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ABSTRACT

Objective: Caregivers for a family member with dementia experience subtle but long-term role changes that can be attenuated
with successful coping strategies. The aim of this paper is to describe an effective research initiative managed by an undergraduate
student-faculty collaborative team to assess the physical, emotional, and financial effects of caregiving and identify the impact of
using an adult day service.

Methods: Using the collaborative model, undergraduate nursing students led a mixed method, pilot study. Eight students,
mentored by two faculty, held weekly meetings to manage the research design. After reviewing literature evidence, students
developed the methodology and carried out the research. The convenience sample included 10 caregivers, each having a family
member with dementia, who attended an adult day center in a rural/suburban city in the Midwest. The Kingston Caregiver Stress
Scale (KCSS), a 10-item assessment of caregiver stress using a 5-point Likert scale, measured quantitative data. Two focus groups
were conducted to collect qualitative data.

Results: Participants included 6 males/4 females ranging in age from 46-72 (M = 65, SD = 10.58). Participants provided care an
average of 4.2 years (SD = 6.0) and reported moderate levels of caregiving stress on the KCSS (M = 30.5, SD =9.7). Four themes
emerged from focus groups: (a) common emotional responses, (b) benefits of adult day services, (¢) overwhelming impact on
daily life, and (d) caregiver social isolation.

Conclusions: Respite services promoted resilience through opportunities to manage self-care, to perform daily tasks, and
to decrease emotional burden. Undergraduate nursing students effectively planned and implemented the research. As future
practitioners, they may be more inclined to participate in best practice because of their experience on a student-faculty collaborative
team.
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1. INTRODUCTION projects. However, there are few examples reported in the
Engaging undergraduate nursing students in student-faculty nursing literature of students leading research outside of
collaborative research can support the link between clini- the traditional classroom. As a STEM discipline, nursing
cal practice and research. Independent study courses of- educators should develop innovative ways of engaging un-
fer a mechanism to engage students in faculty-led research dergraduate students in traditional research methods to foster
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future researchers and develop evidence for nursing prac-
tice. One method is to mentor students so that they can lead
research projects. Evidence supports that undergraduate stu-
dents have the requisite skills to be successful at designing,
implementing, and evaluating research when mentored by
faculty.!'=3) While faculty mentors facilitate student success
in the research process, faculty mentors may also provide a
stimulus for students to pursue graduate degrees, while si-
multaneously introducing students to faculty roles.!*! Using a
student-faculty mentor model promotes immersion in knowl-
edge generation, excitement about the research process, and
the development of leadership skills.?!

Throughout an undergraduate nursing program, students ex-
perience a wide variety of clinical experiences exposing them
to various nursing roles and practice areas. Often times, stu-
dents become excited about their clinical experiences and
wish they could have additional time in those areas or raise
questions about what they observed that can lead to research
questions. During a clinical rotation at an adult day center
for those with dementia, students were positively impacted
by the care provided. They were cognizant of the demands
of the caregiver role and raised questions about how respite
services impacted the caregiver role. Students wanted to
have a deeper understanding of the daily demands associated
with providing care to a family member with dementia, and
how, as future nurses, they could support caregivers.

Based on the students’ clinical experiences and questions
raised, the faculty and students discussed potential research
projects. As a result of these discussions, the collaborative
team decided to move forward with a pilot study provid-
ing students with the opportunity to lead the initiative. The
aim of this paper is to describe an effective research study
managed by an undergraduate student-faculty collaborative
team to assess the physical, emotional, and financial effects
of caregiving and identify the impact of using an adult day
service.

1.1 Dementia and the caregiver role

To begin the process, the students completed a literature
search on the caregiver role for a family member with de-
mentia. The incidence of dementia is growing worldwide and
affects about 50 million people with nearly 10 million new
cases annually.’! In the U.S., dementia affects an estimated
5.8 million Americans, and this number is expected to rise
to nearly 14 million by 2050.!°! Dementia has ramifications
for those affected as well as their family,”! as approximately
70%-80% of people with dementia reside with a family care-
giver.[®! Caregivers provide an estimated 18.6 billion hours
of care and save the U.S. healthcare system nearly $244
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billion by keeping their family members at home.[®! This
cost savings alone highlights the important role that family
caregivers play in dementia care.

