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ABSTRACT

Background: Heart failure is incurable disease and patients often have an ongoing decline once
diagnosed. The symptoms of heart failure may impair the ability of patient to perform activities of
daily living. As heart failure progresses, patients normally increase their reliance on family caregivers.
Aims: This paper explored the informational needs and related problems of family caregivers of heart
failure patients as a part of the findings of a study exploring experiences of family caregivers in the
caregiving situation. Setting and Design: Using a qualitative design, 19 family caregivers from three
educational hospitals in Isfahan, Iran, were recruited. Materials and Methods: Participants were
selected by purposive sampling. Data were collected through semi-structured interviews. Interviews
were transcribed verbatim and analyzed concurrently. Results: Four major themes were emerged
from the analysis of the transcripts: “Lack of care-related knowledge”, “Inaccessibility to responsible
source of information”, “Lack of guidance from healthcare team” and “caring with ambiguity due to
unpredictable nature of the disease”. Caregivers believed that they did not have the basic knowledge
related to disease and medication administration. They received little guidance and support from
the health care team on the caregiving roles. They experienced high level of ambiguity and stress
in caregiving tasks due to lack of care-related knowledge and unpredictable nature of disease.
Conclusion: The care, which was performed by the caregivers of HF patients, is beyond of their
knowledge, capabilities, and resources. Nurses and other healthcare providers can use the findings
of this study to develop effective educational and supportive programs to facilitate these needs.
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INTRODUCTION

Heart failure (HF) is a chronic disease resulting from a
functional cardiac disorder, which impairs the ventricles’ ability
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to pumping blood.! It is estimated that 15 million people in
Europe and more than 5.8 million people in the United States
suffer from HE??! According to the Iranian Health Ministry’s
Management Center for Non-Communicable Diseases, the
number of patients living with HF will increase to 3500 cases
per 100,000 people in the near future.® Patients may
become unable to continue self-care and require caregiving
as heart failure progresses. Millions of family members
are serving as caregivers for patients with HEP7 Family
caregivers may have a high-extended range of duties, such
as medication administration, symptom monitoring, bathing,
and transportation of HF patients, which require adequate
care-related knowledge, capabilities, and resources.’®”! Family
caregiving is an essential factor to the health of each country.
Without family caregivers, the healthcare system would be
unable to meet the needs of chronically ill patients such as
HEP Availability and training of family caregivers of HF
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patients have a considerable impact on professional care
delivery, health care and family costs reduction.?®" In
Iran, despite the growing prevalence and incidence of HE
little is known about the challenges and needs of HF family
caregivers in the caregiving situation. There are no supportive
and educative resources for them in the current health
care system. Iranian nursing studies about the HF context
specifically focus on the patients’ care, while considering the
patients’ families and their needs are necessary as well. For
example, researchers have studied the quality of life,!'!! the
learning needs,!'” the self-care knowledge of HF patients,!!!
and the application of the readmission caring model to control
complications of patients with congestive heart failure.

Furthermore, many studies about the HF family caregivers’
needs have been conducted at western countries especially
in the USA, which showed several informational needs of HF
caregivers.'*1% Pinquart and Sérensen!'”! and Dunbar® were
asserted that family roles and needs in the family caregiving
situation were influenced by socio-cultural factors and
worldviews.!>!7!

To develop effective programs to help the caregivers, and
to measure effectiveness of programs to promote caregivers’
care-related capabilities, we need an understanding of
the characteristics of the caregiving needs among various
ethnic groups and societies. Therefore, the researchers were
interested to explore the informational needs and related
problems of family caregivers of heart failure patients as a
part of the findings of a study exploring experiences of family
caregivers in the caregiving situation.

MATERIALS AND METHODS

This inquiry as a part of a PhD dissertation was conducted by
a qualitative content analysis approach in order to present an
authentic insight into peoples’ experiences. Current study was
conducted at three educational hospitals in Isfahan, Iran, which
are the main centers for cardiovascular disease treatment.
Nineteen family caregivers were selected purposively after
obtaining written; informed consent from all of them. They
were 18 years or older and they were primary caregivers with
several months experience in caregiving. They did not serve as
a caregiver for other family members concurrently. Caregivers
with physical or psychological disorders and inability to
communicate were excluded from the study.

The staff of the cardiac wards helped the researchers by
introducing caregivers who were able to describe their
experiences. Those who were invited to participate in the
study represented a maximum variation in demographic data
and their experiences in the caregiving situation.

Data were collected through semi-structured interviews from
February to June 2012. All interviews took place in a private
setting, which was selected by the participants; 16 interviews
at the hospital, and three interviews were conducted at the
participants’ work place. Each interview began with an open

question: “Tell me about your experiences in caring of this
patient.” The next questions were based on the participant’s
response to the first question, for example “Explain about
your needs in the caring situation,” or “Tell me about your
problems in the caring situation. The interviews lasted
between 23 and 60 min; all of them were recorded using a
digital audio system and transcribed verbatim.

The research process was based on the inductive reasoning
and the data collecting continued until no new information
were emerged. Data saturation was achieved thorough
19 interviews.

The data were analyzed thematically in order to identify major
themes and to reflect the participants’ experiences.!'8! The
data collection and analysis were carried out concurrently. It
began with the first interview, which leads the researchers to
ask more probing questions in the subsequent interviews.

The data analysis began by reading the transcripts several times
and comparing with the recorded data to ensure the accuracy
of the transcription. Then, using constant comparative data
analysis, each transcript was coded individually. The codes
were compared to identify similarities and differences.['” In
order to form subthemes and themes, the similar codes were
grouped together.

