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Abstract: The purpose of this research was to explore the lived experiences of caregivers 
who care for cognitively impaired loved ones. Although available research focuses on 
caregiver burden, the focus of this study was on understanding human behavior through 
the eyes of the caregivers. Five themes were identified: education barriers, coping, fear, 
emotional toll, and family role. Results indicated that being a close relative of the cog-
nitively impaired loved one helped and hindered respondents’ ability to provide care. 
Notably absent in the analysis were caregivers’ feelings of depression found in previous 
studies. The study underscored the nursing as caring theory.
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Background

Caregiver burden persists as a personal challenge 
for many caring for loved ones. Although there 
is a plethora of research on caregivers, much of it 
focuses on caregiver burden and providing sup-
port when taking care of clients with terminal 
illness. Limited to moderate evidence found in 
studies supports that younger caregivers of can-
cer clients and assistance with patient activities of 
daily living were associated with higher caregiver 
burden (Ge & Mordiffi, 2017). Also, identifiable 
risk factors for caregiver burden in the available 
literature have been found to include: female sex, 
low educational attainment, residence with the 

care recipient, high number of hours spent care-
giving, depression, social isolation, financial stress, 
and lack of choice in being a caregiver (Adelman 
et al., 2014).

Information specific to caregivers of clients with 
various cognitive impairments, such as dementia 
in the literature tended to evaluate the degree of 
psychological distress in family caregivers. For 
example, Abreu et al. (2018) found that approxi-
mately half of these caregivers have some degree 
of psychological distress. Some showed high 
scores themselves in the production of recurrent 
and multiple medical symptoms with no discern-
ible organic cause (somatization disorder). Others 
exhibited obsessive-compulsion, interpersonal 
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sensitivity, anxiety, and paranoid ideation. Abreu 
et al.’s (2018) study called for frameworks to pro-
vide palliative care to people who care for clients 
with advanced cognitive impairments in order 
to support them, to enhance the quality of care 
to these clients, and to reduce the distress on the 
caregiver.

Literature Review and Purpose of Study

What is less represented in the literature is research 
to explicate the meaning, structure, and essence of 
the lived experiences of the caregivers themselves 
by the caregivers. Much of this research focuses 
on caregivers for client’s with specific disorders 
such as physical or mental health disorders or 
end-of-life care. Of the phenomenological studies 
addressing mental health disorders, Alzheimer’s- 
or dementia-focused studies were most prevalent 
and tended to focus on developing sensitivity to 
caregivers or caregiver burdens (Champlin, 2020; 
Sindhu et al., 2015). Many other studies tended 
to focus on stress and coping, used stress, coping, 
or other types of rating scales to collect data and 
had large numbers of participants (Antony et al., 
2018). Conclusions regarding the caregiver experi-
ence also tended to be overwhelmingly negative 
in these studies. Some results produced themes 
such as life in hell, chain to the feet, and black shadow 
of stigma (Meshkinyazd et al., 2020). The focus 
tended to be on how to help health-care practi-
tioners better support and empathize with fam-
ily caregivers (Peacock et al., 2014). Therefore, the 
purpose of this study was to describe the lived 
experiences of caregivers for their loved ones who 
were experiencing any type of cognitive impair-
ment in order to better understand the essence of 
their experience. It was also to allow the caregivers 
themselves to frame this experience and then use 
their framework to proffer possible solutions.

Theoretical Frameworks

Interpretative phenomenological analysis (IPA) 
is a qualitative research approach which aims to 
offer insights into how a given person, in a given 
context, makes sense of a given phenomenon 
(Gill, 2014). IPA’s philosophical foundations are 
that things happen (phenomenology) and people 
understand these happenings in ways that make 
sense to them (hermeneutics—the Greek word for 
translate). This methodology is founded upon the 
work of Husserl and Heidegger which focuses on 
individual perceptions and awareness (Husserl) 
and their perpetual engagement with the world 

(Heidegger). These philosophies address the big-
ger questions such as what is the meaning of our 
existence (existentialism) and how do we make 
sense of the world in which we live (Larkin, 2013). 
IPA studies closely examine meaning making for 
the participant or participants. IPA data collection 
does not test a hypothesis or a particular theory, 
but rather creates a stance based on the themes that 
emerge and from analysis of those themes (Spiers 
& Smith, 2020). In addition, these themes often 
underscore the relevance of an existing theory. In 
this study, a clear emphasis emerged from the data 
analysis pointing to the relevance of Boykin and 
Schoenhofer (2001) nursing as caring theory.

