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Abstract:

Background: Willingness is not a stable attitude because it decreases and caregivers experience fluctuate from time to
time. Objective: This study investigates the informal caregivers’ sentiments, demands, knowledge and willingness to care
for patients with chronic disease in the Ashanti Region, Ghana.

Methods: A cross-sectional descriptive survey plan was used with 396 participants. Data were analysed using frequency
distribution, Pearson’s chi-squared test of independence and binary logistic regression. Results: Statistically, significant
relationship was found in all the hypotheses postulated in the study.

Namely: informal caregivers’ sentiment, informal caregivers’ demands as well as informal caregivers’ knowledge and
willingness to care for chronic disease patient. It was emerged that caregivers share sentiments when they realise family
members fail to do more to support the patient. It was revealed that pain management as well as basic needs, turning and
repositioning the patient were some of the informal care demands. The study unearthed that caregivers feel knowledgeable
about providing care for the patient’s specific health needs.

Conclusion: The study recommends that informal caregivers should endeavour to have time for their health while caring

for the patient.

keywords: care; chronic; demand; disease; informal caregiving; knowledge; patient; sentiment; willingness.

Introduction

Willingness is not a stable attitude because it decreases and caregivers
experience fluctuate from time to time [13]. Informal caregivers are
expected to be willing to care for relatives with care needs [13]. While
caregiving can be a very rewarding and bonding experience, it can also
be very demanding. When you are a caregiver it is easier to forget about
your own needs while caring for others [24]. This creates a stressful and
potentially unhealthy situation for both parties. The emotional stress
involved with providing care, particularly for those who are workers can
be devastating and even drain the most capable person [29]. The resulting
feelings of anger, anxiety, sadness, isolation, exhaustion — and then guilt
for having these feelings — can exert a heavy toll including physical
problems [5]. It has been established that caregivers suffer more
psychological distress and fatigue than non-caregivers. The length of
service makes a pronounced difference. Long-term caregivers have much
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higher rates of physical symptoms like headaches, body aches and
abdominal discomfort [31]. Therefore, healthcare’s shift toward patient-
centricity and shared decision-making combined with breakthrough
advances in treating chronic disease requires that caregivers understand
complex therapeutic options in order to offer effective support for patients
as they decide on a treatment plan [14]. A lot has been done about the
enormous emotional and physical stress that chronic disease caregivers
often encounter [22], [26]. While there are countless programmes
dedicated to assist caregivers liberate this distress, the everchanging
healthcare landscape adds new challenges [6] which makes caregivers
face with information needs as soon as their loved ones are diagnosed,
when they immediately become immersed in helping to make medical
choices for which they are ill prepared [21]. For many, caregiving is a
common aspect of life [35]. However, individuals who take on the
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responsibility of caring for another person due to illness, disability, or
declining abilities, it can often be challenging, lonely, costly and
exhausting [14]. For instance, as common as caregiving may be, when a
loved one receives a serious diagnosis, the path forward may still feel like
navigating uncharted territory [35]. Whether you have been designated as
your loved one’s primary caregiver or are simply trying to be a supportive
friend, knowing the right words to say and actions to take can be difficult
[35]. Hence, managing a chronic or advanced illness can consume a lot of
time and energy that would otherwise be spent on routine activities.
Building a strong support network around yourself and your loved one
can help prevent undue stress for caregivers. A lot of caregivers are
burning the candle at both ends, which can lead to burnout. People can
get stuck in a mindset of toxic positivity where there is no room for
uncomfortable emotions [28], [35].

Unfortunately, many caregivers who encounter advanced chronic disease
are neither supported nor prepared [2], [27]. Informal caregivers not only
have responsibilities for managing patients’ needs but also require support
throughout the treatment trajectory or when confronted with their own
concerns and emotion [2]. Regrettably, most healthcare systems do not
provide adequate support to caregivers [36]. In fact, caregiving concerns
increase fatigue among caregivers of patients with chronic disease [2].
Hence, many caregivers perceive that they are not well prepared to
navigate through the challenges brought by chronic disease caregiving
[11].

Surprisingly, it appears our search did not yield studies centered on the
knowledge, demands and sentiments of informal caregivers of patients
with chronic disease using quantitative approach within the Ghanaian
context. Therefore, it is crucial to investigate informal caregivers’
sentiments, demands, knowledge and willingness to care for chronic
disease patients in the Ashanti Region, Ghana by specifically: (1)
analysing if informal caregivers’ sentiments influence willingness to care
for chronic disease patients in the Ashanti Region, Ghana; (2) ascertaining
if caregiving demands of informal caregivers predict willingness to care
for chronic disease patients in the Ashanti Region, Ghana and (3)
examining whether informal caregivers’ knowledge predicts willingness
to care for chronic disease patients in the Ashanti Region, Ghana. The
study further hypothesized that informal caregivers’ sentiments, demands
and knowledge do not predict willingness to care for chronic disease
patients.

Methods
Study Setting and Participants

Ashanti Region was chosen as the study site. It was necessary because the
region has one of the referral facilities for managing chronic diseases. In
the region, the Komfo Anokye Teaching Hospital [KATH] particularly
the Oncology Unit was deemed appropriate for the study. Hence, it offers
specialize treatment options for chronic disease patients [16], [17], [25].
This facility serves almost half of the Ghanaian population with its
regional coverage including Ashanti Region, Bono, Ahafo and Northern
Regions of Ghana [16], [17], [25]. In all, the study enrolled 114 informal
chronic disease caregivers who brought their patients to the hospital for
healthcare services.

Inclusion Criteria

For a caregiver to qualify to participate in the study, he or she must be
caring for chronic disease patients; must be primary caregiver; be eighteen
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years and above; must live in Ashanti Region and must have at least one
year experience in caregiving. Therefore, caregivers that do not satisfy the
above conditions were excluded from the study.

Study Design and Data source

A descriptive cross-sectional design was utilized for the study. The
descriptive design starts by identifying the population of interest, collects
the data, and classifies the participant, either as having the outcome or
phenomena of interest or not [7]. Moreover, it enables researchers to
collect data across a wide range of subjects at a single moment, aiming to
capture a comprehensive picture of a particular research question [37].
The design was adopted because the aim of the study fit into it thus,
classifying the informal caregivers either as having the willingness to care
for chronic disease patients or not considering their sentiments, demands
and knowledge regarding the care. Data were obtained in the field from
informal caregivers of chronic disease patients using questionnaire. The
questionnaire was designed based on literature and already developed
survey instruments were reviewed and items that found to help measure
some constructs of this current study were adopted.