Alzheimer’s disease has a devastating impact on caregivers
resulting in emotional, physical, and financial repercus-
sions!®°! that can add to psychological distress.''”! In fact,
twice as many caregivers of those with dementia indicate
these difficulties.!®! Caregivers are responsible for holistic
support to family members with dementia, which limits their
social activities, increases social isolation, decreases leisure
activities, and adds to family distress.!'!! Physical and men-
tal/emotional health are neglected as caregivers make the
needs of their family member a priority.!'?!

“Ambiguous grief” describes the experience of family mem-
bers as they provide care during the course of the illness.!'?]
There are repeated episodes of grief as they observe new
behaviors and personality changes, including agitation, ag-
gression, and depression.['* The onset of dementia is subtle
which leads to assuming the role of caregiving on a gradual
basis, sometimes without recognizing the process is actually
occurring.®! Roberts and Struckmeyer coined the phrase “un-
expected career of caregiver”, a complex, stressful role the
caregiver must balance with other demands such as jobs and
child-rearing.®! Eventually, caregivers may provide care for
a family member who no longer recognizes them,!”! further
adding to caregiver stress.

Caregiver resilience is a framework that supports using strate-
gies to cope with situations that focus on strength instead
of burden,’® explaining how caregivers manage the daily
challenges of caring for their loved ones. Resilience is the
ability to maintain normal or even enhanced daily functioning
when one experiences adversity.[!> 16 Resilience consists of
thriving and succeeding during the adversity and exhibiting
competence to manage the situations often when others do
not succeed. Respite community resources, such as adult day
services (ADS), are one way that caregivers may make time
for themselves and support their ability to maintain normalcy
and demonstrate resiliency. ADS reduce burden and were
found to lower the repercussions of physical, mental, and
emotional outcomes of the caregiver role.!'”] Because of
these repercussions, caregiver respite may sustain resilience
throughout the continuum of care.!®! To investigate the reper-
cussions of being the caregiver for a family member with
dementia, an undergraduate nursing student-faculty collabo-
rative research team completed a mixed-method, pilot study
to (a) assess the physical, emotional, and financial effects
of being a caregiver; and (b) identify the impact of using an
adult day service.

ISSN 1925-4040 E-ISSN 1925-4059



http://jnep.sciedupress.com

Journal of Nursing Education and Practice

2021, Vol. 11, No. 3

2. METHODS

2.1 Design and collaborative process

The study used a mixed method design. Qualitative and
quantitative data were collected simultaneously. Simultane-
ous data collection lends itself to team research and allowed
members of the student-faculty collaborative team to weigh

both sources of data.[!8]

The collaborative team consisted of eight undergraduate stu-
dents (3 seniors, 2 juniors, and 3 sophomores) and two fac-
ulty mentors. The senior students led the team guided by the
faculty mentors. Weekly meetings were held to assess goal
achievement and support the students as they carried out the
study. Students conducted the literature review, selected a
framework, developed the methodology, carried out the data
collection process, and disseminated the results.

2.2 Sample and setting

The convenience sample included caregivers of a family
member with dementia who attended an adult day center
in a rural/suburban city in the Midwest where the students
had a clinical rotation. The adult day center provides ser-
vices regardless of race, religion, gender, or financial means.
The director of the adult day center sent a flyer, developed
by the collaborative research team, as part of their monthly
newsletter. The flyer invited caregivers to join one of two fo-
cus groups to gather information about their experiences. A
member of the research team also invited participants during
two regularly scheduled caregiver support groups conducted
by the adult day center. A total of 11 caregivers responded,
and 10 caregivers participated.

2.3 Data collection, procedures, and analysis

2.3.1 Quantitative

The Kingston Caregiver Stress Scale (KCSS) was used to
collect quantitative data.l'>2%1 The KCSS is a brief, multi-
domain assessment of caregiver stress with support for re-
liability and validity.!'”! The scale contains 10 items which
measure three domains of stress: caregiving, family, and
financial. Items are measured on a 5-point Likert scale, rang-
ing from 1 = “Feeling no stress” to 5 = “Extreme stress.”
Total scores on the KCSS range from 10 to 50, with higher
scores indicating more stress. Total possible domain scores
for “caregiving issues” (7-item), “family issues” (2-item),
and “financial issues” (1-item) are 35, 10, and 5 respectively.
Participants completed the KCSS and a short demographic
survey developed by the team at the start of each focus ses-
sion. Data were analyzed using SPSS 25 (IBM Corporation,
Armonk, New York). Descriptive statistics (frequencies, per-
centages, means, standard deviations, and Cronbach’s alpha)
were used to analyze the data.