Boykin and Schoenhofer (2001) viewed 
Paterson and Zderad (1988) existential phenom-
enological theory of humanistic nursing as the 
historical antecedent of their nursing as caring 
theory. It was the source for such germinal ideas 
as “the nursing situation as a shared lived expe-
rience in which the caring between [italics added] 
the caregiver, nurse or client occurred” (Boykin & 
Schoenhofer, 2001, p. 4). This historical antecedent 
also served as a substantive and structural bases 
for conceptualization of the nursing as caring 
theory. Boykin and Schoenhofer (2001) worked to 
conceptualize the focus of nursing as “nurturing 
persons living caring and growing in caring” (p. 2). 
Their theory broke away from the more traditional 
idea that caring was the result rather than the 
method (or intent) of the discipline of nursing. The 
fundamental assumptions of the theory of nurs-
ing as caring is that; all persons are caring, caring 
is lived by each person moment-to-moment and 
is an essential characteristic of being human, car-
ing is a process, and throughout life each person 
grows in the capacity to express caring. Knowing 
the individual person as one who is living caring 
and growing in caring is foundational to the theory 
(Boykin & Schoenhofer, 2001).

Method

Design

In keeping with IPA methodology, a small, purpo-
sive sampling of people who shared the experience 
of caring for a cognitively impaired loved one in 
the home were asked to share their personal under-
standing of this phenomena with the researchers. 
IPA methodology requires close examination of the 
data which is the detailed descriptions of the par-
ticipants’ experiences. It also requires more than 
just a perfunctory understanding of the language 
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being used to describe the experience or merely 
grouping of words or phrases into themes which 
focus on the phenomena. In IPA a deeper compre-
hension is found by beginning with a line by line 
reading, moving to textual data grouping then cre-
ating a brief summary statement and finally focus-
ing on a closer review of the data. Interpretation 
and analysis is then a bottom-up, inductive coding 
approach to the written data which allows partici-
pants to suggest the themes. For this reason partic-
ipants were asked to blog their responses to brief, 
open-ended questions about their experience.

Thematic analyses were then created, grouped, 
and refined. The refined themes underscored the 
relevance of Boykin and Schoenhofer (2001) nurs-
ing as caring theory by revealing connection with 
and adherence to the six Cs: commitment, confi-
dence, conscience, competence, compassion, and com-
portment that contribute to a language of caring 
(Roach, 2002). This language of caring is founda-
tionally expressed in many of the nursing as car-
ing theory’s assumptions which were also found 
to be supported by the data generated in this 
study. These assumptions are further discussed in 
the data analysis section and the six Cs are further 
examined in the discussion section.

Sample

Inclusion criteria for participants was 18 years 
or older obtained through purposive sampling. 
Purposive sampling (also known as judgment, 
selective, or subjective sampling) is a sampling tech-
nique in which the researcher relies on his or her 
own judgment when choosing members of popu-
lation to participate in the study. This method was 
enlisted by the researchers, who had experienced 
themselves or knew of other faculty, friends, family, 
and neighbors to who had also experienced caring 
for a cognitively impaired loved one in the home.

A survey link was then sent to potential partici-
pants that had either recently experienced or were 
experiencing caring for a cognitively impaired 
loved one. Participants were also solicited from 
Facebook and the website Nextdoor (2019). The 
Nextdoor website is devoted to neighborhood resi-
dents of Indiana (approximately 14,895 residents), 
Greensburg (approximately 15,889 residents), and 
Allegheny Counties (approximately 1.282 million 
residents) of southwestern Pennsylvania.

Ethical Considerations

Participation in this study was strictly voluntary. 
Potential participants were told the purpose of the 

study, eligibility requirements, how the study data 
would be used (only in combination with those of 
other participants), and invited to participate via a 
cover letter attached to the survey. By choosing to 
complete the survey, the participants verified their 
consent to participate in the study. Personal iden-
tifiable information was protected via the online 
survey tool used to collect the data. Participants 
could withdraw while taking the survey by clos-
ing the web browser. Data were held in strict con-
fidence. The researcher’s contact information was 
provided to all potential participants and a dis-
claimer stating that the institutional review board 
(IRB) approved the study: IRB Approval: Log No. 
19-240 was also provided to potential participants.

Instrumentation

A Qualtrics, web-based survey was developed by 
the researchers which focused on understanding 
human behavior through the eyes of the caregiv-
ers of cognitively impaired loved ones. The sur-
vey consisted of 19 questions. Items included four 
demographic and two Likert-scaled items; a com-
ment section consisted of 17 open-ended, guiding 
questions. Comment item examples were: “What 
was the best/worst, easiest/hardest part of this 
experience? What would have made this experi-
ence better? What have you learned from this 
experience?” The focus of the guided questions 
was to elicit participants’ lived experience of care-
giving for cognitively impaired loved ones in the 
home setting. Thus, the authors allowed the par-
ticipants to frame this phenomenon.

Data Collection

Potential subjects were informed of the purpose of 
the study and were asked to participate via a flier. 
The flier can be found in Figure 1. The Qualtrics 
survey link with the cover letter included before 
the actual survey items was included on the bot-
tom of the flier. This flier was administered every 
2 weeks for 2 months on the Nextdoor websites, 
through email soliciations to known caregivers of 
cognitively impaired loved ones and via Facebook.

Data Analysis and Rigor

The caregivers answered the online open-ended 
survey questions by typing their responses to 
each item. The data was then coded line by line 
for each sentence. Each transcript was then given 
a brief summary line by the researchers which 
served as a unique code for every line focusing 
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on the phenomenon. The emerging themes were 
then examined again more closely to see what 
was important to all participants and how they 
interpreted (i.e., formulated meanings of) the phe-
nomenon. From these meanings, refined themes 

emerged that revealed a correlation to five of the 
main assumptions of the nursing as caring theory 
(Boykin & Schoenhofer, 2001).