Sample and Sampling Technique

A sample of 400 were enrolled in the study with the help of [18] Table for
determining sample size for a finite population. The authors expressed
that a finite population of 50000, 381 is ideal for a sample. Therefore,
considering the number of cases (52,863) Ashanti Region recorded in
2016 [12], then, 381 could be used as an ideal sample for the study.
However, due to refusal and incomplete responses, a non-response rate of
5% was added which made the actual sample to be (381x0.05) + 381 =
400.05. Therefore, the sample size for the study was 400.

With the help of systematic sampling approach, these 400 participants
were selected. The approach was deemed appropriate because it allows
participants to be selected at regular intervals from a sampling frame or
without a frame [23]. The intervals are carefully chosen to ensure an
adequate sample size [1], [3]. The study needed a sample of 400 from a
chronic disease patient population of 52,863. So, we calculated our
sample interval as follows: 52863/400 = 132.16. Random number 3 was
generated between 1 and 132 which served as the 1st participant so
starting from the entrance of the oncology unit of KATH the 1st
participant was selected follow by the 2nd participant 3 +132 = 135th.
The process continued until the last participant was reached.

Measures

Caregivers’ sentiment indicators include [guilt, grief, burnout,
resentment, anxiety sadness/depression and anger/frustration]; informal
care demands indicators include [physical and psychological burden,
opportunity costs, and training] and knowledge indicators include
[perceived knowledge, resources and training, and caregiver confidence]
[9], [34]. Willingness to care indicators include [relationship, attitude,
time spent with care recipient, commitment, and empathy] [38], [10].

Data Collection Procedure

Data collection commenced on 26th of September 2022 and ended on
25th of August, 2022 after The Research Ethics Committee of the
University of Health and Allied Sciences has approved the research
protocol with the help of two trained research assistants of which their
services were compensated for. In all, one month was used to collect the
data. Questionnaire was used to solicit data from the participants at the
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KATH. All the participant that took part in the study consented orally.
The average time spent on each questionnaire in the field was 25 minutes.

Reliability and Validity

In order to ensure reliability in the study, careful measures were put in
place to ensure that data were solicited from the right source with a
comprehensive coverage. Aside that, data collection methods, data
cleaning and preprocessing as well as standardized metrics were keenly
observed to help minimize errors. In terms of validity, appropriate time
scale and methodology was chosen taking into consideration the
characteristics of the study subjects. Further, the study adopted the most
suitable sample method and lastly, the participants that took part in the
study were not pressured in any ways to select specific responses among
the answer sets. All these measures were put in place to help achieve
validity.

Data Processing and Analysis

First of all, data collected from the field were cross checked for errors.
Items that requested multiple responses and the open-ended questions
were recoded to ease entry. The data were then transferred to SPSS
version 27 for cleaning and processing. After cleaning the data, 396
responses were analysed. Frequency distribution, Pearson’s chi-squared
test of independence and binary logistic regression analyses were run. The
frequency distribution was used to summarise participants socio-
demographic characteristics, sentiments, demands, knowledge and
willingness to care for chronic disease patients. The Pearson’s chi-
squared test of independence was used to test the hypothesis that there is
no statistically significant relationship between informal caregivers’
sentiments, demands, knowledge and willingness to care for chronic
disease patients. The binary logistic regression analysis was run to make
predictions from the explanatory variables studied in the study.

Copy rights@ Anthony Edward Boakye,

Ethical Consideration

To ensure that ethical issues were managed well in the study, participation
was made voluntary and participants were told they can decline at any
time. In the field, oral informed consent was obtained from participants
and was witnessed by the participant’s any elderly person who directly
related to the participant. Further, in the field, all data that could identify
participants such as names, addresses and telephone numbers were
avoided. In addition, ethical clearance (with ID number UHAS-REC
A./111/21-22) to conduct this study was sought from The Research Ethics
Committee of the University of Health and Allied Sciences, Ho, Ghana.

Results

Table 1 presents information on the socio-demographic characteristics of
the research participants. The study participants composed of 72.7%
females and 27.3% males. About sixty-four per cent (63.6%) of the
participants were between the ages of 45 and 54 years while a little above
nine per cent (9.1%) were in the 15-24; and 25-34 age groups. Regarding
education, only 9.1% of the caregivers had tertiary education compared
to 45.5% who completed secondary school. Whereas not employed was a
dominant category of employment status constituting over sixty per cent
(63.6%) of the total participants, the employed category was the least
(9.1%). Concerning religious affiliation, Christianity dominated (63.6%)
and those belonging to traditional religion were 9.1%. In terms of
caregiver relationship to the patient, about 45.5% of the participants were
spouses while 9.1% were friends. Regarding duration of care, more than
forty per cent (45.5%) have been in care for 3years while the least duration
was 4years and above constituting 9.1%. Concerning type of care
provided, health monitoring dominated constituting over forty per cent
(45.5%) while emotional support was the least (9.1%).

Variable F %
Sex
Male 108 27.3
Female 288 72.7
Age
15-24 36 9.1
25-34 36 9.1
35-44 72 18.2
45-54 252 63.6
Religion
Christianity | 252 63.6
Islam 108 27.3
Traditionalist | 36 9.1

Table 1: Socio-demographic characteristics of the research participants.

Education
None 72 | 18.2
Primary 108 | 27.3
Secondary 180 | 45.5
Tertiary 36 9.1

Employment status
Employed 36 9.1
Not employed 252 | 63.6
Self-employed 108 | 27.3
Relationship to patient

Relative 72 | 18.2
Spouse 180 | 45.5
Child 108 | 27.3
Friend 36 9.1
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Duration of care

lyear 72 | 18.2

2years 108 | 27.3

3years 180 | 45.5

4years and above 36 9.1

Type of care

Physical assistance (help with mobility and bathing) 108 | 27.3
Medication management and emotional support 72 | 18.2
Health monitoring 180 | 45.5

Emotional support 36 9.1
Total 396 | 100.0

Table 1: Continued.

Source: Fieldwork (2022)

To find answers to informal caregivers’ sentiments about caring for chronic disease patients, a number of questions were asked which span from guilt,

grief, burnout, resentment, anxiety, sadness/depression and anger/frustration.

