women caregivers? Much
has been written about the physical and emotional work of caregivers,
and this narrative adds to our perception of what constitutes that work
the compulsory acts of advocating, negotiating and risk-taking. That
older women of varying racial and ethnic backgrounds are recounting
this narrative also suggests that there may be more to discover about
the perceived and real power differentials between these caregivers and
those who possess authority relative to those identities.
Cloutterbuck &Mahoney (Cloutterbuck &Mahoney, 2003), in their
study of African-American dementia caregivers, report the effects of a
cultural bias toward avoiding a dementia diagnosis out of respect for
their elders, which then results in disrespect from health care profes-
sionals when the diagnosis is ultimately sought. A study of caregivers
from multiple ethnic backgrounds in California (Giunta, Chow,
Scharlach, & Dal Santo, 2004) revealed that Latina caregivers were
only half as likely to seek formal caregiving support as were their White
or African-American counterparts. These racial and ethnic cultural
issues might prove useful to explore in distinguishing the stories of the
three caregivers in the current study, but the collective narrative points
to a consideration of the gendered aspect of their shared experience.

Building on what she describes as a growing body of “experiential
and critical analyses of caregiving as a form of women's work” (p.91),
Rutman (Rutman, 1996) explored concepts of “powerlessness” and

“powerfulness” with thirteen women caregivers in a workshop format
using critical incident methodology. The results from this study two
decades ago provide an interesting parallel to those of the current
study. “Powerlessness” was experienced by Rutman's caregivers as
associated with lack of recognition of their expertise, lack of control,
and challenges in dealing with bureaucratic and authoritative systems,
whereas “powerfulness”, in addition to opposing those associations,
also resulted from “effect[ing] change over the situation to benefit the
care recipient” (p.102). Powerfulness, it may be argued, is experienced
when crossing a line.

Conclusion

The context in which the participants of this study function as
caregivers requires they negotiate in order to reclaim, from those in
professional roles who hold more authority, the power to act on behalf
of their caregiving commitments. Those actions don't come easily to
these caregivers, and are perceived to hold certain levels of risk. When
compounded by inequities associated with gender, ethnicity or race, the
risks become even more complex, and the tension rises between a
system that typically operates via clinically relevant, reasoned, linearly
logical decision-making processes and care practices that rely on
intuitive skill, emotional nuances and relational expectations
(Bishop & Sunderland, 2013; Kleinman &Hanna, 2003). The caregiver
stands as the bridge between those worlds, figuratively at a line that she
may feel more or less equipped to cross as needed. The crossing, as
depicted in this writing, may resolve an immediate situation and yet
leave the more intractable characteristics of the discourse only mini-
mally impacted. What appears to be the partial resolution for the
caregivers, however, is not a lasting change in authority so much as the
development of a stronger voice through the experience of having once
taken a risk whose consequences were not ultimately harmful to their
care situation; a beginning step toward the development of an emerging
powerfulness.

Returning to the position of the first author, this tension-risk-
(partial) resolution narrative served to illuminate and affirm her own
experiences as a caregiver, particularly in the situation of caring for her
spouse. While the practice of reflexivity in qualitative research warrants
attention in order to acknowledge, and in some cases minimize, the
influence of the researcher's personal experiences on the analysis at
hand (Berger, 2013), in this case the process also served to reframe an
earlier personal caregiving experience for the author. At one point in
her spouse's recovery, an Authority made a recommendation that would
have had negative lifelong implications; the author took a professional
as well as personal risk in crossing a line by rejecting that recommenda-
tion, seeking a second opinion, and eventually realizing a more positive
outcome. That experience, like those of Marilyn, Maria and Jane, didn't
result in a complete resolution of the situation, but it did empower her
voice as an advocate for her spouse. Listening as a caregiver likely led to
hearing the particular story of crossing a line emerging from the data,
but hearing the story line as a healthcare professional also served to
remind this author that the line lies between two entities and could be
crossed in either direction.

What are the implications of this type of study for those of us who
sometimes inhabit positions of authority relative to care partners? The
awareness that a phenomenon described nearly two decades ago
(Rutman, 1996) parallels so closely more contemporary reports of
caregiver experiences (Clissett et al., 2013; Glasser et al., 2001;
Hegli & Foss, 2009; Lee et al., 2013; Lyckhage & Lindahl, 2013) as well
as the narrative of the current study indicates that whatever attention
has been paid to recognizing and deconstructing power differentials in
care contexts (in this case specifically in the United States) has yet to
achieve systems change. Real or perceived structures of authority
continue to distance the expertise of informal caregivers, fail to
appreciate the depth of relationships and sometimes silence their
narratives of concern. In the individual stories and ultimately collective
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narrative explored in this study, it is clear that the resolution achieved
by crossing a line was at best only partial, in that it represented actions
that were strategic as opposed to desirable. Changing this dynamic may
require that those who possess the greater authority act to change the
dynamic rather than expecting caregivers to take the risk of stepping
across the line.
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ABSTRACT
Background Factors supporting continued community mobility for older adults warrant attention
due to the relationship between mobility, health, and social participation. Although community
mobility is typically considered from the perspective of individual functional abilities, care
partnerships represent a situation in which maintaining community mobility has implications for
the well-being of all members. Aim The aim of this research was to explore and describe strategies
used by older adult care partner dyads to support and maintain participation in community
mobility. Methods Ethnographic case studies of three care partner dyads were conducted using in-
depth interviews, participant observation, photographs, and reciprocal data analysis. An inductive,
constant comparative data analysis resulted in thematic descriptions of strategies employed by the
care partner dyads. Results Three strategies were identified in collaboration with care partners:
(i) Acting in accordance with the values of the relationship, (ii) Finding and using available assistive
technology and (iii) Relying on social networks. Conclusion and significance Strategies identified
by participants were more relational than procedural in nature, indicating the need for
occupational therapists working with care partner dyads to consider historical routines, social
connectedness, and needs of the care partnership in addition to functional abilities of the care
recipient when addressing community mobility.
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Introduction

Community mobility, or moving about in the life-space
outside one’s home, receives particular attention in
research related to ageing and well-being due to its
established importance for the health, civic engagement,
and social participation of older adults.[1,2] Declining
ability of older adults to participate in community
mobility has been associated with decreased quality of
life,[3] depression,[4] and restrictions in community
participation.[5]

In the occupational therapy literature, community
mobility is most often considered from an individual
perspective, considering how functional limitations affect
specific mobility tasks [6,7] or characteristics of mobility
environments impede or support a person’s movement in
outdoor space.[8,9] An ageing individual’s ability to drive,
factors that lead to driving cessation, and occupational
therapy interventions in the realm of driver rehabilitation
receive particular attention in industrialized countries
due to the prevalence of the car as the primary mode of
travel.[10,11] In each of these areas of concern, the point
of reference is the individual older adult whose functional
abilities are considered relative to the mobility task. The

current study expands these views of community mobil-
ity, addressing the influence of the interpersonal sphere
on participation in the life-space outside the home
through the lens of caregivers who enact strategies to
support community mobility for both themselves and
persons for whom they care.

Evidence related to the well-being of care partners
indicates that social connections and participation in
activities of choice both within and outside the home
positively impact on health and life satisfaction for all
persons in the care relationship.[12–14] The demographic
shifts toward older populations in many industrialized
countries [15] foreshadow an increase in older adults
serving as caregivers,[16] and suggest that Instrumental
Activities of Daily Living (IADL) such as community
mobility deserve attention from health professionals who
work to support ageing well for older adults.

The definition of community mobility adopted for this
study is:

Planning and moving around in the community and
using public or private transportation, such as driving,
walking, bicycling, or accessing and riding in buses, taxi
cabs, or other transportation systems. (17, p S19)
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Two other terms used in this writing also warrant
clarification: caregiver and care partner. The term
caregiver has traditionally appeared in literature in the
United States (US), although there is now a movement
toward adopting the term care partner, recognizing the
interdependent and often reciprocal relationship
between two or more persons who enact caring roles
towards one another, even when one of the cohort may
be more identified as needing care from the perspective
of his/her health or functional status.[18,19] It is also
acknowledged that the term carer is more prevalent in
other English-speaking countries, notably the UK,
Australia, and New Zealand.[20] These authors have
adopted the term care partner when referencing study
participants due to its emergence in the data and high
level of relevance for the participants, and care partner
dyad when referring specifically to the reciprocal rela-
tionship between two people in a care situation. All
references in this article are to care partners who
function in unpaid, or informal, roles.

The occupational therapy literature to date has
addressed caregiving issues from the standpoint of
family and caregiver well-being,[21–23] meaning and
identity of the caregiving role,[24–26] and the potential
for occupational therapy intervention to support care-
giver needs.[27,28] These studies focus on how care-
givers are coping, how they experience caregiving from
an emotional perspective, and how they might be best
supported in sustaining their caregiving roles. Another
realm of occupational therapy research has begun to
consider participation and occupational performance in
care situations from the perspective of the care recipient
[29] as well as the caregiver.[30] The aim of this study, to
explore and describe strategies used by care partners to
support and maintain participation in community
mobility, is based in but also extends this latter realm
of research by considering participation of care partner
dyads as a social-interpersonal unit.

Material and methods

An ethnographic case study approach was applied to the
study aim. Ethnography was chosen for its emphasis on
exploration of a concept or group in order to under-
stand, describe, and interpret what is happening from the
point of view of the participants through in-depth,
repetitive interviewing and participant observa-
tion.[31,32] The concept of thick description in order
to achieve thick interpretation [33] was especially
influential due to its emphasis on the importance of
considering multi-layered meaning and context in add-
ition to action when seeking to understand what is
occurring in a given situation.[34] Ethnographic

methods applied to case studies allow for the exploration
of specific, complex situations that are in some defined
ways representative of a broader group or culture and
serve to illustrate concepts that may warrant further
inquiry.[35]

Participants

Participants in this study consisted of three care dyads,
all of which are long-term married partners, over the age
of 60, university educated, and retired from professional
careers. All of the participants currently reside in the
southern United States, although each of them has lived
in other places in their adult lives. Study participants
were recruited using purposive sampling methods [36]
through contacts with local agencies and professionals
working in ageing services. Recruitment strategies
included fliers posted in ageing services offices,
announcements at caregiver support meetings, and
personal conversations with ageing services providers.
Respondents who met the age and care criteria signed
consent forms to participate in the study. Of the actual
study participants, two of the dyads were recruited
through referral from separate caregiver support group
leaders and one dyad was referred by a mutual social
acquaintance. Three dyads represented an appropriate
number of participants for the proposed research
methods and recruitment efforts were suspended fol-
lowing successful enrolment of these participants. All
three care partner dyads who consented to participate
completed the study.

Brief profiles of the care dyads are provided due to the
influence of the relationship histories on the data elicited
in this study. All participants are identified with
pseudonyms assigned by the primary investigator.

Participant profiles

Kumar and Alana are a couple who had been married
for 47 years at the time of this study. They are from
Indonesia and Thailand, respectively, and met when each
moved to the US for graduate school. Their lives together
have been characterized by frequent moves related to
Kumar’s work, raising a son, annual international travel
to visit relatives, and becoming firmly and consistently
engaged in a faith community. Kumar and Alana grew
up in different faith traditions, but before marriage
committed to Alana’s Catholic faith; this proves import-
ant to the ways in which they connect with others and
view their own relationship. Kumar and Alana regularly
volunteer with both the local senior centre and their
church. Alana was diagnosed two years ago with
Parkinson’s disease and at the time of this study her
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mobility and cognitive status had declined to the point of
needing personal assistance and assistive devices. Alana’s
sister recently moved near the couple to help with her
care. Kumar relayed that this is reciprocity for them
having cared for the sister when her husband died.