To establish rigor, theoretical triangulation was 
used. Responses to questions 9, 11, 12, 13, 14, 15, 

Figure 1.  IUP researcher’s seeking input from Caregivers for cognitively impaired loved ones in the home.
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16, and 17 were compared to nursing as caring the-
ory assumptions 1 to 5 and the six Cs—language 
of caring. The six Cs form the bedrock upon which 
the foundational assumptions of the nursing as 
caring theory are built (Boykin & Schoenhofer, 
2001). Fundamental beliefs about what it means 
to be human in this theory focus on personhood. 
Personhood provides a basis for understanding 
and explicating the meaning of caring. The major 
assumptions of the theory emanating from this 
study underscore that persons are caring by vir-
tue of humanness (Assumption 1), persons are 
whole and complete in the moment (Assumption 
2), and persons live caring moment to moment 
(Assumption 3). Other major assumptions found 
to resonate with the participants of this study 
are that true personhood is living life grounded 
in caring (Assumption 4) and that personhood is 

enhanced through participating in nurturing rela-
tionships with caring others (Assumption 5).

Results

The demographic characteristics of the 11 respon-
dents to the survey can be found in Table 1. Most 
were ages 50 to 59 years. All were female, with 
most married or never married. Two thirds of the 
respondents held an advanced degree, were or 
had been in the health-care field, and were a close 
relative (child, spouse, parent, or sibling) of the 
client. Most respondents were caring for elderly 
relatives with either dementia or Alzheimer’s with 
two caring for loved ones with a cognitive impair-
ment that was undiagnosed and one caring for a 
client with Glioblastoma. The refined formulated 
meanings (themes) of the 11 study participants 

TABLE 1.  Demographic Characteristics of Caregivers

Characteristic N (%)

Age

30s 1(10)

40s 1(10)

50s 5(4)

60s 2(20)

70s 2(20)

Sex

Female 11(100)

Marital Status

Married 6(54.5)

Widowed 1(9.0)

Divorced 1(9.0)

Never Married 3(27.2)

Loved One’s Age

50s 1(9.1)

70s 2(18.18)

80s 6(54.5)

90s 2(18.18)

Relationship to Loved One

Child 6(54.5)

Spouse 2(18.18)

Other (daughter-in law, older sister, or mother) 3(27.2)

Did your loved one have a medical diagnosis of their cognitive impairment?

Yes 6(54.5)

No 3(27.2)

Unknown 1(18.1)

If yes, what was it? Dementia Glioblastoma Alzheimer’s
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which was extrapolated from analysis of their raw 
data textual responses and their relationship to the 
nursing as caring theory assumptions (1 to 5) and 
six Cs—language of caring are found in Table 2.

The five themes researchers found (i.e., lived 
meanings) identified by the participants’ responses 
to this phenomenon were: education barriers, cop-
ing, fear, role of the family, and emotional toll on 
caregiver. How these thematic results support the 
nursing as caring theory are presented in the dis-
cussion section. The thematic results are as follows:

Education Barriers

When asked to explain if being a caregiver to a 
loved one helped or hindered the ability to care for 
a loved one many of the statements made by par-
ticipants addressed education barriers. Statements 
common among the respondents were expressions 
of feeling inept at handling the often overwhelm-
ing and every changing medical information they 
were receiving from health-care providers. More 
specific educational barriers identified by respon-
dents covered a wide range, from not knowing 
how to properly take care of a loved one to mis-
understanding a loved one’s moods or attitudes 
because of the ever-changing nature of their dis-
ease process. Adapting to the caregiving role and 
lacking the knowledge of basic medications and 
side effects of medications associated with the dis-
ease were also cited as common concerns.

Coping

Coping mechanisms were a common theme among 
the respondents and included reaching out to fam-
ily members or friends, being involved in some 
type of religious affiliation (whether that be church 
or private prayer) and trying to stay as up to date 
as possible on research of conditions affecting the 
cognitively impaired loved one. All participants 
identified that being a close relative or spouse of 
the cognitively impaired loved one both “helped” 
and “hindered” their ability to cope as well as 
provide the needed care. It helped to have the his-
tory to “know the right thing to say.” It helped 
to “know what was happening” and in knowing 
you could “care for them better” than a stranger. 
Yet, at the same time, having to deal with personal 
hygiene (child–parent role reversal), mental or 
emotional changes, personal safety (yours as well 
as your loved one), medication administration, 
and the ever-changing plans of care as a result of 
these issues proved to be causes of both worry and 
frustration.

Another aspect of coping for the caregiver dealt 
with other family members. Participants acknowl-
edged that time for their own family and time for 
one’s spouse or oneself was being lost or adversely 
affected by their commitment to be caregivers. 
The following statement made by a responded 
summed up best how coping for the caregiver and 
the cognitively impaired loved one was perceived, 
“I think it was weird for both of us.”