The results are presented in Table 2.

Variable

Guilt expression

Feel regrets

Not doing enough for the

Yell at the patient and unfair treatment

Grief expression

Loss of time and future

Loss of future plans

Loss of time

Other losses that come with caring for loved ones

F %
108 | 27.3
patients 216 | 54.5
72 | 18.2
plans 108 | 27.3
180 | 45.5
72 182
36 | 9.1

Table 2: Informal Caregivers’ Sentiments about Caring for a Chronic Disease Patient.

Cause of burnout
Physical exhaustion 36 9.1
Stress 360 | 90.9
Describe your resentment

Become angry when family members fail to do more to support the caregiver | 72 | 18.2
Become angry when family members fail to do more to support the patient 216 | 545
Become angry when friends fail to do more to support the caregiver 108 | 27.3

Anxiety expression
Worry 180 | 45.5
Fear 72 | 18.2
Tension 144 | 36.4

Sadness/depression
Crying 72 | 18.2
Sad thoughts 216 | 545
changes in eating habits 108 | 27.3
Total 396 | 100.0

Table 2: Continued.

Source: Fieldwork (2022)

When participants were asked to indicate how they express their guilt
revealed that 54.5% said it is not doing enough for the patient while 18.2%
reported yelling at the patient and unfair treatment (see Table 2).
Regarding grief expression, more than forty per cent (45.5%) indicated
loss of future plans while 9.1% reported other losses that come with caring
for loved one. Whereas 90.9% indicated that their burnout is from stress
9.1% said is from physical exhaustion (see Table 2).

Nearly fifty-five per cent (54.5%) of the participants said they become
angry when family members fail to do more to support the patient while
18.2% reported they become angry when family members fail to do more
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to support the caregiver (see Table 2). Regarding anxiety expression,
about forty-six per cent (45.5%) of the participants reported worry while
18.2% indicated fear. When participants were asked to indicate what
makes them sad or depressed revealed that about fifty-five per cent
(54.5%) indicated sad thoughts while 18.2% said crying (see Table 2).

To unravel the influences informal caregivers’ sentiments, have on
willingness to care for a chronic disease patient, a number of questions
regarding willingness to care for a patient including relationship, attitude,
time spent with care recipient, commitment, and empathy were raised.
The results are shown in Table 3.
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Variable F %
Willingly care for a chronic disease patient
Yes 324 | 81.8
No 72 18.2
Total 396 | 100.0

Table 3: Willingness to Care for a Chronic Disease Patient.

Source: Fieldwork (2022)

When participants were asked to indicate whether they willingly care for
a chronic disease patient or not, the result revealed that 81.8% of the
participants answered in affirmative while 18.2% said they do not (see
Tale 3). Among the 324 participants who confirmed they willingly care
for a chronic disease patient, 44.4% said in a day, they spend less than
2hours with the patient, 33.3% intimated they spend more than 5hours
with the patient while 22.2% reported 2-5hours. Concerning how
caregivers perceive their relationship with the patient, 44.4% said it is
cordial, 22.2% said it is securely attached while 33.3% said insecure
avoidant. Among the participants that said they willingly care for a
chronic disease patient, majority (88.9%) said they have good attitude
towards the patient while 11.1% said they do not. Regarding whether
caregivers are committed to their role or not, the results revealed that

77.8% are committed to the role while 22.2% said they are not committed
to the role.

Table 4 shows Pearson’s chi-square test of independence results on the
relationship between informal caregivers’ sentiments and willingness to
care for a chronic disease patient. This analysis was conducted to test the
hypothesis there is no statistically significant relationship between
informal caregivers’ sentiments and willingness to care for a chronic
disease patient. Statistically significant relationships were found among
all the variables studied under informal caregivers’ sentiments namely:
guilt expression [p=0.001], grief expression [p=0.001], burnout
[p=0.001], resentment [0.001], sadness/depression [0.001] as well as
anxiety [0.001] and willingness to care for a chronic disease patient.

Variable Willing (%0) Not willing (%) | Total n (%) | Chi-square P-value
Guilt expression 73.333*** 0.001
Feel regrets 100.0 0.0 108(100.0)
Not doing enough for the patient 83.3 16.7 216(100.0)
Yelling at and unfair treatment of the 50.0 50.0 72(100.0)
patient
Grief expression 234.667*** 0.001
Loss of time and future plans 33.3 66.7 108(100.0)
Loss of future plans 100.0 0.0 180(100.0)
Loss of time 100.0 0.0 72(100.0)
Other losses that come with caring for 100.0 0.0 36(100.0)
loved one
Burnout 178.200*** 0.001
Physical exhaustion 0.0 100.0 36(100.0)
Stress 90.0 10.0 360(100.0)
Resentment 33.000*** 0.001
Angry with family members for not doing 100.0 0.0 72(100.0)
more to support the caregiver
Angry with family members for not doing 83.3 16.7 216(100.0)
more to support the patient
Angry with friends for not doing more to 66.7 33.3 108(100.0)
support the caregiver
Sadness/depression 113.667*** 0.001
Crying 50.0 50.0 72(100.0)
Sad thoughts 100.0 0.0 216(100.0)
Changes in eating habits 66.7 33.3 108(100.0)
Anxiety 93.500*** 0.001
Worry 100.0 0.0 180(100.0)
Fear 50.0 50.0 72(100.0)
Tension 75.0 25.0 144(100.0)

Table 4: Relationship between Informal Caregivers’ Sentiments and Willingness to Care for a Chronic Disease Patient.

Note: Row percentages in parenthesis, Chi-square significant at (0.001) ***, (0.05) **, (0.10) *

Source: Fieldwork (2022).