Susan and Polly are a female couple who have been in
a committed relationship for 37 years, and married for
two years at the time of the study. Both of them worked
in public school systems for their professional careers,
Susan as a counsellor and Polly as a teacher. They own
two homes 800 kilometres apart and reside in each for
different seasons of the year. Seven years ago Polly was
diagnosed with pulmonary fibrosis and later chronic
obstructive pulmonary disease, a condition from which
her mother died in her late fifties. She uses supplemental
oxygen on a constant basis. Five years ago, at age 66,
Polly had a health crisis from which she believed at the
time she would not recover. Since then the couple have
significantly changed their occupational routines, doing
fewer things that required high-energy expenditure, but
continuing to be socially active and to migrate seasonally
between their two homes. Susan and Polly have an
extensive network of friends in both locations who
provide support and assistance to one another.

Lena and Stephan married in midlife after meeting
through mutual friends. Each of them has children from
previous marriages who are adults living in various
places throughout the country. The couple have been
inseparable since meeting, grateful for a second chance at
a successful married life. They live in a small city with a
large university and a strong cultural arts scene in which
they remain active participants. Stephan was a professor
of Marine Biology and Lena a nurse who worked in
home care. At age 63, Stephan was diagnosed with early
onset Alzheimer’s dementia, which prematurely ended
his career and also a role he greatly enjoyed as a ‘teacher-
at-sea’ on university-sponsored summer ocean cruises.
At the time of this study, Stephan was no longer verbal,
and required significant assistance with personal mobil-
ity due to a fall two months earlier. Lena relies on the
daily assistance of paid caregivers to supplement her own
care for Stephan and provide respite. The couple’s social
network includes extended family, friends, neighbours,
and past professional colleagues.

Data collection

Methods of data collection included repeated, semi-
structured interviews with both care partners present,
participant observation in community mobility activities,
photographs of the community sessions, and reciprocal
data analysis.[35,37] Photographs without facial images
were taken by the researcher during travel sessions to

serve only as visual field notes during data analysis. The
first author conducted all data collection.

Prior to the onset of data collection, participants were
provided with information about the study in person or
via email, and were informed of their right to withdraw
from the study at any time without consequence.
Consent to participate was recorded through signatures
obtained prior to data collection. Confidentiality was
assured through the use of encrypted electronic data
storage devices, restricted photographic images to pre-
vent facial recognition, and de-identification of data
through the use of pseudonyms.

The data collection process began with a semi-
structured interview regarding the care situation, and
the community mobility history, preferences, and prac-
tices of the care partner dyad, as well as environments in
which travel typically takes place. Following the initial
interview, the care providers were asked to identify a trip
on which the researcher could accompany them and
their care recipient. The criteria for the trip were that it
should be their typical mode of travel with a location and
purpose that fitted within their usual routines. The
researcher travelled as a participant observer with the
dyads, took part in the activities related to the trip, and
recorded field notes on the means of travel, verbal and
physical interaction between the care partners, and
environmental factors influencing community mobility.
Table 1 provides an overview of the destinations and
content of these community mobility sessions. Key
words from field notes are included to indicate the
observations of the researcher; an expansion of these
comments may be found in the data analysis section.
Following the travel sessions, a second interview was
conducted with the care partner dyads in which they
were asked to reflect on the researcher’s observations and
provide additional information relative to community
mobility. The conclusion of the final interviews was
future-oriented, asking the care dyads to consider what
they foresee as their continuing community mobility
practices. In two cases, a third contact was made by
phone with the care provider to clarify field note content.

Data analysis

Data were analysed using a constant comparative
method,[38,39] with which they were categorized first
into broad and then increasingly specific descriptive
themes focused on the ways in which care partners
support community mobility. Although constant com-
parative analysis is often associated with Grounded
Theory design, in this case it is applied through a
constructivist lens to arrive at a descriptive thematic
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categorization of data as opposed to a theoretical
framework.[40]

Data from interviews and participant observation field
notes were transcribed and de-identified by the first
author, and then combined with photographs for
analysis by all authors in an iterative, reflective
member-checking process. Categories resulting from
the initial coding were re-analysed through data tri-
angulation,[41] selective cross-coding across data
sources, and reciprocal participant feedback, which was
used to further refine the themes in a final coding
process. The research team formulated the participant
profiles and community mobility profiles as it became
clear in the analysis process that the relationship history
and community mobility practices were closely linked.

This research was reviewed and approved by the
Institutional Review Board of the University of North
Carolina at Chapel Hill, USA (Study no. 14-0849).

Results

Analysis of the ethnographic case study data revealed
that, among the various methods employed by care
partners, strategies for sustaining community mobility
were more relational than procedural in nature. In other
words, the means and destinations of travel, and
motivations for travel were influenced as much or
more by the history of a relationship and the commit-
ment to the other partner as by techniques or procedures
related to changing functional status. Before expanding
on these strategies, a community mobility profile of each
care dyad is important in order to understand how long-
established habits and routines proved influential relative
to their current methods for sustaining participation in
this instrumental activity of daily living.

Community mobility profiles

Kumar and Alana routinely travel by car from their
home each weekday to the nearby senior centre, where

they lead and participate in various activities and lunch
before returning home in the afternoon. They meet with
a family care circle from their church on Saturdays,
attend Mass on Sundays and eat lunch with friends
afterwards, a routine they have enacted for many years as
a family. Kumar always drives their car and now assists
Alana in getting in and out, but Alana serves in a co-
driver role, watching out for traffic at intersections and
announcing when things are clear. She states that she
does not want to drive any longer, but wants to keep her
skills sharp. At the senior centre and in church Alana
uses her four-wheeled walker to move throughout the
spaces, and although she and Kumar are often together,
her familiarity with these environments allows him the
freedom to do things on his own as well, safe in the
knowledge that staff and others who know Alana will
lend a hand if needed. On the day we travelled together
to the senior centre, for example, Kumar ensured that
Alana was within sight of a trusted friend before leaving
her to retrieve items for an activity he was going to lead.

Susan and Polly travel primarily by automobile at this
point in their lives, and both still drive. They have to
ensure at any time they leave their home that Polly has
adequate portable oxygen supplies, as well as a motorized
scooter that Susan loads onto a carrier on the back of their
automobile. The assistive technologies they use are crucial
to ensure that Polly can still participate in community
mobility, but also make them more dependent on their car
as the home base for these items. This represents a
narrowing of their modes of travel in contrast to earlier
years when they owned and actively used motorcycles,
two-wheeled personal standing vehicles (e.g. electric-
powered personal transporters), and were frequent airline
passengers. Despite this, Susan and Polly still travel with
their social network, including driving in the mountains
and boating on a lake near their summer home, which
their friends supported by constructing a ramp to the boat
pier that allows Polly access using her scooter. Except for
an occasional separation when Susan travels alone to visit

Table 1. Community mobility sessions with care partner dyads.

Care partner dyad Community mobility session (mode/destination) Key words from field notes

Kumar & Alana Travel by car to the local senior centre where the couple lead
activities and have lunch daily Monday through Friday

Routine five days a week together. Pride in car – specialized
licence plate. Protective, caring assistance. Co-driving support
from Alana. Familiar destination with social support

Susan & Polly Travel by car to an area restaurant for lunch, followed by
walking and use of motorized scooter to complete grocery
shopping. Joined at restaurant by other friends form nearby
town

Weekly routine together. Technology essential/valued.
Partnership clear; Polly very active in decision-making. Dyad
eager to dispel assumptions of disability. Seek out vibrant
environments, conversations, social interactions in the com-
munity, including with strangers. Daily routine either together
or Susan alone

Lena & Stephan A walk in the neighbourhood to retrieve mail from the
mailbox and visit neighbours; paid caregiver accompanied us
since Stephan just recently began using walker again after a
fall

Includes support from paid caregiver, neighbours, assistive
devices. Utilitarian as well as pleasurable: supports mobility
and socialization. Lena intentional about inclusion/sensory
enrichment in neighbourhood
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her sister, the women state adamantly that they prefer to
be together when travelling and rather than feeling limited
in their community mobility options, look for a fit between
the things they want to do and the ways they can get there.
This emphasis on togetherness is reflected in Susan’s
language when describing their attitude regarding Polly’s
condition and community mobility: ‘We aren’t going to
act disabled; we’re going to keep going.’

Lena and Stephan enjoyed various modes of commu-
nity mobility during their early years together, including
frequent international travel by air and ship for both
work and leisure.

Although presently they rarely leave their city, Lena
credits outside caregiving assistance with sustaining her
energy to help Stephan get about in their local environ-
ment. They still enjoy car rides, attending movies and
concerts, and taking walks in their own neighbourhood.
Our walk together during the community mobility
session provided evidence of multiple meanings of this
routine: Stephan’s mobility needs are supported by taking
along a wheelchair in case he needs to sit and they pace
their walk as well as enrich the opportunities it provides
by stopping to greet neighbours, admire a new home
renovation, and smell flowers along the route. At the time
of our initial interview, Stephan had recovered from his
earlier fall to the point that Lena was once again able to
help him stand and walk with a rolling walker, allowing
them the freedom to move outside the home for the first
time in weeks. Lena related that it was very important to
her to be able to do this once again, as she and Stephan
promised one another at the time of his diagnosis that
they would not allow their world to become too small by
limiting valued activities due to his dementia.

Shared community mobility themes

Despite the challenges that have emerged in each of these
relationships with the onset of functional decline for one
partner and the resulting limitations in geographic scope
of travel, the care partner dyads continue community
mobility through strategies that were revealed throughout
the data. These strategies are described in three themes
that were identified from the inductive data analysis of
interviews, participant observation field notes and photo-
graphs; specific case examples are provided to highlight
the function of the strategy in supporting community
mobility relative to a particular care partner dyad.

Acting in accordance with the values of the
relationship

The press to continue engaging in community mobility
emerged early in the iterative data analysis as closely

related to the history and values of each relationship.
Honouring the relationship appeared as both a motiv-
ation as well as a strategy for enacting community
mobility and was profoundly present across the data. As
a strategy it is more relational than procedural in nature,
shaping interaction between care partners, influencing
their process of decision-making, and signifying the ways
in which these couples move about in the world outside
their homes. Acting in accordance with the values of the
relationship is manifest in the ways the care dyads are
adapting to changing abilities, relying on their extensive
knowledge of one another’s needs when they travel, and
maintaining some time apart in order to work together
more effectively.

Kumar and Alana’s decisions regarding community
mobility are symbolic of honouring their relationship in
the context of changing abilities. Kumar’s expression of
this strategy is linked to his and Alana’s faith traditions:

I made vows that said ‘in sickness and in health’ and
God is making sure I honour those. . . . Honouring our
marriage means continuing to do things that have been
important to us, and making sure she is safe and
dignified when we are out.

Travelling with Kumar and Alana reinforced this
mention of dignity, as each of them inspected the other
before leaving their home to ensure that their appearance
was as they wished, and Kumar took great care to ensure
that Alana was safely situated in the car. It was also
evident in Kumar’s description of their decision to give
up taking leisure cruises or bus tour trips at this time,
which is based in Alana’s firm rejection of using a
wheelchair in public. Kumar feels he would be dishon-
ouring their vows if he insisted on her doing this so that
they could continue this larger scope of travel.