Fear

Fear was identified several times by all of the 
respondents. These feelings are common to care-
givers and well documented in the available litera-
ture. However, fear of the unknown was a larger 
theme found in the statements from these respon-
dents specifically regarding disease progression 
and the possible need for institutionalization. One 
respondent stated, “It just gets to feeling like you 
are a leaf on a fast-moving stream with about as 
much control.” Another respondent stated her 
concerns regarding the financial burden of being 
the primary caregiver stating, “we are all a step 
away from homelessness or job loss if something 
terrible happens to someone we love and we are 
solely tasked with their care.” Indeed, it was noted 
by respondents that more should have been solic-
ited in the survey regarding costs: “Caregiving 
nearly ruined us financially.” Also, fear surround-
ing other major relationships disintegrating, care-
giver health decline, how caregivers managed the 
care for multiple groups (sick people and young 
children), and Post Traumatic Stress Disorder 
(PTSD)-like feelings after the death of the loved 
one were all causes for concern surrounding this 
phenomenon.

Emotional Toll on Caregiver

Ge and Mordiffi (2017) found that the caregiver 
burden for cancer clients can be defined as any 
perceived physical, emotional, social, and financial 
hardships faced as a result of caring for a relative. 
High caregiver burden has been found to impair 
caregivers physical and psychological health and 
decrease overall quality of life for the caregiver 
(Ge & Mordiffi, 2017). The respondents in this 
study reported stress, frustration, or disbelief in 
their loved one as well as their own situation. The 
common reference to it regarding themselves was 
“caregiver burnout” or “compassion fatigue.” The 
negative consequences were reported specifically 
as increased stress, anxiety, or withdrawal from 
social situations or the caregiver role. Caregiving 
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TABLE 2.  Refined Data Analysis and Nursing as Caring Theory Assumptions (1 to 5) Six Cs Language of Caring

Significant Statement Formulated Meaning Theme Cluster
Identified 

Theme

Nursing as Caring 
Assumptions (1 to 5) 6  
Cs~ Language of Caring

Question 9. Does your relationship with them help or hinder your ability to care for your 
loved one?

Assumption 2. 3. 5

“… Hindered me in that 
emotionally it takes a toll 
on you because this is not 
a patient … that is, not 
a normal nurse–patient 
relationship …”

Emotional toll on the 
caregiver of the loved 
one

Hinders 
relationship 
between 
caregiver and 
loved one

# 4, 5 Conscience
Compassion
Commitment

“… She did it for me …” Appreciation for the 
loved one once caring 
for the now caregiver

Helps the 
relationship 
between the 
caregiver and 
the loved one

# 4

“… And I helped changed 
her diaper as a child, I 
keep that in mind …”

Appreciation for the 
loved on once caring 
for the now caregiver

Helps the 
relationship 
between the 
caregiver and 
the loved one

# 4

“It’s complicated …” Caring for loved 
one both helps 
and hinders the 
relationship of the 
caregiver and loved 
one

Both helps and 
hinders

#4, 5

Question 11. Did you have anything or anyone that helped you cope with being a caregiver 
for your cognitively impaired loved one?

Assumption 1, 2, 3, 4, 5

“Not always up to date on 
meds and services because 
they change so often”

Inability to stay 
current on the best 
medications and 
practices for treating 
certain disease

Lack of 
education

#1 Competence
Confidence
Commitment
Comportment

“Worried about progression” Uneasy about what lies 
ahead for the loved 
one related to their 
condition

Fear of the 
unknown

#2, 3 Compassion
Conscience

“… but when she became 
incontinent and unable to 
shower herself, that was 
difficult”

Difficult to take care of 
a loved one that once 
cared for the caregiver, 
difficult to learn how 
to care for someone 
with a disability, need 
for relief and further 
education on how to 
be a home caregiver

Need for further 
education 
on services 
to help 
caregivers

#1, 2, 4, 5

Question 12. Was (is) there anything you feel you have learned from having this experience? Assumption 2, 3, 4, 5

“Breaks are so important … 
I couldn’t possibly do this 
without my brother”

Need for the caregiver 
to have breaks and 
assistance when 
necessary

Appreciation 
for family 
and coping 
mechanism 
identified

#2,4,5 Confidence
Competence
Compassion
Conscience

(Continued)
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Significant Statement Formulated Meaning Theme Cluster
Identified 

Theme

Nursing as Caring 
Assumptions (1 to 5) 6  
Cs~ Language of Caring

“I could not do it without 
her or my two other 
adult children who make 
themselves available”

Need for as many family 
members as possible 
to be involved in care 
of loved one

Appreciation 
for family 
members

#2,4,5 Commitment

“My siblings helped with 
respite when and where 
they could … Also, my 
faith in God has been 
a continual source of 
strength, comfort, peace 
throughout”

Need for as many family 
members as possible 
to be involved in 
care of loved one—
increases the amount 
of breaks the “main” 
caregiver can take 
and provides relief 
for the “main” family 
caregiver