To analyse informal care demands, participants were asked a lot of questions including physical and psychological burden, opportunity costs, and lack

of training. The results are shown in Table 5.
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Variable F %
Physical and psychological burden you face
Basic needs, turning and repositioning the patient 72 18.2
Sleep, emotional needs, and practical needs 144 | 36.4
Pain management 180 | 455
What constitute your opportunity costs for caring for a chronic disease patient
Lose earnings 180 | 455
Lose career 72 18.2
Lose entitlements 144 | 36.4
Trained to perform the caregiving task
Yes 324 | 8138
No 72 18.2

Psychological pain experienced

Feeling overwhelmed with responsibilities 36 9.1

Sad and lonely 180 | 455
Tired and deserted 108 | 27.3
Isolation 72 18.2

What causes stress and worry to you

Spending a lot of time thinking about the loved one’s health and what will happen in the future 72 18.2
Spending a lot of time thinking about the loved one’s health 108 | 27.3
Spending a lot of time thinking about what will happen in the future 216 | 54.5
Experience financial strain
No 72 18.2
Yes 324 | 81.8
Have impaired relationships
Yes 324 | 81.8
No 72 18.8
Experience sense of hopelessness
No 36 9.1
Yes 360 | 90.9
Total 396 | 100.0

Table 5: Informal Caregivers’ Demands for Caring for a Chronic Disease Patient.

Source: Fieldwork (2022)

Participants were asked to indicate the physical and psychological burden
they face and the results revealed that 45.5% indicated pain management
while 18.2% reported basic needs, turning and repositioning the patient
(see Table 5). On what constitute caregivers’ opportunity costs for caring
for a chronic disease patient, about forty-six per cent (45.5%) indicated
lose earnings while 18.2% intimated lose career. Whereas 81.8% of the
participants said they were trained to perform the caregiving task 18.2%
reported that they were not trained (see Table 5).

Close to forty-six per cent (45.5%) of the participants reported that the
psychological pain they experience is sad and lonely while 9.1% said it is
feeling overwhelmed with responsibilities (see Table 5). Regarding what
causes stress and worry to caregivers, about fifty-five per cent (54.5%) of
the participants reported spending a lot of time thinking about what will
happen in the future while 18.2% said it is spending a lot of time thinking
about the loved one’s health and what will happen in the future. Whereas
81.8% of the participants said they experience financial strain 18.2% said
they do not (see Table 5).

Concerning whether participants have impaired relationships or not, the
results revealed that about eighty-two per cent (81.8%) of the participants
have impaired relationships while 18.2% said they do not have (see Table
5). Whereas overwhelming majority (90.9%) of the participants indicated
they experience sense of hopelessness 9.1% said they do not (see Table
5).

Table 6 presents Pearson’s chi-square test of independence results on the
relationship between informal caregivers’ demands and willingness to
care for a chronic disease patient. This analysis was run to test the
hypothesis there is no statistically significant relationship between
informal caregivers’ demands and willingness to care for a chronic
disease patient. Statistically significant relationship was found in all the
variables studied under informal caregivers’ demands namely: physical
and psychological burden encounter [0.001], what constitute opportunity
cost [0.001], trained to perform the task [0.001], psychological pain
encounter [0.001], causes of stress and worry [0.001], experience
financial strain [0.001], have impaired relationship [0.001] as well as
experience sense of hopelessness [0.001] and willingness to care for a
chronic disease patient.

Variable Willing (%) | Not willing (%) | Total n(%) Chi-Square | P-value
Physical and psychological burden face 93.500 0.001
Basic needs, turning and repositioning the patient 50.0 50.0 72(100.0)
Sleep, emotional needs and practical needs 75.0 25.0 144(100.0)
Pain management 100.0 0.0 180(100.0)
Opportunity costs 154.000 0.001
Lose earnings 100.0 0.0 180(100.0)
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Lose career 100.0 0.0 72(100.0)
Lose pension entitlement 50.0 50.0 144(100.0)
Trained to perform the caregiving task
Yes 22.2 77.8 324(100.0)
No 100.0 0.0 72(100.0)
Psychological pain encounter 105.600 0.001
Feeling overwhelmed 100.0 0.0 36(100.0)
Sad and lonely 60.0 40.0 180(100.0)
Tired and deserted 100.0 0.0 108(100.0)
Isolated 100.0 0.0 72(100.0)
What causes stress and worry to you 73.333 0.001
Spending a lot of time thinking about the loved 100.0 0.0 72(100.0)
one’s health and what will happen in the future
Spending a lot of time thinking about the loved 100.0 0.0 108(108)
one’s health
Spending a lot of time thinking about what will 66.7 33.3 216(100.0)
happen in the future
Experience financial strain 19.556 0.001
Yes 77.8 22.2 324(100.0)
No 100.0 0.0 72(100.0)
Have impaired relationship 19.556 0.001
No 100.0 0.0 72(100.0)
Yes 77.8 22.2 324(100.0)
Experience sense of hopelessness 8.800 0.001
No 100.0 0.0 36(100.0)
Yes 80.0 20.0 360(100.0)

Table 6: Relationship between Informal Caregivers’ Demands and Willingness to Care for a Chronic Disease Patient.

Note: Row percentages in parenthesis, Chi-square significant at (0.001) ***, (0.05) **, (0.10) *

Source: Fieldwork (2022).

In an attempt to unravel informal caregivers’ knowledge about willingness to care for chronic disease patients made me asked a number of questions
revolving perceived knowledge, resources and training, and caregiver confidence. The results are presented in Table 7.

Variable F %
Feel knowledgeable about providing care for the patient’s specific health needs
Yes 360 | 90.9
No 36 9.1
Have understanding of the recipient’s condition or diagnosis
Yes 324 | 818
No 182 | 72
Have adequate knowledge of emergency procedures
I have no knowledge 252 | 63.6
Have extensive knowledge 108 | 27.6
Fully trained in emergency procedures 36 9.1
Have the skills to handle the physical tasks required in caregiving
Yes 324 | 81.8
No 72 | 182
Received any formal training or education related to caregiving
Yes 396 | 100.0
Kind of formal training or education related to caregiving received
Caregiver training program 216 | 54.5
First aid/CPR certification 108 | 27.3
Condition-specific training (e.g., dementia care, diabetes management) 72 | 18.2
Need more training or information to provide better care
| feel well-prepared 36 9.1
Yes, | would attend a training program if offered 180 | 45.5
Yes, but I don’t know where to find it 72 18.2
Yes, | am actively seeking it 108 | 27.3
Specific areas of caregiving you need more knowledge or support
Medication management, pain management & nutritional needs 36 9.1
Personal care (e.g., bathing, dressing) & Legal and financial aspects of caregiving 108 | 27.3
Mental health support, & communication strategies (e.g., dealing with confusion or frustration) 252 | 63.6
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Being confident in making decisions about the patient’s care (e.g., medical, daily living)
Yes 324 | 818
No 72 | 182
Have enough support from healthcare professionals (e.g., doctors, nurses, therapists) in managing care
Yes 288 | 72.7
No 108 | 27.3
Table 7: Informal Caregivers’ Knowledge about Willingness to Care for Chronic Disease Patients.
How often do you feel overwhelmed or uncertain about providing care
Never 20 51
Often 376 | 94.9
Being likely to seek help or advice if unsure about a caregiving task or situation
Likely 360 | 90.9
Unlikely 36 9.1
Total 396 | 100.0

Table 7: Continued.