In the case of Susan and Polly, their long-term
knowledge of one another’s habits as well as their
experiences as a same-sex couple struggling for societal
recognition influence their willingness to take on even
the most challenging community mobility situations.
Recounting a story about attending a sporting event that
posed some risks when Polly was compelled to walk
farther than usual, Susan said:

I feel sadness sometimes [about Polly’s condition] but
never fear. Fear is counterproductive and not respectful
of how hard we have fought to be together. I don’t fear
travelling or going out in the community with her even
if she falls, because we can handle it. It’s not a big deal in
the big picture. We will always find a way just like we
always have. It’s how we do things.

Polly in particular is adamant that people not view
her as disabled, a notion she counters by taking the lead
in many decisions and initiating conversations with
strangers when travelling, something Susan admires as a
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consistent part of Polly’s identity throughout their
relationship. Both women’s determination is combined
with honesty and humour when Susan and Polly
describe their overall strategy to continue being active
outside the home. They freely shared that they need
occasionally to spend time apart, Susan to travel to visit
her sister without having to attend to Polly’s needs, and
Polly to have some time alone in their home where she
feels more capable and competent.

Lena and Stephan also enact this honouring of the
relationship by ensuring roles for both people in the care
partnership, though in a very different way. Stephan is
no longer able to undertake valued occupations on his
own, and the consistent level of care he needs necessi-
tates that Lena balances her devotion to him with time
spent maintaining her own social connections. Lena
compensates for Stephan’s lack of agency by involving
him actively in conversations and tasks, even though he
is no longer able to express himself verbally. She gauges
whether or not she should leave the house for her own
scheduled activities by checking in with Stephan before
departing, and staying attuned to his emotional expres-
sions. During a part of our initial interview, when
describing a particularly difficult period in which
Stephan’s incontinence limited their community partici-
pation, Lena keenly observed Stephan’s expressions.
When he appeared distressed, she interrupted her
account to check in with him:

Is this too hard to talk about? Do you not want me to
talk about this? It’s all okay now. . . . It was a bit of a
mess, wasn’t it? But we went to the GI specialist and
talked about diet and medication and our routine, and
got on a really good bowel programme. It sort of
changed our life, didn’t it? It’s working really well now!

At this point Stephan noticeably relaxes and
squeezes Lena’s hand. She continues:

And you have always been so helpful when we get out of
the house. Always stayed the same sweet Stephan
I married. That’s how I knew it would be okay
eventually. We always find an answer and a way
forward.

This same attention to having an inclusive inter-
action was evident on a neighbourhood walk with Lena
and Stephan when they engaged in familiar routines of
greeting neighbours and retrieving their mail. Lena
oriented Stephan to the person approaching them after
which he would wave and nod agreement with the
conversation Lena facilitated. Once they had retrieved
their mail from the box, Stephan carried it in his coat
pocket so that Lena could hold on to his belt for safety
while he walked. Lena stated that she believes sharing
even small tasks continues to sustain their relationship
and their mobility.

It may be argued that honouring a committed
relationship is not a strategy specific to community
mobility, and yet it resurfaced multiple times as the way
in which caregivers anchored themselves in order to
continue to be a part of the world beyond their own
homes despite the challenges. In conversations with each
couple, relationships were discussed much more fre-
quently than were more procedural strategies with regard
to community mobility. The sense of responsibility and
dedication to preserving the values of these relationships
serve as a persistent impetus to co-participate in
community life, and clearly situated these couples as
care partners.

Finding and using available technology

Each of the three care partner dyads in this study utilizes
some level of assistive technology for either personal or
community mobility, a more procedural strategy for
supporting participation. The scope of assistive technol-
ogy ranged from a simple hanging strap Kumar installed
for Alana to hold while getting in and out of their car, to
Polly and Susan’s multiple oxygen tanks, power scooter,
and vehicle-mounted wheelchair carrier. In between
those ends of the spectrum are Lena and Stephan, who
use either a four-wheeled walker or wheelchair when
taking neighbourhood walks. The comfort level with
using assistive technologies varies to some extent, but
each couple reports that they seek a solution when
(a) the perceived inconvenience of using technology is
outweighed by concerns for health or safety and (b) at
the point in time when they need technology that will
address a specific need.

When Kumar realized Alana was having difficulty
getting out of the car, they sought help from their car
dealership as opposed to a healthcare provider, because it
was important to them to maintain the aesthetics of their
car, which both of them report they hope will last the rest
of their driving lives. Lena and Stephan, on the other
hand, are eager learners about any assistive technology
options that might benefit their community mobility,
and recently sought consultation from an occupational
therapist to ‘upgrade’ their equipment for getting in and
out of the house. At the highest end of the spectrum of
technology use, Susan and Polly delight in finding the
latest advances that might benefit their situation from
whatever source seems most accessible. They obtained
information about their wheelchair carrier from the car
dealership, Polly’s power scooter from an online source,
and on the day of our community mobility session they
were negotiating with a respiratory therapist to find
them an ‘underground’ source for an oxygen tank that
would recharge by plugging it into the car cigarette
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lighter, worried that Polly’s insurance would not cover
the cost

Finding available assistive technologies has become a
procedural strategy that serves to support community
mobility for each care dyad; using the technology
benefits not only the partner with functional limitations,
but, to an even greater extent at times, the partner who is
providing care. In Susan and Polly’s case, Susan is the
sole user of the wheelchair lift system on their vehicle,
although Polly’s needs necessitate transporting the
scooter. For Lena, Stephan’s mobility equipment pro-
vides her with peace of mind that she can safely assist
him when they leave the house.

Relying on social networks

Across the care dyads, social connectedness was consist-
ently related to successfully navigating community
mobility. While in many ways social networks serve
the direct role of providing transport or companionship
for community mobility, the connections of these care
dyads also manifest themselves in terms of shared
solutions to mobility problems, emotional support to
cope with changing abilities, and figurative safety nets.
This theme bridges categorization as both a procedural
and a relational strategy.

Kumar views his and Alana’s lifelong commitment to
service and volunteerism as having connected them with
circles of care that will persist throughout their lifetime. He
was adamant that he does not see them relying on public
transport or other options offered through local human
service agencies, but rather sees a future of neighbours and
friends from their faith community creating a safety net of
support around them that will include transport. He
expresses this not as a rejection of the other options, but
with assurance that the care they have given others will be
returned to them in kind. He repeatedly stated:

We don’t worry, we just don’t worry. We will get to
church, and the senior centre. There will always be a way
as long as there are friends.

Susan and Polly have for many years been part of a
network of friends who support one another not only
emotionally but also in practical ways. When they travel
to their summer home, they typically time their travel to
coincide with that of another friend who has a summer
home in the same location, to ensure safety on the road
trip. Once they all arrive, they establish a schedule for
shared responsibilities such as dog care, being on call for
Polly if Susan is travelling, or sharing transport to and
from the grocery or post office. Susan jokes that their
friends in the area compete to shop with Polly, because
she can get through the store quickly in her power

scooter, and carry items to the car for them in the basket
on the front.

Lena relies not only on friends for emotional support,
but also on caregiver support groups sponsored through
the local ageing services department. She has benefited
particularly from the latter connection in terms of practical
advice for problems she has encountered in travelling with
Stephan outside their home. A few months prior to our
interview, Lena and Stephan flew across the United States
to attend her sister’s wedding. She recounted that she was
initially afraid of the trip, as Stephan’s condition had
declined significantly since their last plane trip. When she
described her planning process to ensure success with the
flight, she noted the importance of the advice she received
from her caregiver support group:

Well, many things I thought through, but . . . somebody
there suggested calling the airport ahead, and the airlines
gave us great privileges! They put us in the front of lines
and always checked on us. And someone else in that
support group told us about the nametag thing. When I
had to step away or go to the bathroom, I put a nametag
around Stephan’s neck that said, ‘My name is Stephan.
Please be patient with me. I have dementia. My wife is
Lena and her phone number is . . . .’

When asked if she worried about the response of the
outside world to Stephan’s condition, or about his safety
in situations such as the airport, Lena stated that they
have experienced consistent kindness from strangers, and
although she is aware of and plans for potential problems,
she has not experienced risks to their personal safety while
travelling. She relates, in fact, that she believes their
interactions with strangers allow her and Stephan to share
important knowledge about dementia with the world,
which situates him once again in a teaching role.

Discussion

In her research linking older adults’ identity and social
engagement with community mobility, Gardner [42]
concludes that moving about outside one’s home is by
nature a social act in a social space and therefore requires
that those of us interested in it ‘pay attention to, explore,
identify and seek to fully understand the social factors
implicated in community mobility’ (42, p 1256). The
current study of care partner dyads enacting community
mobility reinforces this mandate by revealing that social
factors are as important as procedural considerations in
shaping why, where, and how care partners maintain
community mobility even in the context of declining
functional abilities. In addition, this research situates a
social-relational unit, the care dyad, as opposed to an
individual, as the subject of interest, an approach that
has implications for both research and clinical practice.
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Specific to research in occupational therapy and
occupational science, these findings point to the value
of a transactional perspective,[43] moving beyond an
individualistic view that situates a single person and his/
her capacity to act in relationship to the mobility
environment, towards a consideration of occupations
such as community mobility as situations in which
temporal/historical aspects, multi-faceted contextual fac-
tors, and varied meanings both influence and emerge
from what is occurring. This viewpoint offers a different
dimension from previous considerations of community
mobility, particularly in occupational therapy research.

An emphasis on driving and attention to individual
driver behaviours or abilities were mentioned in the
introduction as key research topics in occupational
therapy. Research on return to driving post-stroke,[7] for
example, and studies of planning for driving cessation
[10] represent examples of important findings about
individual drivers relative to potential changes in driving
status, but do not provide insights into the socio-
temporal, historical, and social contexts of these drivers’
actions. In acknowledgement of this, Frith et al. [7] note
that a major limitation in the available evidence for their
systematic review on post-stroke driving was a scarcity of
information concerning the interactions with significant
others who provide education and support regarding safe
return to driving. The importance placed on both core
and peripheral relationships in the current study indi-
cates that there is more to be understood by including
these considerations in community mobility research.

Several studies of community mobility conducted in
both Nordic and North American countries examine the
relationship between the capacities or behaviours of
individual older adults and the natural and built
environments,[3,8,9] seeking to understand effects of
the person–environment fit on loneliness and quality of
life. These studies advance community mobility research
by revealing that a decline in performance and the
resulting consequences are not solely attributable to the
individual, but also to characteristics of the physical
environment. The human actors in these studies, how-
ever, are still represented from an individual perspective.
The current research points to an alternative consider-
ation of human actors as social-relational units and
reveals that not only can what might appear as incapacity
or performance dysfunction from an individual perspec-
tive be mediated by social, temporal, and historical
factors, but that these factors may also serve as the
impetus for performance.