Appreciation 
and coping 
mechanism 
identified

#2,4,5

Question 13. What was (is) the best (or easiest) part of this experience for you? Assumption 5

“Loving and caring 
relationship who also 
helps with my limitation”

Benefits not only the 
loved one, but the 
caregiver as well

Appreciation 
for the 
relationship

#5 Commitment
Comportment
Compassion

“The process of caring for 
her helps in the process of 
ultimately saying goodbye 
to her. I know I’ve done 
all I can and seen her 
through”

Benefits the relationship 
of loved one and 
caregiver

Appreciation of 
loved one and 
identification 
of coping 
mechanism 
found in the 
caregiving 
process

#2, 5 Conscience

“The best part is knowing I 
have done all I can to help 
when I could … Taking 
care of someone you love 
has its own rewards”

Caregiver accepting the 
position the loved one 
is in and recognizing 
the importance of it.

Appreciation of 
loved one and 
identification 
of coping 
mechanism 
found in the 
caregiving 
process

#2, 5

Question 14. What was (is) the worst (or hardest) part of this experience for you? Assumption 1, 2, 3, 4, 5

“Fear of the future as I see a 
decline in abilities”

Fear of how to care for 
loved one as condition 
progresses

Fear of 
unknown

#2, 3 Commitment
Confidence

“No help, no light at the 
end of the tunnel, her 
mood swings, the utter 
exhaustion, trying to care 
for her with dignity while 
getting yelled at, and 
helping her. The isolation 
of not seeing friends. The 
imprisonment of not being 
able to go many places 
with her and having to 
stay home. Cheating my 
then-5yo out of mommy 
time”

Feeling of having no 
help, indicating a need 
for further education 
on respite care or 
home health nursing 
to aid with day to day 
needs of the loved 
one.

Frustration, fear 
of missing out 
on time with 
family and 
friends while 
also being a 
caregiver

#1, 2, 3, 4 5 Conscience
Competence
Compassion
Comportment

TABLE 2.  Refined Data Analysis and Nursing as Caring Theory Assumptions (1 to 5) Six Cs Language of 
Caring (Continued)

(Continued)
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Significant Statement Formulated Meaning Theme Cluster
Identified 

Theme

Nursing as Caring 
Assumptions (1 to 5) 6  
Cs~ Language of Caring

“The worst part is the 
feeling of helplessness … 
Also, your life is on hold 
when the caregiving takes 
over as your loved one 
declines. You can’t leave 
them alone; you can’t go 
on vacation … the burden 
falls upon your shoulders 
to take over when things 
need done that they can no 
longer do”

Feeling of having no 
help, indicating a need 
for further education 
on respite care or 
home health nursing 
to aid with day to day 
needs of the loved 
one.

Frustration, fear 
of missing out 
on other life 
experiences

#1, 2, 3, 4, 5

Question 15. What would have made this experience better for you? Assumption 2, 3, 4, 5

More support from the 
hospice team. The nurse 
comes over twice a week 
but that’s about it”

Identifies need for 
additional help, 
increased education 
about help available 
daily for patients/
loved ones, indicates 
possibility of 
caregiver burnout and 
emotional distress

Need for 
additional 
help

#1, 2 Confidence
Competent
Commitment
Comportment
Compassion
Conscience

“Some type of class on 
how to lift her safely and 
basics of understanding 
Alzheimer’s”

Identifies need for 
education on easier 
methods of treating 
patients with 
Alzheimer’s

Education need #1

“I have no good way to 
clean my sister up after 
accidents—no handheld 
showerhead. That would 
be huge”

Indicates a need for 
more resources and 
education to be 
available to caregivers

Educational 
need, need for 
resources

#1, 2

“Literally any help or break 
at all. Someone to help us 
transition her to a home. 
Someone to tell us when 
we were in over our 
heads”

Identifies a need for 
respite care, further 
education about home 
health placements and 
options for caregivers 
and their loved ones, 
indicates a need for 
coping mechanisms 
for caregivers

Educational 
needs, 
emotional 
needs

#1, 2, 4

“A health-care system that 
looks at the ‘big picture’ 
instead of people as so 
many pieces and parts 
… the right hand doesn’t 
know what the left is 
doing (or cares) … there 
is the social worker, the 
attending doctor, the 
psych doctor, the case 
manager, palliative care/
hospice team …”

Identifies the need for 
further education on 
health-care system, 
identifies a need for a 
care coordinator

Educational 
and personal 
needs

#1, 2

TABLE 2.  Refined Data Analysis and Nursing as Caring Theory Assumptions (1 to 5) Six Cs Language of 
Caring (Continued)

(Continued)
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Significant Statement Formulated Meaning Theme Cluster
Identified 

Theme

Nursing as Caring 
Assumptions (1 to 5) 6  
Cs~ Language of Caring

Question 16. What reflections on or reactions to this experience come to mind? Assumption 2, 3, 4, 5

“It’s definitely brought me 
and my brother closer, and 
it’s making us think about 
what we want our end-of-
life experiences to be like”

Identification of 
appreciation for new 
relationships found 
while caring for loved 
one