Source: Fieldwork (2022)

When participants were asked to indicate whether they feel
knowledgeable about providing care for the patient’s specific health needs
or not, the results revealed that overwhelming majority (90.9%) answered
in affirmative (see Table 7). Regarding whether participants have
understanding of the patient’s condition/diagnosis or not, the results
revealed that 81.8% believe that they have better have understanding of
the patient’s condition while 18.2% said they do not (see Table 7).

Concerning whether participants have adequate knowledge of emergency
procedures or not, the results revealed that about sixty-four per cent
(63.6%) have no knowledge while 9.1% intimated that they are fully
trained in emergency procedures (see Table 7). Whereas 81.8% of the
participants said they have the skills to handle the physical tasks required
in caregiving 18.2% reported that they do not (see Table 7). On whether
participants have received any formal training or education related to
caregiving or not, the results revealed that all the participants answered in
affirmative (see Table 7).

Regarding the kind of formal training or education related to caregiving
received, about fifty-five per cent (54.5%) of the participants reported
caregiver training program while 18.2% said it is condition-specific
training (e.g., dementia care, diabetes management). On the aspect of if
caregivers need more training or information to provide better care or not,
the results indicated that 45.5% of the participants said yes, we would
attend a training program if offered while 9.1% reported no, we feel well
prepared (see Table 7).

Concerning whether participants have specific areas of caregiving they
need more knowledge or support or not, the results revealed that about
63.6% said it is mental health support, and communication strategies (e.g.,
dealing with confusion or frustration) while 9.1% intimated medication
management, pain management, and nutritional needs (see Table 7).
Whereas majority (81.8%) of the participants indicated that they are

confident in making decisions about the patient’s care (e.g., medical, daily
living) 18.2% said they do not have that confident (see Table 7).

When participants were asked to indicate if they have enough support
from healthcare professionals (e.g., doctors, nurses, therapists) in
managing care or not, the results revealed that about seventy-three per
cent (72.7%) answered in affirmative. Whereas overwhelming majority
(94.9%) said they often feel overwhelmed or uncertain about providing
care 5.1% indicated they do not feel overwhelmed or uncertain about
providing care (see Table 7). Regarding if participants are likely to seek
help or advice if unsure about a caregiving task or situation or not, the
results revealed that 90.9% of the participants said it is likely while 9.1%
said it is not likely (see Table 7).

Table 8 presents Pearson’s chi-square test of independence results on the
relationship between informal caregivers’ knowledge and willingness to
care for a chronic disease patient. This analysis was run to test the
hypothesis there is no statistically significant relationship between
informal caregivers’ knowledge and willingness to care for a chronic
disease patient. Statistically significant relationship was found in all the
variables studied under informal caregivers’ knowledge namely: Feel
knowledgeable about providing care for the patient’s specific health needs
[0.003], have understanding of the recipient’s condition or diagnosis
[0.001], have adequate knowledge of emergency procedures [0.001], have
the skills to handle the physical tasks required in caregiving [0.001], kind
of formal training or education related to caregiving received [0.001],
need more training or information to provide better care [0.001], specific
areas of caregiving needs more knowledge [0.001], confident in making
decisions about the patient’s care [0.001], have enough support from
healthcare professionals [0.001] as well as feel overwhelmed about
providing care [0.003] and willingness to care for a chronic disease
patient.

Variable

Willing

Not willing Total n (%) | Chi-square | P-value

Feel knowledgeable about providing care for the
patient’s specific health needs

8.800*** 0.003

No 100.0

0.0 36 (100.0)

Yes 80.0

20.0 360(100.0)

Have understanding of the recipient’s condition
or diagnosis

59.889 0.001
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Yes 89.9 111 324(100.0)
No 50.0 50.0 72(100.0)
Have adequate knowledge of emergency 50.286 0.001
procedures
I have no knowledge 71.4 28.6 252(100.0)
Have extensive knowledge 100.0 0.0 108(100.0)
fully trained in emergency procedures 100.0 0.0 36(100.0)
Have the skills to handle the physical tasks 19.556 0.001
required in caregiving
Yes 77.8 22.2 324(100.0)
No 100.0 0.0 72(100.0)
Kind of formal training or education related to 33.000 0.001
caregiving received
Caregiver training program 83.3 16.7 216(100.0)
First aid/CPR certification 66.7 33.3 108(100.0)
Condition-specific training (e.g., dementia care, 100.0 0.0 72(100.0)
diabetes management)
Need more training or information to provide 81.400 0.001
better care
| feel well-prepared 100.0 0.0 36(100.0)
Yes, | would attend a training program if offered 80.0 20.0 180(100.0)
Yes, but I don’t know where to find it 50.0 50.0 72(100.0)
Yes, | am actively seeking it 100.0 0.0 108(100.0)

Table 8: Relationship between Informal Caregivers’ knowledge and Willingness to Care for a Chronic Disease Patient.

Specific areas of caregiving need more knowledge 50.286 | 0.001
Medication management, pain management and nutritional needs | 100.0 | 0.0 | 36(100.0)
Personal care (e.g., bathing, dressing), and Legal and financial 100.0 | 0.0 | 108(100.0)
aspects of caregiving
Mental health support, & Communication strategies (e.g., dealing | 71.4 | 28.6 | 252(100.0)
with confusion or frustration)
Confident in making decisions about the patient’s care 19.556 | 0.001
Yes 77.8 | 22.2 | 324(100.0)
No 100.0 | 0.0 | 72(100.0)
Have enough support from healthcare professionals 22.917 | 0.001
Yes 87.5 | 12.5 | 288(100.0)
No 66.7 | 33.3 | 108(100.0)
Feel overwhelmed about providing care
Often 80.0 | 20.0
Never 100.0 | 0.0

Table 8: Continued.