Occupational therapy practitioners may also benefit
from the current research in several ways. First, even
though clinicians are encouraged by experts in the field to
consider a broad concept of community mobility,[44] the

scope and complexity of moving outside the home
addressed by these care partners extends far beyond the
typical clinical emphasis on individual abilities to drive,
walk, or perform transfers, warranting an expansion of
clinical reasoning [45] surrounding this instrumental
activity of daily living. Second, the case studies serve as a
reminder not to assume that people with significantly
disabling conditions will not be mobile in life-spaces
beyond their homes, suggesting that occupational therap-
ists consider the needs and resources related to commu-
nity mobility in intervention planning. Finally, the strong
emphasis on relationships both within and beyond the
care partnerships speaks to the need to include care
partners in the therapeutic process in an embodied way as
opposed to focusing solely on the capacities of the
individual older adult with functional limitations.

Methodological considerations

Ethnographic case studies represent a method that by
design limits the number of participants. The strength of
ethnographic case studies, however, is a multi-layered
analysis of a defined phenomenon that has the potential
to reveal new insights either representative of, or
standing in exception to, a broader group.[31] The
themes that emerged in this study of supporting
continued participation in community mobility through
relational as well as procedural strategies warrant further
exploration with other care dyads and speak to the
potential for ethnographic case studies to reveal new
insights into these unexpected results.[31,35,37] The
collaboration of three authors, and in particular the more
neutral stance of the second and third authors to the
data, strengthened the process of analysis by offering
different perspectives on interpretation.
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Abstract: 

Background: Although numerous studies have examined provider -caregiver interactions and 

their influence on care outcomes, few represent the perspective of the provider or specifically 

consider occupational therapy practitioners. 

Objective: To explore the perspectives of occupational therapists regarding interactions with 

older adult caregivers in geriatric practice settings. 

Methodology: The study was conducted using a constructivist grounded theory approach based 

on data obtained from repeated focus group sessions and subsequent individual reflections. 

Results: Occupational therapists interact with older adult caregivers in ways that reflect 

negotiations about who holds expertise and whose priorities are most relevant in care situations. 

These interactions are influenced by healthcare contexts that foreground the needs of the care 

recipient. 

Conclusion: A deeper understanding of caregiving as an occupation via a transactional 

perspective may serve to illuminate complex care situations and minimize challenges in 

therapist-caregiver interactions. 
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Caregiving by and for older adults is the subject of increased attention across healthcare 

and social service domains, particularly in countries like the United States (US) where an aging 

demographic prompts concern about the number of available caregivers relative to recipient 

needs, as well as the nature and impact of caregiving tasks (Riffin, Van Ness, Wolff & Fried, 

2017; Roth, Fredman & Haley, 2015; Talley & Crews, 2007). Providing assistance with 

activities of daily living (ADL) is a common characteristic of caregiving, but informal older 

adult caregivers also report significant time spent managing healthcare-related tasks (National 

Alliance for Caregiving & AARP Public Policy Institute, 2015; Shahly et al., 2013), which 

points to frequent interactions with health care providers (HCP). The nature of these interactions 

is the subject of numerous studies, including those focused on how to best engage the caregiver 

in order to meet the goals of patient care (Carman et al., 2013; McCormack & Skatvedt, 2007) as 

well as how to optimize communication between HCP and informal caregivers (Bélanger, 

Bourbonnais, Bernier & Benoit, 2017; Bolt, Pasman, Willems & Onwuteaka-Philipsen, 2016; 

Newnham, Barker, Ritchie, Hitchcock, Gibbs & Holton, 2017). Despite interest across health-

related disciplines and research in the topic of caregiver-HCP interactions, however, Creasy, 

Lutz, Young, Ford & Martz (2013) suggest that the perceptions of healthcare providers relative 

to caregiver interactions are underrepresented in the literature. In addition, the bulk of research in 

this domain has addressed caregiver perspectives on interactions with physicians or direct care 

professionals within a specific healthcare context. This study further contributes to understanding 

caregiver-HCP interactions by exploring perceptions of occupational therapists employed across 

geriatric care settings. 

The aim of this study was to explore the perspectives of occupational therapy 

practitioners (OTs) who routinely encounter older adult caregivers, in order to develop a 
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grounded theory of what occurs in these interactions. OTs inhabit complex spaces relative to 

caregiver interactions. On the one hand, as part of the health care team, OTs share responsibility 

for improved care outcomes (Kossaify, Hleihel & Lahoud, 2017), which may include a press to 

engage and train informal caregivers in management of health-related tasks provided for the 

patient, the individual centered in the medical model.  On the other hand, increasing concerns 

about caregivers’ health and wellbeing have intensified appeals for attention to the caregiver as 

an additional service recipient in occupational therapy interventions (Smallfield, 2017, Coutinho, 

Hersch & Davidson, 2006). Understanding how occupational therapists negotiate and describe 

these complex interactions with older adult caregivers is the focus of this study. Informal older 

adult caregivers, defined here as persons over the age of 65 serving in unpaid caring roles, were 

specified as subjects of interest in this research due to the longer-term relationships they typically 

have with their care recipients and HCP. 

Background 

 Caregiver-provider interaction is often addressed in healthcare literature from the 

standpoint of physician or team communication with a patient’s significant others during acute 

treatment situations (Isenberg et al, 2018; Locke, Stefano, Koster, Taylor & Greenspan, 2011) or 

care transitions (Rosenthal, Su-Ting, Li, Alvarez, Rehm & Okumura, 2017: Fuji, Abbott & 

Norris, 2013). In this case, allied health team members as well as nursing staff may be included 

in the definition of  “provider”, but are rarely specifically identified. Within nursing literature, a 

broader emphasis on nurse-family relationships is evident (Coughlin, 2013; Das & Eng, 2011) as 

are comparisons of the experiences and definition of caring from the perspective of both family 

caregivers and nurses (Kusmaul & Bunting, 2017, Marcuccilli, 2012). In speech-language 

pathology journals, communication between providers, patients and family members is addressed 
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from the standpoint of differing perspectives (Burns, Baylor, Dudgeon, Starks & Yorkston, 

2015) and the relationship of compromised communication to adverse health outcomes (Burns, 

Bayor, Morris, McNalley & Yorkston, 2012; Hemsley & Balandin, 2004). These examples of 

research from related professions focused on provider-caregiver encounters show an interest in 

understanding multiple perspectives on interactions that affect healthcare outcomes, but the 

analyses rarely include reflections from the providers regarding their interactions with informal 

caregivers.  

Within occupational therapy, despite the presence of a substantial body of literature 

devoted to the concept of therapeutic relationships, there are few studies addressing the nature of 

interactions between occupational therapists and caregivers, particularly in regards to adults and 

older adults. Searching with CINAHL and PubMed, we found only three examples in OT 

publications in the US over the last two and a half decades that had this focus. In 1995, Clark, 

Corcoran and Gitlin published a qualitative descriptive study of the approaches used by two OTs 

working with family caregivers. These authors identified four categories describing the types of 

interaction used by OTs to develop relationships (1995, p. 589) and suggested how these 

interactions relate to caregiver involvement in the therapeutic process. Brown, Humphry & 

Taylor (1997) surveyed practitioners regarding their interactions with family members of clients 

with chronic disabilities, and from the responses developed a hierarchy representing varying 

levels of family-therapist collaboration that was proposed as a model for student education. Klein 

and Liu (2010) asked occupational therapists to describe their interactions with family members 

of older clients in order to suggest strategies for optimizing family-therapist relationships. One 

additional study by Martinez & Leland (2015), although focused on language-related barriers to 

patient-centered care, warrants inclusion for their emphasis on examining patient-provider-
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caregiver triad interactions. These few studies addressed interaction between OTs and caregivers 

as either building blocks of ongoing relationships, or tools to engage caregivers in a collaborative 

therapeutic process.  

While it may be argued that human interactions either represent or constitute the broader 

construct of human relationships, we view interaction as a phenomenon distinct from 

relationship and in this study are focused on the former. In this exploration of OTs’ perspectives 

on interactions with older adult caregivers, we focus on reciprocal action between the two parties 

without assuming or excluding the possibility of an ongoing relationship. 

Methods 

The current study was based in a constructivist grounded theory perspective (Charmaz, 

2014) and conducted using a repetitive focus group method complemented by other means of 

data generation that emerged throughout the process. This multi-layered and temporally 

distributed process is in keeping with Charmaz’s concepts of generating rich data though a 

diversity of sources (2014, pp. 22-26) and using a constant comparative approach to move 

simultaneously between initial data, early analysis and subsequent data in order to construct 

theory relevant to the aim of the research (2014, p. 132). Focus groups were chosen as the initial 

and primary method of data generation due to the benefits they offer in terms of generating a 

large amount of data in a relatively short period of time, gaining perspectives from multiple 

participants simultaneously, and exploring complex constructs (Krueger & Casey, 2009). The 

analytic process served to inform later methods of data generation, which were employed in 

order to strengthen the researchers’ co-construction of theoretical concepts. The study was 

approved by the Institutional Review Board of [removed for blinded review] #17-1734. 
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Participants 

Eligibility criteria for participation in this research were: a) 2 or more years of experience 

as a clinician working with older adult clients in any type of practice setting b) frequent 

interaction with older adult caregivers and c) availability for both focus group meetings. 

Practitioners who had regular contact with the primary investigator as part of their work routine 

were excluded from eligibility. Participants did not receive any monetary or other material 

compensation for their participation, but were provided meals prior to each meeting, and a letter 

of participation as documentation of continuing education credits toward licensure renewal. 

The first author recruited study participants through the use of an electronic listserv 

maintained by volunteer coordinators for OTs employed in practice settings serving older adults. 

The listserv manager vetted the initial recruitment email and distributed it to the practitioners 

along with a link to a survey site where potential participants could opt in to the study after 

reading additional information about eligibility criteria and time commitment. Response to the 

survey link also served as consent to participate in the study. The target goal was to recruit 

enough participants for two focus groups of 5-7 members each, and recruitment was stopped 

once this goal was reached. Fourteen potential participants were initially identified through this 

process; eleven OTs (7 occupational therapists and 4 occupational therapy assistants) eventually 

took part in the focus groups. Of the remaining consented participants, one was unable to commit 

to any of the dates set aside for the focus groups and two lived too far away to participate in 

groups, but were recruited into the study later as individual respondents.  

Data Generation 

The initial data were generated through two sets of focus groups conducted on two 

consecutive days with different groups of participants; these data were supplemented by notes 
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hand-written during the groups by the third author, and reflective memos recorded by the first 

author following the groups. The first focus group meeting in each set of two was structured 

using open-ended questions about interactions with older caregivers developed by the first author 

and refined in consultation with the author group. In the second focus group meeting, two 

additional artifacts were used to stimulate participant responses: concepts from OT practice 

models, and a poem written from the perspective of older adult caregivers (Womack, Lilja & 

Isaksson, 2017).  The practice model concepts were discussed at both the beginning and end of 

the second focus group in order to prompt discussion among participants about the role of 

caregivers in depictions of OT therapeutic processes; the poem was introduced between these 

prompts in order to juxtapose professional and lay perspectives on caregiving experiences. The 

first and third authors held a succinct debriefing after the first focus group aimed primarily at 

refining topics planned for the subsequent gathering, and then engaged in more sustained 

debriefing following the second focus group, with an emphasis on comparing experiences of the 

group process and confirming interpretations about content of the meeting.  