Appreciation for 
relationships

#2, 4, 5 Competent
Commitement
Comportment
Compassion
Conscience

“Their reality is their reality 
and leave it that way, 
can’t change it, save your 
energy because you will 
need it”

Frustration with 
situation, need for 
further education 
on respite care and 
actions of those with 
disabilities

Need for 
education 
and/or 
additional 
help with 
loved one 
to prevent 
caregiver 
burnout

#1, 2, 4

“I cannot change certain 
actions no matter how 
hard I try and it’s not his 
fault”

Identifies acceptance 
as a possible coping 
mechanism

Identifies coping #2, 4

“Value your parents” Identifies appreciation 
for good health—
health not to be taken 
for granted

Appreciation for 
health/ family

#2, 5

“Family are unhelpful and 
unreliable”

Idea that not all families 
are supportive and 
help is not always 
available to the 
caregiver from the 
family

Can cause 
emotional 
frustration, 
need for 
education 
and coping 
mechanisms

#1,2,4,5

Question 17. Anything not asked here that you’d like to share or explain regarding this 
experience for you or your loved one?

Assumption 2, 3, 5

“Very taxing mentally and 
physically”

Identifies emotional 
frustration, need for 
coping mechanisms

Emotional 
distress, need 
for coping

#2, 4 Commitment
Comportment
Compassion
Conscience

“If everyone in an extended 
family can help by taking a 
day so the main caregiver 
gets a break—that is 
HUGE”

Identifies need for 
coping mechanisms, 
frustration with 
family and need for 
more members of 
the family to give the 
“main” caregiver a 
break

Personal needs/ 
coping

#2,4,5

“… PRE-PLAN” Advice

“Start looking for care homes 
immed upon beginning, 
and have a plan to 
recognize when you need 
to transition to nursing 
care”

Advice

“Keep them home if you 
possibly can”

Advice

TABLE 2.  Refined Data Analysis and Nursing as Caring Theory Assumptions (1 to 5) Six Cs Language of 
Caring (Continued)
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for loved ones with cognitive impairment in this 
study mirrored the results of caregiver burden 
found in Ge and Mordiffi’s care of cancer clients. 
This study also underscored the anxiety, isolation, 
financial strain, and lack of choice in becoming 
a caregiver found in those caring for the elderly, 
chronic or terminally ill found by Adelman et al. 
(2014). However, although this study found the 
common caregiver descriptors of fear, frustration, 
hopelessness, isolation, lack of help, and reliable 
support identified in the available literature there 
were also other descriptors which were much 
harder to categorize.

One respondent said it best when she said: 
“Taking care of someone you love has its own 
rewards.” Other phrases filled with meaning, yet 
difficult to fully grasp and categorize were:

The loving and caring relationship also helped 
with my limitations. The process of caring 
… helped in the process of ultimately saying 
goodbye … I know I’ve done all I can and seen 
her through. It’s definitely brought me and 
my (loved one) closer, and it’s making us think 
about what we want our end-of-life experi-
ences to be like.

What is present in the literature on this care-
giver phenomenon is the negative emotional 
toll(s) on caregivers. This study brought to light 
that there are also positive emotional rewards that 
result from the process of loving and caring that 
are experienced by caregivers as well. Many of the 
respondents resided with the care recipient and 
spent a high number of hours caregiving, mak-
ing them high risk for feelings of caregiver burden 
(Adelman et al., 2014; Ge & Mordiffi, 2017) and 
yet they also reported feelings of empowerment 
(“less limited”), personal achievement (“doing all 
one can, becoming more relationally connected 
and self-aware”), and having a sense of satisfac-
tion and closure when their loved one died (“ulti-
mately saying goodbye”) associated with their 
caregiving. What is also notably absent are the 
feelings of depression that appear in the literature.

Role of Family

Perhaps one respondent summarized it best while 
trying to express her relationship with a cognitively 
impaired loved when she stated simply, “It’s com-
plicated.” Respondent’s overwhelmingly stated 
that often one “main” caregiver is determined and 
also agreed that the need for more than one care-
giver in the family to assist with the loved one and 

provide relief for the primary caregiver was nota-
bly lacking or completely nonexistent. There were 
many reasons for “unhelpful” or “unreliable” fam-
ily members. Some family members were out-of-
state relatives, relatives with families of their own 
and no time to spare. Other family members were 
at odds with what to do and how to do it which 
created bad feelings and estrangement. Some fam-
ily members simply could not bring themselves to 
face the inevitable decline of someone they love. 
One respondent encapsulated the emotional toll 
that this role as primary caregiver emoted:

The worst part is the feeling of helplessness. 
You are not in control. The disease process is 
in control or at least it feels like it at times. You 
can feel like a big, fat, failure if your loved one 
ends up needing to be placed in an institutional 
setting when you are no longer able to cope at 
home too. My head knows that is not true, that 
all has been done that could have been done. 
But the pain of it is there in the heart, regard-
less of what the head knows to be true. Also, 
your life is on hold when the caregiving takes 
over as your loved one declines. You cannot 
leave them alone; you can’t go on vacation … 
the burden falls upon your shoulders to take 
over when things need done that they can no 
longer do. It is also hard to see the person you 
loved become someone you do not know and 
who does not always know you anymore.