Published by Sciedu Press

2.3.2 Qualitative

Using the literature and the framework of caregiver re-
silience, students developed open-ended questions for the
focus groups. Examples of questions included: “Tell us about
your experience of caring for your loved one” and “How has
the adult day center affected your role as a caregiver?” Fol-
lowing training on focus group methodology, undergraduate
members of the team acted as group facilitators. As sug-
gested by the adult day center director, each focus group
was organized to include a proportional number of male
and female participants. Through experience, the director
learned that male caregivers were often not comfortable talk-
ing during support sessions offered by the center, especially
when proportionally more female caregivers were present.
Therefore, focus sessions were planned so male caregivers
were not in the minority in either group to allow for greater
comfort in sharing their experiences.

Each focus group session lasted approximately 60-90 min-
utes and was audio-recorded. As a thank you for participat-
ing, all caregivers were given a $25.00 gift card to a local
merchant at the end of each focus group. Audio recordings
were transcribed verbatim by a professional service. Using
content analysis, all transcripts were analyzed by each mem-
ber of the team and collectively as a group to determine the
common themes.!!

2.4 Ethical considerations
The study received exempt status from the institutional re-
view board at the university.

3. RESULTS

3.1 Caregiver characteristics

The majority of caregivers were over 65 years of age, male
(60%), and white (90%) (see Table 1). Fifty percent were
employed outside the home. On average, the participants pro-
vided care for four years and brought their family member to
the adult day center for approximately one year. One-half of
the caregivers (50%) were responsible for the care of some-
one else and received assistance in the caregiver role (60%)
beyond the adult day center. Top reasons for the family care-
giver to use the adult day center were to socialize (40%) and
work (40%). The persons with dementia receiving care were
spouses (40%), parents (40%), and children of the caregivers
(20%).

3.2 Quantitative data

Participants reported experiencing moderate levels of care-
giving stress according to the KCSS in all three domains (M
=30.5, SD =9.7). Internal consistency for the KCSS in this
sample was r = .92. Three items related to the domain of care
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giving issues on the KCSS were most stressful: “feelings
of being overwhelmed, over worked, and/or overburdened”
M = 3.75, SD = 1.16), “changes in your social life” (M
=3.75, SD = .46), and ““concerns regarding the future care
needs of your spouse/relative” (M = 4.0, SD = .76). Least

Table 1. Sample characteristics of family caregivers (N = 10)

stressful items were: “having any conflicts within your fam-
ily over care decisions” (M = 1.75, SD = .89) from the family
issues domain and “having any financial difficulties with
care giving” (M = 1.75, SD = .89) from the financial issues
domain.

Variable Mean SD Range n %
Age 65.0 10.58 46-84
Gender
Male 6 60
Female 4 40
Employment
Full-time 2 20
Part-time 3 30
Retired 5 50
Number of years providing care 4.2 3.00 1-10
Number of years using adult day center 1.3 0.98 0-3
Received help from another person/service
None 3 30
Family 4 40
Hired caregiver/assistant 2 20
Blank 1 10
Responsible for the care of someone else
None 4 40
Handicapped child 1 10
Children 1 10
Mother 2 20
Wife 1 10
Blank 1 10
Reason for using adulty day center
Take care of personal health 2 20
Provide activities/socialization for person with dementia 3 30
Socialize 4 40
Work 4 40
Respite 3 30
Complete errands 3 30
Family responsibilities 1 10

3.3 Qualitative data

Four themes emerged from the focus groups: (a) common
emotional responses, (b) benefits of adult day services, (c¢)
overwhelming impact on daily life, and (d) caregiver social
isolation. For the “most common emotional responses”, par-
ticipants described a variety of emotions in varying degrees,
including feelings of grief, guilt, denial, regret, and despair.
One participant spoke about the despair of the illness trajec-
tory: “Because I think the hardest thing, I had to deal with
was it’s not going to get any better. There is no cure. I have to
accept that... it’s only going to get worse.” Denial was also
a common response; one participant stated: “But everyone
was in denial, okay, for the most part. Everyone just noticed

20

that she was a little forgetful, but nobody wanted to say that
it was a more serious problem.” Another participant directly
connected emotions with grief: “I’d be crying every day. It’s
mourning. There’s grief. It’s a grief, and it’s continuous.
Two participants spoke about having to deal with worsening,
aggressive behaviors and one stated: “I didn’t know how
to handle when she starts beating on you... But I always
felt that was one thing I wish I knew better to handle.” The
participants regretted not knowing how to manage the physi-
cally aggressive behaviors but took solace in knowing that
the loved one was not aware of what he or she was doing.