Note: Row percentages in parenthesis, Chi-square significant at (0.001) ***, (0.05) **, (0.10) *

Source: Fieldwork (2022).
Discussion

Informal caregivers’ sentiments and willingness to care for a chronic
disease patient

The study attempted to unravel sentiments, demands and knowledge of
informal caregivers towards their willingness to care for patients with
chronic disease. Participants demonstrated utmost knowledge on their
sentiments. It appeared that participants express their sentiment in guilt in
various ways thus felt not doing enough for the patient, yelling at the
patient and unfair treatment. The reason for participants accommodating
that they feel they do not do enough for the patient could probably be that
they do not avail themselves all the time due to numerous responsibility
they attend to during the day. This finding confirms Perach, Read, Hicks,
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Harris, Rusted, Brayne et al.’s (2023) study that the caregiver endeavours
to provide care that ensures optimal quality of life for the patient.
However, it might result in a compromised quality of life for the patient.
Further, participants that intimated that they yell at the patient and treat
them unfairly reason could probably be that they are fed up with the
patient due to persistence frustration and loss of hope in the patient’s
condition. The study revealed that caregivers express their grief in loss of
future plans. The reason for this finding could be that those caregivers do
not get the time to build upon their future plans and that they presume if
such continues, their future might be threatened. Again, it could be that
such caregivers spend a lot on the patient which makes them to think that
they might be able to realise their future plans.
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The study brought to the fore that majority of the caregivers’ experience
burnout largely from stress. The reason for this finding could be that
caregivers are mostly occupied with responsibility and that they do not
get time to rest. This finding affirms Perach, Read, Hicks, Harris, Rusted,
Brayne et al’s (2023) study that isolation and diminished social
interactions due to the additional demands on caregivers time and energy
can contribute to stress. Hence, impacting the quality of life for both
caregivers and care-recipients. It emerged in the study that caregivers
become angry when family members fail to do more to support the
patient. The reason for this finding could be that it is only the caregivers
that bear the expenses of the patient as a result of that they find
disappointment among the patient’s family members. This finding is in
line with a study by Okikiade Oyegbile (2024) that family members may
offer support when the caregiving journey begins but may dissipate as the
condition worsens or does not improve and the care needs intensify.

It was unearthed that caregivers’ express anxiety whenever they are
worried. The reason for this finding could probably be that when
caregivers realise that they are not getting support from family members
of the patient, they become worried which eventually perpetuate anxiety
among them. Further, it could be that these caregivers think about their
future and they come into terms that there is no way they can realise their
future plans which makes them to be anxious. This finding is in line with
Caputo’s (2021) study that informal caregivers can experience a variety
of emotions such as anger at being forced to provide care and having to
give up work.

Participants demonstrated fare knowledge about what makes them to be
sad/depressed. The most cited was sad thoughts, changes in eating habits
and crying. The reason for this finding could probably be that they are
always left alone with the patient which eventually makes them to always
confined in the house and become lonely hence, they cannot meet with
friends to enjoy the beauty of the day. It could also mean that these
caregivers do not get any social support, encouragement and warmth from
others which could wipe of their tears and motivate them in their
pursuance of their duty. This finding corroborates to Zhang, Sun and
Yao’s (2023) study that social interactions with family and friends can
also be compromised, with intense and prolonged caregiving hence
excludes informal caregivers from participating in social
interactions/events, including religious and cultural ceremonies, which
they may previously have been enjoying.

Statistically significant relationship was found between informal
caregivers’ sentiments and willingness to care for a chronic disease
patient therefore, the null hypothesis was not confirmed. This finding
motivated me to have a confidence that an effect or pattern exists, and it
made sense to me to do further analysis of the data to discover what the
effect or pattern seems to be. However, it was unfortunate that in the
binary logistic regression, none of the variables studied under sentiments
was significant.

Informal caregivers’ demands and willingness to care for chronic
disease patient

As the study tries to analyse caregivers demands towards willingness to
care for a chronic disease patient revealed pain management; basic needs,
turning and repositioning the patient. The reason for this finding could
probably be that pain management; basic needs, turning and repositioning
the patient drain caregivers a lot and that do not permit them have time to
attend to other duties let alone to have time for themselves. Participants
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cited lose earnings and lose career as opportunity costs for caring for a
chronic disease patient. The reason for this finding could be that
caregivers do not get time to perform other activities which could earn
them something likewise they do not get the time to indulge in any career
venture which they can hold onto for their daily bread in the future. The
overwhelming majority that intimated they were trained to perform the
patient caregiving task reason could probably be that such training was
carried out at out-patient department. It could also me that such caregivers
are professional nurses and that knew the practices involving caring for a
chronic disease patient.

It was revealed that the psychological pain caregivers experience is
sadness and loneliness and feeling overwhelmed with responsibilities.
This signifies that caregivers are always in a dilemma due to the workload
on them. Further, it could be that the workload does not permit them make
friends which affect their social life. Spending a lot of time thinking about
what will happen in the future and spending a lot of time thinking about
the loved one’s health and what will happen in the future are the causes
of stress and worry to caregivers. The reason for this finding could be that
caregivers are in suspense about what will be the outcome of their
patient’s health hence each day what they observe about their patient
health status does not motivate them. This finding is in line with a study
by Hawkley and Cacioppo (2010) study that family caregivers are often
so overwhelmed with caregiving that they do not have the time to engage
socially with people in the community or the energy to participate.

It was revealed that majority of the caregivers experience financial strain.
The reason for this finding could probably mean that these caregivers are
overburdened financially and do not have any occupation that provides
them with income on daily or monthly bases. This finding is in line with
Martins, Rocha, Monteiro, Barbosa, Cardoso, de Oliveira da Silva et al.’s
(2023) study that the financial strain of caregiving to a chronically sick
person can be significant, due to the cost of treatments and medications,
and home care products associated with personal hygiene or specialized
food. Impaired relationships and experiencing hopelessness were found
to be some of the caregivers demands. The reason for this finding could
be that caregivers do not get the time to make friends which has affected
their social life and makes them feel hopeless in life. This finding
corroborates to Lwi, Ford and Levenson’s (2023) study that experiencing
loneliness is a common outcome of caregiving due to the substantial time
and effort it required to provide care, often around the clock.