Each focus group conversation was audio-recorded, downloaded onto a password-

protected storage device and deleted once transcribed. Following initial analysis of the focus 

group data, we solicited additional data in the form of reflections from separate individual 

respondents and e-mail follow-up with selected focus group members. The first author, in the 

process of transcribing the focus group sessions, de-identified the participants by assigning each 

of them a single-name pseudonym. Transcripts were then shared with co-authors through a 

password-protected online site, along with the de-identified written responses from the individual 

participants and the first author’s reflections. Subsequent analytic memos and other documents 

were also stored on this site, accessible only to the author group.  
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Data Analysis 

Employing an inductive reasoning approach inherent in constructivist grounded theory, 

all authors read transcripts of the focus groups to begin the process of open coding (Charmaz, 

2014). We identified passages or concepts that warranted further exploration, leading the first 

author to request additional input from two focus group participants as well as reflections on the 

initial codes from two individual respondents. These responses were then combined with the 

initial data and all documents were coded line-by-line using gerunds to detect and annotate 

action and sequence (2014, p. 121). The authors moved back and forth between raw data and 

codes in a process of constant comparison, eventually synthesizing the initial open codes into 

focused codes representing categories that held the most significance; an iterative process of 

checking data against the focused codes was conducted until theoretical categories were 

constructed. The first author used memo-writing techniques to define and relate categories, and 

the entire author team repeatedly read and discussed the coded documents and memos, 

continuing to refine the theory through revisiting related literature and returning to the data sets 

to saturate the emerging theory.  

Results 

OT-Caregiver Interactions: Negotiating Priorities and Expertise in Healthcare Contexts 

 We theorize from this research that interactions between OTs and older adult caregivers 

are characterized by negotiations around who establishes priorities for the therapeutic process, as 

well as who holds expertise in the care situation. These negotiations take place primarily in 

response to practice contexts that emphasize the biomedical needs of an individual care recipient 

but are dependent upon relationships with informal care providers. From the data, we constructed 

four categories of interaction between OTs and older caregivers to illustrate this theory. Each of 
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these interactions can occur with the same caregiver and in the same practice context but 

represent a range of negotiations described by occupational therapists in this study. See Figure 1 

for a visual representation of how the juxtaposition of holding expertise and driving priorities 

serves to shape the interactions between the OT and older caregiver.  

 

Trainer of the Paraprofessional  

 OTs frequently position caregivers as extenders of the healthcare system in their 

interactions, noting that as caregivers they have a responsibility to learn and continue the care 

being provided by professionals in clinical contexts. The OTs interact more authoritatively in 

these interactions than others they described; they approach the encounters confident of their 

expertise and with a sense of power. In these interactions, however, OTs struggle with 

conflicting notions of wielding a high level of influence while also wishing to be supportive of 
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the caregiver. Nevertheless, therapeutic interventions related to these types of interactions are 

based on expectations that the caregivers value what the OT values, learn and demonstrate 

proper techniques, and embrace a goal of independent functioning for their care recipients. The 

purpose of their interaction is to join forces to meet the goals of the healthcare system relative to 

the care recipient, as opposed to priorities identified by the two or more people in the care 

partnership. The caregiver’s goals are actually seen as separate and distinct from their care 

recipient in this paraprofessional positioning. Most descriptive of this separation is the notion 

expressed in one focus group that caregivers are living a “life interrupted”, waiting until the 

situation changes to resume what is important to them. Until then, their focus is necessarily on 

carrying out healthcare-related priorities to foster the recovery and independence of their care 

recipient, a goal assumed to be mutually valued. An inability to adequately foster this 

independence may result in the caregiver being seen as vulnerable by the OT. 

 Protector of the Vulnerable  

Specific to practice contexts in which OTs encounter older adult caregivers (as opposed 

to caregivers in general), OTs position themselves as protectors when interacting with caregivers 

whom they perceive as physically or emotionally frail and in need of additional time and 

attention to respond to contextual demands for supporting the care recipient. Positioning 

caregivers as vulnerable leads to OTs feeling valued and needed in the situation, which was 

generally described as satisfying, but also susceptible to irritation in terms of being the frequent 

sounding board for caregiver frustrations.  In these interactions, the OTs focus on being 

intentionally positive. They are solicitous in regards to what the caregiver is feeling, but 

prioritize safety and risk reduction in their therapeutic interventions with the care recipient in 

order to protect the caregiver and sustain the care situation, but in doing so maintain their 
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position as expert. This category was most closely associated with language used by the OTs 

with which they described older caregivers as “needy”, “dependent” and “fearful”. Specific 

references were made throughout the focus groups to the physical vulnerability of older adult 

caregivers, and to the notion that these caregivers would themselves benefit from intervention for 

their own debility, an idea summarily dismissed as not possible within the realm of the current 

healthcare delivery system. Within these types of interactions there appeared to be a threshold 

beyond which the caregiver was vulnerable; before reaching that threshold, the caregiver may be 

perceived as simply needing support from a friend, which moves the OT into a different realm of 

interaction. 

  Friend of the Family  

 The OTs frequently asserted what they perceived as distinctive elements of their 

professional identity that focus on therapeutic relationships, prompting them at times to assume a 

position as a family friend in interactions with older caregivers. OTs perceive that caregivers in 

this familial position readily embrace them, particularly if they can personally relate to 

caregiving experiences. In positioning caregivers as family and themselves as affiliated with that 

family, they express a relational understanding of the concept of caregiving, acknowledging that 

the emotions and connections extend beyond the clinical context and the temporal experience of 

illness or disability. In this sense, they grant expertise to the caregiver as “knowing best” about 

their own situation. The OT in this position feels wanted, and at times even special, when singled 

out to be the confidante of the caregiver regarding the situation of the care recipient.  Distress 

arises, however, when their empathetic stance comes into conflict with priorities of the 

healthcare system or specific practices of other HCP. Examples of this type of conflict include 

hearing from the caregiver that a specific recommendation is not valued, but feeling torn about 
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arguing against a colleague’s advice, or advocating for a request from the caregiver that is not 

supported by the healthcare team. Within these interactions, the OTs most often side with their 

HCP colleagues, and take on the role of convincing the caregiver, from their vantage point as 

friend, of the benefit of the priorities established by the healthcare system.  

  Ally of the Expert  

Positioning older caregivers as experts in regards to the overall care situation leads OTs 

to interact with them as allies and collaborators. In these interactions, the OT serves as a 

facilitator of outcomes that represent priorities of the caregiver, but are mutually respected by 

both parties. This position is empowering to both the caregiver and OT and engenders a sense of 

equality and partnership. These interactions were often referred to as “authentic” and “genuine” 

in the focus group conversations, reflecting minimized power differentials and support for the 

caregiver’s autonomy in decision-making, while the role of the OT is seen as consultative in 

nature. While these interactions are generally embraced as a desirable shift from the traditional 

healthcare paradigm, they are not without discomfort for OTs. Professional identity is viewed as 

vulnerable when positioning themselves as allies to expert caregivers, in that OTs fear they will 

not occupy a distinct role in the healthcare system if they act only to empower the ideas of the 

caregiver. They also do not perceive their professional education or current models of practice as 

preparing them for acting in the role of facilitator as opposed to that of a more authoritative 

interventionist. Finally, this position situates them farthest on the periphery of the biomedical 

model, a place with which they are not unfamiliar, but in which they expend much energy 

justifying their contributions to the healthcare team. This combination of factors leads to a 

reluctance to engage as an ally with an expert caregiver, although collaboration and mutual goal 

setting was often described as best practice in the focus group sessions.  
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Discussion 

The four theoretical categories above illustrate our overarching finding that OTs interact 

with older caregivers in ways that represent negotiations around situational expertise and 

establishment of priorities. These negotiations take place in healthcare contexts that primarily 

prioritize the needs of a single individual, the patient, and foreground the biomedical expertise 

held by the HCP in those contexts. Several overarching characteristics of the data led us to this 

conclusion: 1) OTs described interactions with caregivers in relation to therapeutic goals for the 

patient, 2) interactions with caregivers were cast as stressful when they were perceived to 

challenge authority 3) there was consistency across practice settings (home health, hospital, 

community and long-term care) in focusing on the goals of the healthcare system in interactions 

with caregivers. When the complex needs of the care situation come into conflict with, or 

demand broader considerations from HCP, the caregiver is positioned in ways that can be 

managed within the context. For occupational therapists, whose professional lens accentuates the 

importance of everyday living and seeks to view the intersection of person, context and action, 

this positioning is complicated.  

Assessment procedures, documentation and care planning in the OT therapeutic process 

focus primarily on the relative functional independence of the patient, while caregivers are cast 

as those who will continue this quest once the patient returns home or ceases to be involved in 

therapy. When caregivers are viewed as paraprofessionals critical to the goal of facilitating 

independence for their care recipients, OTs interact with them more authoritatively, either 

focusing on skills training, or viewing them as unable to carry out their designated mission and 

in need of personal intervention. However, when acknowledging the caregiver as most 

knowledgeable about everyday life in their care situation, the OTs relate in ways that respect this 
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expertise, but continue to struggle with which priorities to foreground, those of the care dyad or 

those of the healthcare system. A salient question arises from this struggle: how might these 

priorities be more aligned? 

The individualistic paradigm that drives OT-caregiver interactions in geriatric healthcare 

settings contributes to a dynamic in which the priorities of the care situation, inherently 

representative of needs and desires beyond that of the individual (Riekkola Carabante, Rutberg, 

Lilja & Isaksson, 2017), will inevitably conflict with priorities of the system. This biomedical 

approach is inarguably critical for addressing the health status of a care recipient. Where it falls 

short is in positioning caregiving as either a prescriptive remedy or rehabilitation tool within that 

paradigm, failing to recognize the breadth of the care relationship, as well as historical, economic 

and societal influences at play in the occupation of caregiving (see Gerlach, Teachman, 

Laliberte-Rudman, Aldrich & Huot, 2018).  Families facing health challenges that necessitate 

caregiving are often engaged in their own process of negotiating roles and repositioning 

priorities beyond what is taking place in the healthcare context (Schaber, Blair, Yost, Shaffer & 

Thurner, 2016) and relationships between older adult care partners in particular often have a long 

life course predating the adoption of the labels of caregiver and care recipient. Those labels 

occupy space, meaning and responsibility alongside others with greater depth and longevity, e.g. 

friend, spouse, child, parent. In fact, O’Connor (2007) notes that without external influence, 

family members typically view caring for one another as an extension of their relationships, only 

self-identifying as caregivers when that description is used by others.  

We contend here that human beings care for one another in ways that reflect on their 

shared histories and routines as well as their collective life experiences, and that these factors 

also influence the ways in which they respond to systems with which they voluntarily or 
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unintentionally engage. The systems themselves also represent care practices that are influenced 

by similar factors. Care giving and care receiving are not individualistic concepts, but rather 

constructs representative of relationships that have encountered a new situation, that situation 

being inclusive of multiple culturally-bound contexts, human actors and histories. Riekkola 

Carabante and colleagues (2017), in their study of spousal caregivers who use respite care, 

suggest that separately considering individuals who are experiencing change together as the 

capabilities of one become more limited, fails to acknowledge the complexity of the lives they 

have shared. These authors’ advocate centering the care situation, as opposed to the caregiver or 

care recipient, as the focus of occupational therapists’ attention. Doing so will require an 

expansion of the concept of caregiving as occupation, and the adoption of a different lens with 

which to view situational as opposed to individual characteristics of care practices.  