Discussion

The overriding issues identified in the “Education 
Barriers” theme as most troublesome for caregiv-
ers stemmed from feelings of being unprepared or 
ill equipped to provide quality health care. These 
emotions address the need to feel confident and 
competent in caring relationships. These are two of 
the six Cs identified as the language of caring in 
the nursing as caring theory. The care identified 
by the participants included medical care, physi-
cal care, emotional care, or any type of care which 
tended to change as mental functioning continued 
to decline during their role as caregiver of their 
loved one. This is remarkable in that two thirds of 
the respondents held an advanced degree which 
is a variant from the findings in the relevant lit-
erature that noted identifiable risk factors for care-
giver burden were lower educational attainment 
(Adelman et al., 2014). In addition, although most 
of the respondents worked or had worked in the 
health-care field, it was apparent that their roles 
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as child, spouse, or sibling complicated their abil-
ity to feel either competent or comfortable in the 
caregiver role for their loved one. It is particularly 
noteworthy that despite their combined educa-
tional attainment and experience in the health-care 
field, only 2 of the 11 respondents rated themselves 
as extremely adequate or equipped to care for 
their loved ones. Boykin and Schoenhofer (2001) 
identified caring competency as a lifetime process 
in which we continually develop through our life 
experiences how to care as well as how we see 
ourselves as care givers (Assumption 4) (Boykin & 
Schoenhofer, 2001).

Boykin and Schoenhofer (2001) theoretical 
assumption “personhood enhancement through 
participating in nurturing relationships with oth-
ers” emerged from the issues experienced by the 
participants of this study in the Coping theme (p. 
4).The caregiver’s ambivalence at finding personal 
connection to their loved one as being both a ben-
efit as well as a liability to coping underscores 
that “caring transforms the nature of our human 
relationships through duties and opportunities 
while also acknowledging the importance of these 
connections for our mutual benefit and growth 
as human beings” (Assumption 5) (Boykin and 
Schoenhofer, 2001, p. 4). Establishing proper cop-
ing mechanisms allows caregivers to properly 
emote and express themselves in a way that does 
not create negative side effects for the caregiver 
specifically or for the care receiver. These mecha-
nisms address both the caregiver’s commitment 
(i.e., dedication, devotion, loyalty) to the cogni-
tively impaired loved one as well as their comport-
ment (i.e., behavior, demeanor, attitude) around 
their loved one. Two of the six Cs—language of car-
ing foundational to the nursing as caring theory.

The participants of this study expressed the 
personal as well as financial costs that could be 
crippling, particularly when caregivers are unpre-
pared for them in the Fear theme. Boykin and 
Schoenhofer (2001) made the assumption that 
“persons are caring by virtue of their humanness” 
(Assumption 1) and that their entering and expe-
riencing the life-world of others through living 
and growing in caring via active personal engage-
ment comes at a cost when dealing with the vast 
unknown (p. 5). In this instance the care of a cog-
nitively impaired loved one.

Boykin and Schoenhofer (2001) assumption of 
caring between was highlighted in the Emotional Toll 
on the Caregiver theme of this study. It is assumed 
that when the caregiver enters the world of the 
other person with the intention of knowing the 

other as a caring person the encounter nurtures 
living and growing in caring. Constant and mutual 
unfolding enhances this loving relation. Without 
the caring between the caregiver and care recipient, 
care in its fullest sense does not occur (Assumption 
3).This proves to be where compassion, also one of 
the six Cs—language of caring, occurs. It is in the 
context of caring between that mutual personhood 
is nurtured, each expressing self and recognition 
of the other. Boykin and Schoenhofer (2001) refer 
to this as “respect for the person as whole or com-
plete in the moment” (p. 2). It is signified by there 
being no insufficiency, no brokenness, and no 
absence of something. Wholeness, or the fullness 
of being, is forever present. The idea of whole-
ness does not preclude the idea of complexity of 
being. Instead, from the perspective of Nursing as 
Caring, to encounter a person as less than whole 
fails to truly encounter the person” (Assumption 
2)(Boykin & Schoenhofer, 2001, chap. 19). It is here 
that the final C of the six Cs, conscience (i.e., moral-
ity, integrity, ethics, scruples) resides. True moral 
integrity and accepting human beings as having 
value and worth requires seeing them as whole, 
complete, and present even in the face of tremen-
dous physical, mental, or emotional losses.

The Role of the Family theme also identifies how 
this complexity of connection is why caring for 
the cognitively impaired by their loved one takes 
an emotional toll (“helplessness,” “failure,” “life 
on hold”) as well as gives an emotional reward 
(“knowing all has been done that could have been 
done”) for the primary caregiver. These and other 
rewards cited by primary caregiver respondents 
not explored previously with this phenomenon 
include, “empathy for those who wander the 
streets in my sister’s condition who have no one to 
care for or advocate for them [conscience],” “com-
passion [italics added],” bringing them closer to 
their loved one prior to death,” “valuing” of one’s 
parents (commitment), becoming “less judgmental” 
(competence), and “a better person” (comportment) 
for having had this experience (Assumption 5) 
(Boykin and Schoenhofer, 2001).