Statistically significant relationship was found between informal
caregivers’ demands and willingness to care for a chronic disease patient.
Therefore, the null hypothesis was rejected. The rejection of the null
hypothesis confirmed that pattern or effect exist among the explanatory
variables studied under caregivers’ demands and willingness to care for a
chronic disease patient which calls for further analysis. Unfortunately, no
statistically significant relationship was found between the explanatory
variables and the outcome variable.

Informal caregivers’ knowledge and willingness to care for a chronic
disease patient

Assessment of caregivers’ knowledge towards willingness to care for
chronic disease patient revealed that caregivers feel knowledgeable about
providing care for the patient’s specific health needs. The reason for this
finding could be that caregivers have practiced caregiving for long and
that are experienced when it comes to caring for the chronic disease
patient. This finding is in line with Sarakshetrin, Ekkarat, Chinkhanaphan
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and Samphawamana’s (2015) study that caregivers are more confident in
caring for the elderly with hypertension when they have more knowledge.
Majority of the caregivers claimed they have understanding of the
patient’s condition/diagnosis and have adequate knowledge of its
emergency procedures. It could be that these caregivers have lived long
with the patient and that have understood the signs and symptoms
surrounding the condition/diagnose which they are also abreast of the
emergency procedures. Therefore, if the condition escalates, they are
equal to the task.

Caregivers ascribed that they have the skills to handle the physical tasks
required in caregiving. The reason for this finding could be that they have
been trained on how to discharge their duties as caregivers. All the
caregivers cited that they have received a formal training related to
caregiving. The reason for this finding could be that healthcare providers
do well to train who so ever accompany a chronic disease patient to
hospital. Though, some caregivers opted that they would attend a training
program if offered. The reason for this finding could be that the caregivers
are not satisfied with the training they have had and that lacks some basic
skills concerning patient’s caregiving.

Caregivers intimated that they have enough support from healthcare
professionals (e.g., doctors, nurses, therapists) in managing care. The
reason for this finding could be that healthcare professionals willingly
provide support to informal caregivers whenever the need arises.
Overwhelming majority express that they often feel overwhelmed or
uncertain about providing care. The reason for this finding could be that
these caregivers lack the skill and the enthusiast to care for a sick person.
Caregivers remarked that they are likely to seek help or advice if they are
not sure about a caregiving task or situation. The reason for this finding
could probably be that these caregivers do not want to make mistakes in
discharging of their duties.

Statistically significant relationship was found between informal
caregivers’ knowledge and willingness to care for a chronic disease
patient. Therefore, the null hypothesis was nullified. The implication for
this finding was that the variables studied under informal caregivers’
knowledge were not independent of each other.

Conclusions

The study was conducted cross-sectionally and lends itself to descriptive
survey plan. The study recruited 396 participants with the help of
systematic sampling technique. Statistically significant relationship was
found in all the hypotheses postulated in the study. Namely: informal
caregivers’ sentiment, informal caregivers’ demands as well as informal
caregivers’ knowledge and willingness to care for chronic disease patient.
The study recommends that informal caregivers should endeavour to have
time for their health while caring for the patient.

Acknowledgements

I thank the respondents for sacrificing their time to take part in the study
and the research assistants for helping in the data collection.

Declaration
Ethical Approval

Ethical approval (with ID number UHAS-RCE A./10/111/21-22) to
conduct the study was taken from the Research Ethics Committee of the
University of Health and Allied Sciences, Ho, Ghana.

Auctores Publishing LLC — Volume 5(6)-166 www.auctoresonline.org
ISSN: 2768-2757

Copy rights@ Anthony Edward Boakye,

Consent to participate in the Study

In the field, verbal consent was taken before a participant could take part
in the study.

Consent to Publish

Participants were told that the study was strictly academic and that the
results would be published for the purposes of contributing to building
academic literature.

Competing Interests

No competing interest existed.

Funding

The study was self-funded

Availability of Data and Materials

The data is only available to the author hence it was a primary data.
References

1. Althubaiti, A. (2022). Sample size determination: A practical
guide for health researchers. J Gen Fam Med. 24(2), 72-78.

2. Bahrami, M., & Nasiri, A. (2024). Behind the scenes of
caregiving in patients with advanced cancer: A qualitative study
on family caregivers. Asia-Pacific Journal of Oncology
Nursing. 11, 100330, 1-7.

3. Bhardwaj, P. (2019). Types of Sampling in Research. Journal
of the Practice of Cardiovascular Sciences 5(3), 157-163,

4. Blumenthal, D., & Jena, A.B. (2013). Hospital value-based
purchasing. Journal of Hospital Medicine, 8, 271-277.

5. Boulazreg, S., & Rokach, A. (2020). The Lonely, Isolating, and
Alienating Implications of Myalgic Encephalomyelitis/Chronic
Fatigue Syndrome. Healthcare (Basel). 8(4):413.

6. CancerCare (2022). Cancer Caregivers: National Research
Report on Shared Treatment Decision-Making. New York.

7. Capili, B. (2021). Cross-Sectional Studies. Am J Nurs.
121(10):59-62.

8. Caputo A. (2021). The emotional experience of caregiving in
dementia: Feelings of guilt and ambivalence underlying
narratives of family caregivers. Dementia. 20(7), 2248-2260.

9. Chugian, C. (2019). Professional Grief and Burnout. In: Gu, D.,
Dupre, M. (eds) Encyclopedia of Gerontology and Population
Aging. Springer, Cham.

10. de Jong, L., Stahmeyer, J.T., Eberhard, S., et al. (2021).
Willingness and preparedness to provide care: interviews with
individuals of different ages and with different caregiving
experiences. BMC Geriatr 21, 207 (2021).

11. Fujinami, R., Sun, V., Zachariah, F., Uman, G., Grant, M., &
Ferrell, B. (2015). Family caregivers’ distress levels related to
quality of life, burden, and preparedness. Psychooncology.
24(1), 54-62. https://doi.org/10.1002/pon.3562.

12. Ghana Health Service (June 2017). Family Health Division:
2016 Annual Report. Ghana Health Service: Ghana: 1-78.

13. Giulia, F., Mikotaj Z., Pierre G., Saif, E., Val, M., et al. (2023).
Does willingness to care fluctuate over time? A weekly diary
study among informal caregivers, Psychology & Health,

14. Golden, S., et al. (2021). Landscape of Caregiving Innovations
Findings and Recommendations.

Page 11 of 13



J. Clinical Surgery and Research

15.

16.
17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

217.