In seeking to understand occupation, Hocking urges moving beyond an exploration of 

individual capacities and performance to include considerations of temporality, meaning, cultural 

influences and more (2009, p. 145). If care situations represent the embodiment of the 

occupation of caregiving, a more advanced understanding of this occupation could lead to a 

transformation in OT-caregiver interactions. To acquire this understanding will necessitate 

exploring cultural norms such as gendered aspects of care, sociopolitical factors such as the legal 

definition of family relative to paid leave for providing care, and temporal attributes of 

caregiving, such as the relationship history of older adults who embody the situation. Hocking 

contends that such an exploration would serve to counter assumptions as well as advance 

understandings about both the nature of the occupation as well as the human beings enacting it.  

A transactional perspective on occupation (Dickie, Cutchin & Humphry, 2006) argues 

against interpretations of complex situations as divisible into components that highlight 
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individual experience as separate and distinct from context. Drawing on a Deweyan pragmatist 

philosophy, these authors describe a transactional perspective as one in which the continuity of 

person/context includes characteristics that extend beyond physical forms (2006 p.88) but are 

instead related to one another through time and space via social and cultural relationships. In the 

case of caregivers, a transactional perspective would compel us to understand that term not as 

indicative of an individual playing a certain role or possessing certain characteristics, but rather 

as a cultural label applied to a situation in which human beings are acting in accordance with 

historical relationships, social expectations, economic policies, environmental presses and 

cultural norms to maintain or transform the status quo. A transactional lens would point to 

considering caregiving situations as opposed to individuals labeled as caregivers.  

To be certain, many occupational therapy researchers have advocated for attention to the 

experiences, values and preferences of family caregivers (Su Lin Yong & Price, 2014; Chung, 

1997; Gitlin, Corcoran & Leinmiller-Eckhardt, 1995, Corcoran, 1992; Hasselkus, 1991), 

particularly in regards to the design of interventions that are tailored to specific care challenges 

(Gitlin, Winter, Dennis, Hodgson & Hauck, 2010; Corcoran, et al., 2002). The expertise of 

caregivers in recognizing changes in the functional status of care recipients has also been 

suggested as an under-utilized resource within therapeutic processes (Classen & Alvarez, 2016) 

and many scholars advocate for building therapeutic relationships with both clients and their 

significant others (Taylor, Sun Wook, Kielhofner & Ketkar 2009; Peloquin, 2005; Cole & 

McLean, 2003). The emphasis on interactions, relationships and well-constructed interventions 

speak, however, to human beings acting in relation to one another in specific moments in time. 

Those specific moments in time are co-constructed from experiences across broader realms of 

time and culture that also necessitate attention. Embracing an occupational understanding of 
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caregiving and viewing care situations from a transactional perspective will compel occupational 

therapists to recognize this complexity and interact accordingly. 

	  
Conclusion 

We conclude from our above analysis that situating caring within a person as opposed to 

understanding it as a complex occupation fails to realize the full potential for effective OT-

caregiver interactions. This leads to a negotiation of expertise and priorities influenced by 

prevailing healthcare contexts and the need of the OT to enact certain duties and responsibilities 

within them. We contend that a deeper understanding of caregiving, and more specifically, care 

situations, may alleviate the distress of attempting to determine if the embodied caregiver needs 

a protector, trainer, friend or ally, and simultaneously augment the ability of the OT or other 

HCP to address all human actors and environmental factors that constitute such situations. We 

believe this demands a radical reconceptualization of the therapeutic response to care situations 

and the people who embody them, but are encouraged that an emerging body of work points to 

the ultimate benefits from pursuing such a transformation.  
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Aims: To identify characteristics of caregiving situations involving older adults and consider 
factors that independently explain perceived support from healthcare professionals. 
 
Background: Support from health care professionals impacts caregiver efficacy. A national 
survey of adults providing care for other adults revealed that fewer than 50% report receiving 
support from healthcare professionals in the form of inquiry about their own needs or those of 
the care recipient. This study seeks to understand characteristics of the care situation associated 
with the likelihood of receiving supportive inquiries. 
 
Methods: This is a secondary analysis of the 2015 U.S. national caregiver survey by the 
National Alliance for Caregiving and AARP Public Policy Institute, focusing on caregivers ages 
65 and over. We employed descriptive and inferential statistics in order to determine frequencies 
and explanatory factors relative to support from healthcare professionals.  
 
Results:  A majority of older caregivers report not being asked by healthcare professionals what 
they needed in order to care for either their care recipients or themselves. Among the factors 
considered in this study that might be independently associated with supportive inquiries from 
healthcare professionals, only one, the living situation of the care recipient, showed significant 
odds.  
 
Conclusion: These results indicate a widespread yet ill-defined gap in support offered to older 
caregivers by healthcare professionals that could impact caregiver efficacy. 
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The growing demand for informal caregivers to care for other adults with increasingly 

complex medical and functional needs has led to heightened interest in how best to support them 

carrying out tasks for which they are frequently not fully prepared (Schulz & Cjaza, 2018; Given 

& Reinhard, 2017; National Study of Caregiving, n.d.). These unpaid caregivers, most often 

family or close friends, are at risk for negative health outcomes and/or decreased quality of life if 

the burden of care is greater than their capacity to meet the needs of their care recipient. Among 

the consistent factors cited as potential mediators of caregiving burden and negative health 

outcomes is support from healthcare professionals (HCP) (Schulz, Beach, Friedman, Martsolf, 

Rodakowski & James, 2017; Schulz & Tompkins, 2010). Definitions of support cover a broad 

range of concepts, from communication that is perceived as clear and respectful by the caregiver 

(Burns, Baylor, Dudgeon, Starks & Yorkston, 2015) to inclusion in decision-making processes 

(Luker, Murray, Lynch, Bernhardsson, Shannon & Burkhardt, 2017) to inquiries or action by the 

HCP that enhance caregiver wellbeing (Ross & Carroll, 2017; Feinberg & Levine, 2015).  

A United States (US) national survey of caregivers over the age of 18 who care for other 

adults conducted on behalf of the National Alliance for Caregiving and the AARP Public Policy 

Institute (NAC & AARP, 2015a) addressed support from healthcare professionals in several 

questions. Inclusion in decision-making about care, coordination of care, and inquiries from HCP 

about caregiver and care recipient needs were considered in the survey, as well as caregiver 

perceptions about the amount and types of training provided relevant to medical-nursing tasks 

that they were expected to carry out at home. The aims of the current study are to identify 

characteristics of caregiving situations involving older adults and consider variables that 

independently explain perceived support from healthcare professionals. For this study, specific 

caregiver demographics as well as care situation characteristics were considered in relationship 
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to two questions from that survey that queried whether or not a caregiver had ever been asked by 

a health care professional what he or she needed in order to care for their care recipient, and 

separately what he or she needed to care for self. Throughout this manuscript, these questions 

will be referred to as supportive inquiries.  

 

METHODS  
 
Sample and Data 
 
This study is a secondary data analysis of the Caregiving in the U.S. 2015 survey, which is a 

public use data set made available jointly by the National Alliance for Caregiving 

(www.caregiving.org) and AARP (www.aarp.org) (NAC & AARP, 2015a). The original survey 

was based on 7,660 initial online interviews conducted using GfK’s national probability-based 

online Knowledge Panel® in late 2014, from which a base study resulted in 1,248 full online 

interviews with adult caregivers of other adults. The base study included four samples, the 

largest of which was a randomly generated U.S. population sample of caregivers of adults, plus 

three targeted over-samples of African-American caregivers, Hispanic caregivers and Asian-

American caregivers, conducted to achieve certain response numbers in these groups. Those 

interviewees not included in the final base study did not meet the criteria for providing care to an 

adult, or did not complete the full interview.  

In addition to the base sample in the original survey, three subgroups were further over-

sampled in order to strengthen the analysis: 1) caregivers ages 65-74, 2) caregivers ages 75 and 

over and 3) Asian-American caregivers. The first two over-sampled groups were achieved 

through online recruitment; the latter group was specifically supplemented using a blended 

landline and cell phone random dialing procedure due to the relatively low numbers of Asian-
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American respondents in the online survey and first targeted sampling procedure (NAC & 

AARP, 2015a). Based on the combination of the base sample and the oversamples, there were 

482 total caregivers over the age of 65 (213 between the ages of 65 and 74; 269 over the age of 

75) who responded to the survey. These responses were then weighted using a single stage 

weighting procedure by age, sex and race/ethnicity to population estimates from the public use 

data file of the U.S. Census Bureau (NAC & AARP, 2015b). The sample of caregivers ages 65 

and over is the focus of this secondary analysis. 

 The data generated by the caregiving survey consisted of responses to a screening survey 

that served to establish the presence of a caregiver in the home, followed by a core questionnaire 

administered only to caregivers providing care to an adult. The full questionnaire contained 48 

core questions plus 25 potential sub-questions triggered by responses to the core inquiries and is 

available in the public domain as a download from www.caregiving.org. For the purpose of the 

current study, a quantitative design was chosen in order to consider frequencies of, and 

explanatory factors related to, support offered to older caregivers by healthcare professionals.  

Frequency analysis is a common descriptive practice with quantitative data; the choice of logistic 

regression to explore inference was based on the dichotomous nature of the outcome variable and 

the allowance for independent variables that are either continuous or categorical (Dawson & 

Trapp, 2004).   

Selected caregiver demographic data and characteristics of the care situation / care 

recipient were first analyzed according to response frequencies. These variables were then 

transformed using SPSS software (v. 25) into either binary or categorical response groupings for 

inclusion in the correlation and regression analyses. Correlational analyses were conducted to 

determine the presence of linear relationships in support of conducting the binary logistic 
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regression analyses. For the latter, caregiver and care recipient variables were considered in 

regards to two specific questions that addressed supportive inquiries from healthcare 

professionals in regards to needs of the caregiver and/or the care recipient. The questions appear 

in Table 1 as presented in the online survey. Although the text referenced indicates that three 

health professions – doctor, nurse and social worker – were specified, the coding document 

indicates that support from a “healthcare professional” is stated in the question (NAC & AARP, 

2015c; pp. 29-30). It is unclear if the question differed from what is presented in Table 1, or if 

the questions were abbreviated for coding into variables.  

 

Table 1: Questions regarding supportive inquiries from healthcare professionals.  
From: Caregiving in the U.S. 2015 – Appendix A: Full Questionnaires (NAC & AARP, 2015d) 
Survey 
Question # 

Question text Response options 

45e In your experience as a caregiver, have you ever… 
Had a doctor, nurse or social worker ask you about what you 
{need/needed} to help care for [insert previously identified 
care recipient label]? 

Yes = 1 
No=2 
Not sure = 3 

45f In your experience as a caregiver, have you ever… 
Had a doctor, nurse or social worker ask you about what you 
{need/needed} to take care of yourself? [underlined emphasis 
in the original] 

Yes = 1 
No=2 
Not sure = 3 

 

 

Variable Management 

 In order to calculate frequencies, the data were first selected specific to caregivers ages 

65 and older using selection coding provided by the original survey researchers (Codebook: 

Caregiving in the U.S. 2015 retrieved 11 November 2017 from www.caregiving.org). Caregiver 

demographics are represented by variables for race/ethnicity, gender, rural versus 

urban/suburban household location, level of education and household income. Characteristics of 
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care situations are represented by variables for age of the care recipient, relationship of the care 

recipient to the caregiver, living situation of the care recipient relative to the caregiver, the 

presence/absence of a care recipient memory impairment and the main health or functional 

impairment requiring caregiving. The frequency of responses to the two key questions 

representing supportive inquiries was calculated using SPSS (v. 25) descriptive analysis. In all 

cases, missing data represented a minimal percentage of responses well below the acceptable 

threshold of 5%.  