Conclusion

The insights brought to light by the lived mean-
ing of this experience for caregivers of cognitively 
impaired loved ones in this study have highlighted 
both the needs and challenges associated with this 
specific phenomenon. The number of people with 
cognitive impairment is increasing worldwide 
(Myhre et al., 2018; Thoma-Lürken et al., 2018). 
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People with cognitive impairment are consid-
ered to have a “terminal condition that shortens 
an individual’s life span” according to the World 
Health Organization (WHO, 2019, p. 1). Therefore, 
a palliative care “approach that improves the qual-
ity of life of patients and their families facing the 
problems associated with life-threatening illness, 
whether they are malignant or not” (WHO, 2019, 
p. 1).

Disease management and symptoms should 
be reviewed with friends and family as well as 
caregivers of the cognitively impaired. The more 
a caregiver is informed, the more they will know 
what to expect and the more you know what to 
expect the better able you are to cope with car-
ing for a loved one. Those caregivers who have 
access to counselling or clinical knowledge, such 
as medication management or medical care, and 
support-seeking skills will be better able to care 
for their loved ones longer than those without it. 
Caregiver training is imperative (Bruening et al., 
2019; Mulkey et al., 2019).

The education and practice of nursing are rela-
tionally positioned upon both the person being 
cared for as well as the caregiver. This phenom-
enon involves choosing to live and grow through 
the caring between the care provider and receiver. 
It is in this lived relationship that knowledge of 
care is best created and understood (Boykin & 
Schoenhofer, 2001).

Limitations

There were 11 participants in this study. Not all 
the respondents were members of the Nextdoor 
website. The authors thought initially that a larger 
response would be elicited through use of the 
Nextdoor websites, but post-study reflected that 
perhaps the sensitive nature of caring for cogni-
tively impaired loved ones, use of online, and 
open-ended responses (that required participants 
to blog their experiences) may have kept people 
from participating in this study. Though the com-
mon limitation of too small a sample size was not 
a huge issue with this type of study, as a good 
sample size for IPA research can be as low as 3–15 
participants (Reid et al., 2005).

The richness and depth in answer to some of 
the survey questions were not as full as for others. 
The researchers felt that this was due to the dif-
ficulty of answering flexible, open-ended survey 
question for participants experiencing the emo-
tional vulnerability of caring firsthand for a loved 
one whose cognitive and resulting physical and 

emotional decline were (or still are) quite raw. This 
could negatively affect the study’s rigor if not all 
of the experiences of the participants were shared 
due to the intensely personal nature of this expe-
rience as well as any perceived shame or embar-
rassment associated with either their own or their 
loved one’s dignity.

Verification of the data was made difficult due 
to how it was collected via online survey. In future, 
use of timed interviews or diary entries either 
throughout the caregiving process or initially 
post-care could serve to elicit deeper, richer data 
from participants. Researchers should collect data 
on the length of time caregiving, severity of cog-
nitive impairment, and how long care recipients 
had a cognitive impairment. Also, using IPA meth-
ods that focus on a particular cognitive impair-
ment such as Alzheimer’s could aid in improving 
the reliability of the data collected. Finally, as in 
any qualitative study researcher bias can alter the 
information in subtle ways when doing thematic 
analysis, however cognizant the researcher is, and 
regardless of how rigorous attempts are made to 
avoid it.

Implications for Nursing

It is estimated that caregivers accounted for34 bil-
lion dollars in unpaid work, simply for their care of 
loved ones. The gap between nurses and caregiv-
ers can and should be bridged as nurses are able to 
provide caregivers with the most help regarding 
caregiving for their loved ones. Nurses can pro-
vide support, education, and help to gain access to 
resources and supplies that caregivers may need 
(Reinhard et al., 2017). Future research needs to be 
done to identify more fully the benefits of caregiv-
ing to not only the clients and their families, but 
also to caregivers so that relevant, appropriate, 
and fiscally responsible support of these efforts 
can be made by healthcare providers.

Family Caregivers Alliance (FCA) is also a 
group which provides support for caregivers 
through small group activities, education, and 
one-on-one counseling for the caregiver. FCA has 
partnered with Smart Patients to create this new 
Caregivers Community so that caregivers and 
other loved ones can join the community for free 
to share, interact, and learn from each other in a 
safe, supportive environment. Family caregivers 
of adults with chronic physical or cognitive condi-
tions such as Alzheimer’s, stroke, Parkinson’s, and 
other illnesses can share their own expertise with 
this new community via their website.
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The fundamental assumption of the nursing 
as caring theory states to be human is to be car-
ing. The purpose of the discipline and profession 
of nursing is to come to know persons and nur-
ture them as persons who are living and growing 
in their capacity to care. The nursing as caring 
theory fosters respect for all human beings as car-
ing individuals. On this foundation of respect all 
nursing care should be built if the proper response 
to human health care needs is to occur.
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