s

The second theme was “benefits of adult day services”. Par-
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ticipants described feelings of gratitude for the security and
peace of mind that ADS provide which in turn helped pro-
mote caregiver resilience and the ability to maintain some
normal day-to-day activities. One participant stated: “So,
they’re a godsend, because that’s a break for me. I try to work
during those hours.” Using the center allowed participants
time for themselves, to exercise or run errands: “I was able
to get out and at least run, go to the YMCA.... Because as
you know, there’s a lot of stress.” Knowing their loved one
was safe provided comfort: “It gives you peace of mind. I
mean, there’s a lot to be said for the peace of mind of who
they’re with and they are safe.” Participants agreed about the
need for ADS and the ability to count on the staff. As one
participant described, and others agreed: “...it’s the best
thing I ever did. .. It saved me.”

Participants expressed concerns with role overload that
changed their daily lives. Not only did the caregiver role
impact them, but the role impacted family members. These
ideas were the third theme “overwhelming impact on daily
life”. One participant connected the impact directly to family
needs: “And my kids, sometimes I feel bad that it’s compro-
mising kind of their — I don’t know social lives.” Another
participant talked about the daily care needs of their loved
one: “You have to take over everything”, and another: “Gro-
cery shopping, making food, sleeping in a chair next to his
bed. I had to you know, learn everything...” There were
many examples of how the day-to-day caregiver role im-
pacted the caregiver’s daily lives and their family members.
The caregivers had to re-arrange their lives progressively as
the disease continued. Participants described the eventual
need to place their loved one in an agency for continuous
care outside of the home.

The fourth theme was “caregiver social isolation”. Partic-
ipants expressed concerns of feeling disengagement from
their lives and social connections. “You have to cut back on
things you love. You can’t do the hobbies you used to do.

. meet the friend for lunch on any given day. You can’t
do those simple things that used to bring you a little bit of
joy.” Some even expressed feelings of being a burden to their
friends and not connecting with them: “You don’t want to
ruin somebody else’s time, because usually that topic comes
up.” Dementia and taking care of a loved one was a stressful
discussion for their friends, so the caregivers would avoid
the conversations. The friends did not always know how to
be supportive, and the caregivers disengaged as a result.

4. DISCUSSION

4.1 The collaborative research team
Findings from this research further support undergraduate
student-faculty collaborative research models. This pilot

Published by Sciedu Press

study was effectively carried out by the undergraduate nurs-
ing students. The student researchers managed the project
from literature search to dissemination of findings. Not only
did the students gain experience in qualitative and quantita-
tive research methodologies, the team was able to add to the
growing body of literature on caregiver resilience. The team
chose to address this question because of the positive clinical
experiences gained by the students at ADS. The students
presented their work at a regional research conference via
podium and poster sessions. In addition to participating in
the research process, the students learned valuable insight
into dementia care. They can apply these findings as they
embark on their nursing careers and can provide guidance to
other clinicians regarding the benefits of ADS.

4.2 Caregiver role

Quantitative and qualitative data converged and demonstrated
the stressfulness of the caregiver role impacting day-to-day
functioning for these participants. Through the use of the
KCSS!"®201 and focus groups, the participants identified how
the role of the caregiver impacted their emotional health
and how they were burdened daily with the many demands
of providing care to a family member with dementia. Not
only did the demands of care impact their life at home, the
demands impacted life outside the home such as work and
socialization.

The most stressful and least stressful issues related to care-
giving were similar to previous research using the KCSS.[2"!
In the current study, participants found being overwhelmed,
overworked and/or overburdened, and concerns over future
care needs as the most stressful aspects of caregiving, while
financial difficulties were the least stressful. While providing
care to a person with dementia may include financial reper-
cussions,®? participants in this study did not report this
issue. It could be that these caregivers were able to manage
the costs associated with using the adult day center or that
the benefits offered by the respite service outweighed any
financial burden. In addition, this adult day center provided
services regardless of ability to pay potentially attenuating
financial issues.