 To calculate correlations and two separate binary logistic regression analyses, the key 

questions shown above were situated as dependent variables and missing data excluded from the 

analysis. For the independent variables, caregiver demographics were transformed as follows: 1) 

for race/ethnicity, two choices, Asian and Other, were combined to create 4 as opposed to 5 

categories in order to optimize the number of respondents in each category for statistical analysis 

(categorical n > 25) while retaining diversity of responses; 2) the variable ‘Level of education – 

caregiver’ was transformed from 6 to 3 categories in order to create meaningful groupings. In 

this case of the caregiver education variable, all categories contained a sufficient number of 

respondents, but the original categories contained interval levels of education (e.g. “some 

college”) and were transformed to instead capture only three discrete levels of education: high 

school or less, college and/or technical school, and graduate school. Each new category captures 

a range within a given level of education from some involvement to completion of that level, 

without advancing into the next level; 3) income of the caregiver, originally a variable with 6 

response categories, was bundled into two categories: an annual household income of $50,000 or 

less and an annual household income greater than $50,000. This figure was set as the split point 

due to it’s position relative to the median household income in the United States (U.S. Census 
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Bureau, 2016) and its use in previous research conducted with a similar national caregiving 

survey (Li, 2015). 

 One variable related to a characteristic of the care situation was also transformed prior to 

inclusion in regression analyses. The variable representing the living location of the care 

recipient relative to the caregiver originally included 6 categories: five response options 

indicating increasingly greater geographic distance away from the caregiver and one “Don’t 

Know” response option. The variable was transformed into 3 response categories: 1=lives with 

caregiver, 2= lives within one hour from caregiver and 3= lives greater than one hour from 

caregiver. Since the frequency analysis showed no responses of “Don’t Know”, this category 

was completely eliminated. Missing data for this variable constituted only 0.8% (n=4) of the 

total responses; the complete response set was reduced accordingly as the missing data value was 

within limits for analysis. 

 In summary, the independent variables included in both regression analyses were 

caregiver gender, caregiver race/ethnicity, caregiver educational level, the living location of the 

care recipient relative to the caregiver, income of the caregiving household, age of the care 

recipient and presence of a care recipient memory impairment, transformed as described above 

when needed. For the two binary logistic regression analyses, categorical variables were 

identified and managed using SPSS (v.25) algorithms for this type of variable within the 

software; upon selecting Binary Logistic Regression and identifying variables as categorical, the 

software manages the definition of each of these variables.  A reference point for each 

categorical variable was set as the first response code in the series; these reference points are 

noted in Tables 5 and 6.  
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RESULTS 
 

Data identifying selected demographics of the sub-sample of caregivers ages 65 and over 

are represented by a descriptive analysis of frequency of responses in Table 2. The vast majority 

of caregiver respondents in this sample is White and lives in locations that are either urban/non-

rural. Race/ethnicity was categorized in the initial survey report as shown in Table 2, but 

represents a variable created from responses to several questions that first queried regarding 

Hispanic ethnicity and then asked about racial identity. The resulting percentages differ slightly 

from overall population estimates in the United States, in that the population identifying as 

White alone, meaning without Hispanic or Latino ethnicity, is currently estimated at 61.3%. It is 

assumed that a larger percentage of respondents are categorized as White in this survey data due 

to overlapping categories in the survey questionnaire.  

Nearly two-thirds of the sample are female, a figure congruent with other population 

estimates that profile caregivers in the U.S. (National Research Council, 2010). Although the 

percentage of male caregivers is rising, particularly among those caring for older adults, women 

still account for the preponderance of care providers. A slight majority of the older caregivers in 

the NAC & AARP survey had not completed education beyond high school but nearly the same 

percentage reported a household income of $50,000 or higher, approximating the median annual 

U.S. household income of $57,000 (U.S. Census Bureau, 2016). The educational levels of the 

older caregivers in this survey differ slightly from those of the older U.S. population as whole; 

while the rate of those who have completed high school or more is essentially equivalent, the 

percentage of those who have obtained a bachelor’s degree or beyond is slightly greater in this 

survey sample than in the 2015 U.S. population aged 65+, which is reported to be 26.7% (U.S. 

Census Bureau, 2015).  
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In summary, the demographics of caregivers ages 65+ in the survey data which forms the 

basis for the secondary analysis closely mirror the overall population of adults ages 65 and over 

in the United States as of 2015 and are also congruent with previously published reports of 

caregiver profiles. There are no glaring differences that warrant approaching the data with 

concern about their representation of a typical older caregiver profile. 

Table 2: Demographics of Caregivers ages 65+ (N=482)* 
* Terminology is consistent with that used in the 2015 Caregiving in the U.S. Study (NAC & AARP) 
 
Variables           Frequency (n) Percent in sample 
 
Race/ethnicity 

White      365   75.7  
Black        44     9.2 
Asian        22     4.6 
Other          5      1.1 
Hispanic       45      9.4 
 

Gender 
 Female      307     63.8 

Male             175     36.2 
     
Geographic Location 
 Urban /non-rural     387     80.3 

Rural         95        19.7   
 
Level of Education 
 Less than high school          26        5.4 
 High school grad / GED    146      30.3 
 Some college      100      20.7 
 Technical school        36        7.4 
 College grad         74      15.3 
 Graduate school / Graduate work    100      20.8 
 
Annual Household Income 
 Under $15,000              30         6.3 
 $15,000 to $29,999         69       14.1 
 $30,000 to $49,999       117       24.3 
 $50,000 to $74,999       106       22.0 
 $75,000 to $ 99,999         73             15.1  
 $100,00 or more         86       17.9 
 (Missing data)                    1         0.2 
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Characteristics of the caregiving situations in which these older caregivers are involved, 

including some frequencies specific to care recipients, are depicted in Table 3. As shown in this 

table, care recipients of caregivers over the age of 65 are themselves typically aged 50 or older. 

Older caregivers are also more often caring for spouses or parents, but the percentage of those 

caring for a friend or neighbor is close to that of parental caregivers. Very few report caring for a 

non-relative who is not a friend or neighbor. 

Fewer than half of older caregivers report their care recipients living in the same 

household but the combination of cohabitating care dyads with those in which care recipients 

live within an hour of the caregiver represents a large majority of the sample. Only 34 total 

caregivers reported care recipients that live farther than an hour away. A distinct survey question 

was posed to caregivers regarding their care recipient’s memory, and the majority denied the 

presence of a memory impairment, which appears generally congruent with the frequencies 

shown for the main health or functional conditions that necessitate caregiving. Caregiving needs 

related to mobility and orthopedic issues, cancer and undefined issues of old age outnumber 

those typically related to memory dysfunction (Alzheimer’s or other dementia, stroke/brain 

injury, heart disease and mental/behavioral health issues) roughly 3 to 1. It is interesting to note 

the percentage that reported the necessity for caregiving arising out of Old Age /Aging; there 

was no specific definition provided for this category among the list of 38 separate items in the 

survey from which caregivers chose the primary problem requiring care.  
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Table 3: Characteristics of Care Recipients & Situations of Caregivers ages 65+ (N=482)* 
*Terminology is consistent with that used in the 2015 Caregiving in the U.S. Study (NAC & 
AARP) 
 
Variables           Frequency (n) Percent in sample 
Age of Care Recipient 
 18-49         38     7.9 
 50 or older      444   92.1 
Relationship of Recipient to Caregiver 

Spouse or Partner     152   32.0 
Parent             96   19.9 

 Friend or Neighbor        89   18.3 
 Adult Child               40     8.3 

In-laws (Parent, grandparent or sibling)     36     7.4 
 Other Relative         21     6.8   

Sibling          27     5.6 
Other non-relative         7     1.5 

Living situation relative to caregiver 
 Lives in caregiver household    215   44.5 
 Lives within 20 minutes of caregiver   168   34.8 
 Lives > 20 and < 60 minutes from caregiver     62   12.9 
 Lives 1-2 hours away from caregiver           9     1.8 
 Lives > 2 hours away from caregiver      25     5.2 
 (Missing data)              4     0.8 
Care Recipient has Memory Problem 
 Yes       150    31.1 
 No       332    68.9 
Main problem requiring caregiving 
 Alzheimer’s or other dementia     58    12.1 
 Arthritis/Orthopedic Issues      39      8.1 
 Cancer         38      7.9 

Developmental Disabilities         7               1.5 
Heart Disease / Hypertension        28      5.9 
Lung Disease / COPD         18      3.7 
Mental/behavioral health issues      23      4.8 

 Mobility Issues / Falls         48    10.0 
Neurological (Brain Injury, Parkinson’s, Stroke)    43      8.7 

 Old age / Aging         79    16.4 
Sensory Dysfunction (Vision, Hearing)    11      2.2 
Surgery / wound care         38      7.8 

 Other (includes diabetes)        36      7.5 
 Don’t Know        10      2.1 
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The final frequency calculations (see Table 4) explored the responses of the caregiver to 

the two key questions (refer to Table 1) that represent supportive inquiries. The syntax of these 

questions shown here is consistent with that reported in the codebook for external researchers 

(NAC & AARP, 2015c) that outlined the response codes. Relative to the first question about 

supportive inquiry, more than two-thirds of caregivers ages 65 and over report that they have 

NOT ever been asked by a healthcare professional what they needed in order to care for their 

care recipient. That percentage is even greater when caregivers responded to the question about a 

supportive inquiry relative to their own self-care; a large majority reports that they have NOT 

ever been asked by a healthcare professional what they need in order to take care of self.  The 

frequency of these negative responses led us to the current study in order to question what 

characteristics of either the caregiver or the care situation might predict a positive response 

regarding supportive inquiry from healthcare professionals. 

 

_____________________________________________________________________________ 
TABLE 4: Caregivers 65+: Responses to Key Questions: 
 
Supportive Inquiry Question 1: In your experience as a caregiver, have you ever had a 
healthcare professional ask you about what you need to take care of your [care recipient]? 
Caregiver Response   Frequency   %    

Yes    149    30.9    
No    330    68.6 
Missing        3      0.5 

TOTAL: 482 
 
Supportive Inquiry Question 2: In your experience as a caregiver, have you ever had a 
healthcare professional ask what you need to take care of yourself? 
Caregiver Response   Frequency   %    

Yes       79    16.5    
No     399    82.8 
Missing        4      0.8 

TOTAL: 482 
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Tables 5 and 6 show the results of the binary logistic regression calculations. Each 

regression analysis was related to a single question about supportive inquiry, and each contained 

the same independent variables. Each regression was calculated toward predicting the positive, 

or YES response to the question about supportive inquiry through a process of transforming the 

variable so that No=0 and YES=1. 