Hawkley, L.C., & Cacioppo, J.T. (2010). Loneliness matters: A
theoretical and empirical review of consequences and
mechanisms. Annals of Behavioural Medicine. 40:218-227.
Inormus (2015). KATH (Komfo Anokye Teaching Hospital).
Komfo Anokye Teaching Hospital (2022). Komfo Anokye
Teaching Hospital.

Krejcie, R. V., & Morgan, D. W. (1970). Table for determining
sample size from a given population. Educational and
Psychological Measurement, 30, 607-610.

Litzelman, K., Blanch-Hartigan, D., Lin, C.C., & Han, X.
(2017). Correlates of the positive psychological byproducts of
cancer: role of family caregivers and informational support.
Palliat Support Care. 15(6), 693-703.

Lwi, S.J., Ford, B.Q., & Levenson, RW. (2023). Cultural
differences in caring for people with dementia: A pilot study of
concern about losing face and loneliness in Chinese American
and European American caregivers. Clinical Gerontologist.
46(2), 207-222.

Martin, C., Shrestha, A., Burton, M., Collins, K., & Wyld, L.
(2019). How are caregivers involved in treatment decision
making for older people with dementia and a new diagnosis of
cancer? Psychooncology. 28(6), 1197-1206.

Martins, G., Rocha, L.A., Monteiro, D.Q., Barbosa, G.C.,
Cardoso, A.M., et al. (2023). The burden of caregivers: How
the characteristics of the elderly and their caregivers articulate.
UERJ Nursing Journal/Revista Enfermagem UERJ. 31:1-8.
Martinez-Mesa, J., Gonzélez-Chica, D.A, Duquia, R.P.,
Bonamigo, R.R., & Bastos, J.L. (2016). Sampling: how to select
participants in my research study? An Bras Dermatol.
91(3):326-330.

Methi, F., Nes, R.B., Skirbekk, V. et al. (2024). The double-
edged sword of becoming a caregiver: dynamic impact on four
dimensions of well-being in Norway. BMC Psychol. 12, 120.
Ministry of Health (2022). Komfo Anokye Teaching Hospital.
Moghaddam, Z.K., et al. (2023). Caregiving burden,
depression, and anxiety among family caregivers of patients
with cancer: An investigation of patient and caregiver factors.
Front. Psychol., Sec. Psycho-Oncology, 14 - 2023

Molassiotis, A., & Wang, M. (2022). Understanding and
Supporting Informal Cancer Caregivers. Curr Treat Options
Oncol. (4), 494-513.

Auctores Publishing LLC — Volume 5(6)-166 www.auctoresonline.org
ISSN: 2768-2757

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

Copy rights@ Anthony Edward Boakye,

Najafi Ghezeljeh, T., Rezaei, M., Keyvanloo Shahrestanaki, S.,
& Sheikh Milani, A. (2023). Exploring family caregiver
challenges in caring for patients with COVID-19 in intensive
care units. Front Public Health. 11, 1057396.

Nwobodo, E.P., Strukcinskiene, B., Razbadauskas, A.,
Grigoliene, R., & Agostinis-Sobrinho, C. (2023). Stress
Management in Healthcare Organizations: The Nigerian
Context. Healthcare (Basel). 11(21), 2815.

Okikiade Oyegbile, Y. (2024). Informal Caregiving: The
Lonely Road Traveled by Caregivers in Africa. IntechOpen.
Park, S.S. (2021). Caregivers' Mental Health and Somatic
Symptoms During COVID-19. J Gerontol B Psychol Sci Soc
Sci. 76(4), e235-e240.

Perach, R., Read, S., Hicks, B., Harris, P.R., Rusted, J., Brayne,
C., et al. (2023). Predictors of loneliness during the Covid-19
pandemic in people with dementia and their carers in England:
Findings from the DETERMIND-C19 study. Aging & Mental
Health. 27(3), 521-532.

Sarakshetrin, A., Ekkarat, C., Chinkhanaphan, C., &
Samphawamana, O. (2015). Competency development of
community in caring for persons with hypertension: a case
study in Surathani province. Rama Nurs J. 21(1), 110-121.
Schulz, R., & Sherwood, P.R. (2008). Physical and mental
health effects of family caregiving. Am J Nurs. 108(9
Suppl):23-7; quiz 27.

Schneider, L., et al. (2023). Supporting a Loved One Through
a Serious Diagnosis. Cancer, Mental and Behaviour Health, 1-
10.

Theng, B., Tran, J.T., Serag, H., Raji, M., Tzeng, H.M., et al.
(2023). Understanding ~ Caregiver ~ Challenges: A
Comprehensive Exploration of Available Resources to
Alleviate Caregiving Burdens. Cureus. 15(8), e43052.

Wang, X., & Cheng, Z. (2020). Cross-Sectional Studies:
Strengths, Weaknesses, and Recommendations. Chest.
158(1S), S65-S71.

Wilk, C., & Petrinec, A. (2021). Caregiver willingness to
provide care in the ICU: A concept analysis. Nurs
Forum;56(3):684-692.

Zhang J, Sun X, & Yao A. (2023). Use of home and
community-based services and loneliness in older people with
functional limitations: A cross-sectional study. BMC
Psychiatry.;23(1):1-9.

Page 12 of 13



J. Clinical Surgery and Research Copy rights@ Anthony Edward Boakye,

Ready to submit your research? Choose Auctores and benefit from:
This work is licensed under Creative

= Commons Attribution 4.0 License fast, convenient online submission
rigorous peer review by experienced research in your field
rapid publication on acceptance
authors retain copyrights

unique DOI for all articles
immediate, unrestricted online access

To Submit Your Article Click Here: Submit Manuscript

YV VYV VYYVY

DOI:10.31579/2768-2757/166
At Auctores, research is always in progress.

Learn more https://www.auctoresonline.org/journals/journal-of-clinical-
surgery-and-research

Auctores Publishing LLC — Volume 5(6)-166 www.auctoresonline.org
ISSN: 2768-2757 Page 13 of 13


file:///C:/C/Users/web/AppData/Local/Adobe/InDesign/Version%2010.0/en_US/Caches/InDesign%20ClipboardScrap1.pdf
https://www.auctoresonline.org/submit-manuscript?e=85
https://www.auctoresonline.org/journals/journal-of-clinical-surgery-and-research
https://www.auctoresonline.org/journals/journal-of-clinical-surgery-and-research