Through focus group interviews, the students identified four
themes of common emotional responses, benefits of ADS,
overwhelming impact on daily life, and caregiver social isola-
tion which were similar to findings in the literature.3-14:17.22]
The challenges and struggles of dementia caregiving were
evident. The experiences described by the caregivers ex-
plained a complex role and how they had to balance a variety
of demands such as jobs and child-rearing. The changes in
role came on gradually until the caregivers had to accept the
“unexpected career”.!®! Not only did the caregivers speak
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of how the role changed their lives, they also spoke of how
use of the adult day center helped them maintain resilience.
The caregiver role is ongoing and there is the potential for
multiple physical, emotional, and financial impacts on daily
life that affect families as well.®! Caregivers in this study
provided care for an average of four years. Caregivers over
longer periods of time often manage to develop resilience
and better manage day-to-day stressors.!6]

Maintaining day-to-day activities and functioning promotes
resilience and supports healthier mental, emotional, social,
and physical well-being,!®! as well as, decreasing the bur-
den of caregiving.!”3] The participants in this study shared
how the use of the adult day center was beneficial in their
lives. They were able to maintain normalcy by continuing
basic activities such as exercising, shopping, and working.
Respite services, such as ADS, provided caregivers with
opportunities for self-care and the ability to perform daily
tasks, resulted in decreased emotional burden, and promoted
resiliency in these participants.

While planning this pilot study, the team learned an impor-
tant factor to consider when conducting support groups with
caregivers. The director of the adult day center used in this
study described a concern not directly discussed in the lit-
erature. Male caregivers were hesitant to share experiences
during support sessions, especially when proportionally more
female caregivers were present. While the literature failed
to provide explanations for this identified phenomenon, the
literature reports that some men are reluctant to seek help,
or share feelings of stress, due to traditional male values.[?4
However, in another study, men reported wanting to talk
with other men in the caregiver role.!>>! Therefore, the team
recommends future research should consider a specific focus
on men’s participation and use of support groups.

4.3 Limitations

Limitations of the current study included the small, homo-
geneous, convenience sample which limits generalizability;
however, the mixed method design permits a more compre-
hensive and synergistic use of the data. While the demo-
graphic characteristics of the participants were not diverse,
the participants did reflect the community of those living
in the area and reflected those utilizing the adult day center.
Data about each family member with dementia was not col-
lected, and unique characteristics of these individuals may
have impacted the caregiver’s perceptions and experiences.
The pilot methodology using a student-faculty collaborative
team was a successful approach to assessing the caregiver
role and supports replication. Based on these initial results,
collecting data from more diverse participants over time and
recruiting from more ADS to increase generalizability is
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warranted.

4.4 Implications for practice

A clinical intervention for caregivers should include an edu-
cational component anticipating the barriers caregivers may
face when learning about ADS. It is important to anticipate
future care needs, what resources are available, and who can
assist the caregiver with decision-making. Use of a screening
tool by providers, such as the KCSS,!"*-2% may be useful for
opening discussions about how the caregiver is coping and
focusing directly on areas of burden. Knowing what types of
caregiver stress are predominant can alert providers to sug-
gest use of ADS and other community resources to support
resilience. Providers should help caregivers develop skills
such as problem solving, managing emotions, and replacing
losses.!'”! Resilience does not protect caregivers from dis-
tress, but it can help them recover from setbacks.[?9) Future
research should assess caregivers’ experiences longitudinally.
Additionally, it is important to explore the impact of ADS
on the person with dementia, focusing on socialization and
opportunities for increased activity. Students were able to
participate with activities and care provided at the adult day
center and believed it was important to determine a method of
assessing outcomes for the person with dementia. Findings
from this study should be used to encourage nurses in both
in-patient and out-patient settings to potentially refer family
caregivers to ADS. Referrals provide a potential means of
preventing the stress of the caregiver role and allow respite
for caregivers whose resilience is waning.

S. CONCLUSION

Nursing students often lack opportunities to actively par-
ticipate in and lead ongoing research as undergraduates.
An effective approach is mentoring undergraduate students
through a student-faculty collaborative model that expects
the students to drive the research process. Nursing students
have the critical thinking and leadership skills needed to de-
sign, implement, and evaluate a program of research when
mentored by faculty. The findings from the collaborative
team determined respite services, such as adult day centers,
provide caregivers opportunities for self-care, the ability to
perform daily tasks, and results in decreased emotional bur-
den which supports resilience. Nurses should educate the
public on available resources, such as adult day services,
when caring for someone with dementia. As future practi-
tioners, these students will be more inclined to participate in
best practice because of their experience on a student-faculty
collaborative team.
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