 

Table 5: Binary logistic regression #1 (n of dependent variable=478; missing data n=4) 
 Predictors of supportive inquiry from HCP regarding what caregiver needs for care recipient 
 
Independent variable    B   Sig  
 Exp (B) 
Caregiver gender     .248   .264   1.282 
 
Care recipient memory problem   .065   .781   1.067 
 
Caregiver race / ethnicity  
 Reference category: White     .651 
 Black      -.287   .448     .751 
 Asian/other     -.701   .206     .496 
 Hispanic     -.391   .524     .677 
 
Caregiver education level 
 Reference category: High school or less   .810 
 College or technical school  -.120   .709      .887 
 Graduate school/graduate work   .043   .878    1.044 
 
Where care recipient lives  
 Reference category: In caregiver home   .000** 
 1 hour or less away     .064   .876   1.066 
 More than 1 hour away   -.989   .021*     .372 
 
Income more or less than $50,000  -.077   .741     .926 
 
Care recipient age     .638   .154   1.893 
 
** p< .01, * p< .05 
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In Table 5, the only two factors entered as independent variables that showed significant 

odds of the healthcare professional inquiring about needed support are the situations in which the 

care recipient either lives in the home of the caregiver or lives more than an hour away. No other 

variables predicted whether or not the healthcare professional would inquire about what the 

caregiver needs to care for his or her recipient. Furthermore, the odds ratios for living situation 

indicate that for caregivers whose care recipients live more than an hour away, the odds of being 

asked by an HCP what they need to care for the recipient are 62.8% lower than for those who 

cohabitate with their care recipient (Exp(B) = 37.2). 

 

Table 6: Binary logistic regression #2 (n of dependent variable=478; missing data n=4) 
 Predictors of supportive inquiry from HCP regarding what caregiver needs to care for self 
 
Independent variable   B   Sig           Exp (B) 
Caregiver gender    -.187   .467    .830 
 
Care recipient memory problem  -.439   .094    .645 
 
Caregiver race / ethnicity       
 Reference Category: White     .760    
 Black      .325   .525   1.384 
 Asian/other    -.138   .844      .872 
 Hispanic      .248   .742    1.282 
 
Caregiver education level       
 Reference Category: High school or less   .314     
 College or technical school  -.463   .205    .630 
 Graduate school/graduate work -.459   .147    .632 
  
Where care recipient lives  
 Reference Category: In caregiver home   .011**     
 1 hour or less away    -.339   .457    .712  
 More than 1 hour away              -1.051   .027*    .349  
 
Income more or less than $50,000    .448   .103   1.565  
 
Care recipient age      .271   .595   1.311 
 
** p< .01, * p< .05 
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Again in Table 6, the explanatory factors for a healthcare professional offering a 

supportive inquiry regarding what the caregiver needs in order to care for him-or-herself have to 

do with the care recipient’s living situation relative to the caregiver. The values are close to the 

same range as in the previous analysis; situations in which the care recipient lives with the 

caregiver significantly predict supportive inquiry from the healthcare professional at nearly a 

p<.01 level, and situations in which the care recipient lives more than an hour from the caregiver 

have 64.1% fewer odds (Exp(B) = 34.9) of a positive response to receiving a supportive inquiry 

from the HCP relative to those who cohabitate ( p<.05 level). Given that these two factors related 

to the living situation of the care recipient relative to the caregiver show significance in both 

regression analyses, the impact of living situation on caregiving, and the perceptions of HCP 

about the implications of the living situation warrant further exploration. 

 

DISCUSSION 

What is first evident in the analysis of survey data from older caregivers relative to 

supportive inquiries from health care professionals is how few report ever being asked what they 

need to care for their care recipient or themselves. The frequencies of positive responses to both 

questions are startlingly low, leading us to wonder what circumstances might prompt a HCP to 

ask these seemingly important questions. However, the odds of being offered supportive 

inquiries from healthcare professionals based on specific characteristics of the care situation are 

also quite inconsequential among the variables analyzed in this study. That no factors other than 

living situation proved predictive is unexpected; given the characteristics of the care situations 

evident in the frequency analyses, some strength of relationship between caregiving and 

supportive inquiries from healthcare professionals was anticipated.  
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Although living situation significantly predicts supportive inquiries expressed in regards 

to the caregiver’s needs relative to the care recipient as well as self, it is the second significant 

figure in each binary logistic regression analysis that is more noteworthy. The odds of a positive 

response to the key questions are much lower for caregiving situations in which the care 

recipient lives more than an hour away from the caregiver as compared to care dyads who 

cohabitate.  The two situations represent two ends of a spectrum: having the care recipient living 

in the home so that fulltime caregiving is likely versus having the care recipient far enough away 

that responses to changing needs are more challenging, but are both situations that warrant 

support. They also bookend a third category, care situations in which the care recipient lives 

within an hour away from the caregiver, which did not show significant odds for a positive 

response relative to supportive inquiries from HCP. What is known about caregiving living 

arrangements that might illuminate these findings? 

Caregiving within a single home setting is most often described as a situation in which 

familial caregivers are managing the needs of a spouse or close relative, and likely also 

negotiating a balance of tasks with professional care providers who may come in and out of the 

home (Zarit & Reamy, 2013). Long-distance caregivers (LDC) are also characterized as having 

the role of coordinating care, but this tends to be less about negotiating in-home tasks and more 

focused on ensuring the availability of and access to support services (Cagle & Munn, 2012). 

The stressors related to caregiving in each type of living situation appear roughly equivalent in 

terms of reported intensity (Thompsell & Lovestone, 2002) but differ slightly in nature, with 

cohabitating caregivers reporting concerns about the need for respite from their caregiving tasks, 

while LDC report worries about the perceived inadequacy of their care contributions and their 

relative inability to respond quickly when care recipients’ needs increase (Cagle & Munn, 2012). 
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Living situation has also been shown to be a factor in regards to depressive symptoms reported 

by caregivers of different races (Siegler, Brummett, Williams, Haney & Dilworth-Anderson, 

2010). Although black caregivers had in earlier research reported fewer depressive symptoms 

relative to white caregivers, cohabitation with care recipients proved in this study to be 

associated with higher reports of depressive symptoms (2010, p. 776). That the living situation of 

the care recipient relative to their caregiver(s) prompts an increase in the odds of being offered 

support from the HCP may be related to complex assumptions about the caregiver’s capacities, 

relationship to the care recipient and the relative difficulty of caring for someone within versus 

outside the home. 

Cameron & Gignac (2008), in their framework for considering the support needs of 

caregivers of stroke survivors, suggest that even after acute changes in health conditions have 

stabilized, when care is being provided at home and care needs start to become more routinized 

(a period they term the adaptation phase), the informal caregiver may in fact need more and 

different types of support than in prior phases. Once caring for someone at home, whether that 

home is shared or at a distance from the caregiver, these authors describe a care phase that is 

marked by less frequent interactions with HCP, but increased demand on the caregiver to address 

social reintegration for themselves and their care recipients, as well as longer term care 

management balanced with other life roles (2008, p. 309). The implications are that what the 

caregiver needs, both for self and for the care recipient, is different than what was needed at the 

time of onset of an acute health crisis, but is no less crucial in terms of managing a long-term 

caregiving situation. Given that older adult caregivers report caring for a recipient on average 5.6 

years (NAC & AARP, 2015e), a long-term lens on caregiving needs is certainly warranted. 
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Increased attention to caregiver engagement in the healthcare process is evident across 

many domains of professional literature in the U.S. (Riffin, Van Ness, Wolff & Fried, 2017; 

Carman, et al., 2013; Fuji, Abbott & Norris, 2013) and yet this engagement appears to be 

focused on how the caregiver can support the desired outcomes of the healthcare system as 

opposed to how HCP can support the needs of the caregivers or care situations (Zarit & Reamy, 

2013). Both cohabitating and LDC groups report decreased communication with primary HCP as 

the care situation lengthens in time and becomes more focused on maintenance of the situation; 

this may not, however, match the perceived needs of the caregiver. There is mounting evidence 

to suggest that tailoring caregiver support would reduce the typical trial-and-error process used 

to determine assistance (Gaugler, Reese & Tanler, 2016) as well as serve to mitigate assumptions 

made by HCP about the needs of care situations (Rosenthal Gelman, Sokoloff, Graziani, Arias & 

Peralta, 2014). 

A recent commentary by Schulz and Cjaza (2018) highlights the need for greater and 

more customized support for family caregivers, and points to a major implication for the findings 

of the current study: if professionals are not asking what is needed in terms of support, then it is 

likely the case that connections are not being made from those professionals to appropriate 

support services and agencies. These services and agencies appear critical to long-term 

caregiving situations, and their absence may pose a threat to the well being of both caregivers 

and care recipients. They serve not only to pick up where primary healthcare services leave off, 

but also become the community and home-based partners of the familial caregiver. Primary 

HCP, whether physicians, social workers, occupational therapists or other allied health 

professionals who have direct contact with older adults entering caregiving roles are compelled 

to ask what is needed and also to have knowledge of resources that offer support and 
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collaboration as these roles are enacted in the home and community. In their summary of key 

recommendations from the National Science, Engineering and Medicine Committee relative to 

older caregivers, Schulz & Cjaza (2008) go so far as to advocate for payment reforms from the 

Centers for Medicare & Medicaid Services that would motivate professionals to better engage 

and support family caregivers. Although concerns regarding support for older adult caregivers 

are present across the world due to aging demographics of many countries, the idea of a payment 

incentive as part of the solution may be uniquely related to the U.S. healthcare context. 

 

STUDY LIMITATIONS AND VALIDITY 

While it is intriguing to consider the answers to questions about supportive inquiries from 

healthcare professionals, these two survey questions represent only a fraction of the factors 

related to HCP support of caregivers and thus the present study is limited in the scope of its 

consideration. As a secondary data analysis, this study is limited to the variables in the original 

survey, and we further limited the questions under consideration in order to address a specific 

realm of interest. The reader cannot draw broad-based conclusions about the support offered by 

healthcare professionals, but can gain some insight into the perceptions and experiences of the 

older caregiver respondents to the original survey by NAC & AARP.  

A second limitation of the study is that the variables in the regression analyses had to be 

modified both in order to group enough respondents together to potentially predict significance, 

as well as create meaningful categories for analysis. In modifying the variables there is always a 

chance of losing some characteristics of the original data, particularly in cases where over-

sampling was already necessary in order to achieve equity across groups. 
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Finally, the study is limited by a characteristic of the original survey in that the 

researchers neither fully specified a broad range of healthcare professionals, nor fully eliminated 

specific groups from serving as examples. Therefore, even though our conclusions infer the 

actions – or lack thereof – of healthcare professionals as a broad category, the analyses cannot 

justly be applied to professions that were not included in the survey examples. There remains 

something to be learned, however, from the majority percentages of older adult caregivers who 

answered NO to both of the supportive inquiry questions. Regardless of the healthcare 

professional being held to the standard, the questions are not being asked. 

CONCLUSION 
 

In their paper advocating for a public health framework for caregiving, Talley and Crews 

infer that determining the services and interventions most useful to caregivers is paramount to a 

future in which both human and fiscal resources involved in care situations face sustainability 

challenges (2007, p. 227). The initial content of both key questions being considered in this 

paper “Have you ever been asked […] what you need…” illustrates one way of considering 

caregiver priorities and thus warrants exploration. In revealing the very low frequencies of older 

caregivers who report being asked these questions, as well as finding that few characteristics of 

caregiving situations are predictive of supportive inquiries from HCP, we conclude that 

healthcare professionals cannot expect caregivers to fully participate in, nor serve as extensions 

of healthcare goals, without also considering what the caregiver needs both to carry out their role 

and to care for self. The almost alarming number of older adult caregivers reporting that this 

does not happen indicates a glaring deficiency in the quality of caregiver-professional 

communication that has the potential, when strengthened, to result in sustained caregiver 

resilience. 
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