This study applied Denzin and Lincolns™ model of
trustworthiness.”® Credibility was enhanced through the
prolonged engagement with the caregivers, discussion
of findings among the research team, and checks the
transcripts codes with all of the participants. Transferability
was strengthened using maximum variation in selecting
the participants from three hospitals. Confirmability was
enhanced through the reflective memos to develop an audit
trail of the research activities that were made through the
research process. Dependability was strengthened by engaging
three experienced co-researchers in data analysis.

The Ethics Committee of Isfahan University of Medical
Sciences approved the study. The participants were received
verbal and written information about the purpose of the
study. They were free to withdraw from the study at any time.

RESULTS

In total, 19 family caregivers participated in the study. Their
mean age was 42 years (range from 20-50 years). A majority
of them was female (78.94%), married (57.89%), and was
patients’ daughter or spouse (68.41%) with primary and middle
year of education (63.15%). The mean time that the caregivers
enrolled to care the patient was 8.5 hours (range, 1-15 hour) per
day [Table 1]. The overall analysis of the data produced the four
following themes based on the participants’ information needs
in the caregiving situation: “lack of care-related knowledge”,
“inaccessibility to responsible source of information”, “lack of
guidance from healthcare team” and” caring with ambiguity
due to unpredictable nature of the disease” [Table 2].
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Table 1: Characteristics of family caregivers of patients

with heart failure
Characteristics Number and percentage

of participants

Age (years)

20-30 5(26.31)

31-40 6 (31.57)

41-50 8 (42.10)
Gender

Female 15 (78.94)

Male 4 (21.05)
Marital status

Married 11 (57.89)

Single 8 (42.10)
Relationship to patient

Spouse 5(26.31)

Patients’ daughter 8(42.10)

Patients’ son 3(15.78)

Other relatives 3(15.78)
Education level

University studies 4 (12.05)

High school 3(15.78)

Middle year 2 (10.52)

Primary 10 (52.63)
Employment status

Homemaker 12 (63.15)

Employed 4 (21.05)

Unemployed 3(15.78)
Length of caring (Hour per day)

1-5 4 (21.05)

6-10 8 (42.10)

11-15 7 (36.84)

Table 2: Information needs of caring for patients with

heart failure in perspective of Iranian family caregivers

Theme Sub-themes
Lack of care-related Lack of knowledge about the disease,
knowledge lack of knowledge about the drugs and

medication administration, and caring
with empirical and traditional knowledge

Lack of certain and responsible source
of information, ignored caregivers in
healthcare system, and conflicting
information

High workload of health care team, and
insufficient interaction between family
and health care team

Unstable and threatening nature of

the disease, unknown response to
treatment, and caring with high level of
stress in emergencies”

Inaccessibility to
responsible source
of information

Lack of guidance
from healthcare
team

Caring with
ambiguity due to
unpredictable nature
of the disease

Lack of care-related knowledge

This was a major theme in explaining the concept of family
caregivers’ informational needs. The subthemes of this
theme were “lack of knowledge about the disease”, “lack of
knowledge about the drugs and medication administration”,
and “caring with empirical and traditional knowledge”.
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Lack of knowledge about the disease

Most of the participants noted that they did not have the
basic knowledge about the disease, sign and symptoms,
prognosis and complications.

I had known his heart did not work well, but I did not know
what his problem is actually. Why his breath shortened at
night or his leg swallowed constantly... (caregiver 3).

Another participant said: Sometimes I ask myself, why
his condition gets worse day-to-day despite of all of the
treatments ... perhaps, it may not be therapeutic, and the
rest of his body will be damaged (caregiver 06).

Lack of knowledge about the drugs and medication
administration

Family caregivers stated that they did not have the basic
knowledge about the drugs side effects, and medication
administration. They believed that their patients have a
multiple drugs on several times, which will confuse them
when they want to give on patients.

We have a cabinet, which is full of the cardiac drugs at home.
Because they are too many, I do not know the names. I do not
know about the side effects when I give them (caregiver 9).

Due to the family caregivers’ knowledge deficit about the drugs,
despite of appearing the side effects of drugs, they continued
giving the drugs and finally the patient was referred to the
hospital with severe drug side effects such as hemorrhage or
cardiac arrhythmia. For example, one caregiver said:

A few days ago, I saw several blood spots under the skin of
her hands. I did not know these are related to what. We have
transferred her to the hospital due to her nose bleeding. In
the hospital, I realized that Warfarin could cause bleeding and
even death to the patient (caregiver 7).

Caring with personal and traditional knowledge

Caregivers noted that their little care-related knowledge
was formed during the patient care and in many cases; they
are not sure about the accuracy of their activities on the
caregiving situation.

I had learned a few things gradually. I care for her using my
own experiences, some times; I think that my care is incorrect
and therefore she is getting worse (caregiver 13).

Inaccessibility to responsible source of information
This is another theme. The subthemes of this theme were “lack
of certain and responsible source of information”, “ignored
caregivers in healthcare system” and” conflicting information”.

Lack of certain and responsible source of information
Although most of the caregivers attempted to receive more
care-related information especially in the hospital, but this

need usually remained unmeet:
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We has been hospitalized him on different hospitals several times.
However, there is no certain place for us, which we will refer
to it and ask our questions about the caregiving (caregiver 9).

Ignored caregivers in healthcare system

Caregivers believed that the healthcare teams have a lot to
do and were unable to pay attention on the caregivers’ needs.
According to them, the healthcare team more follows the
patient needs and usually forgets the family.

In the hospital, no one listen to us...I asked them [the
healthcare team] how to help him to be healthy again? ...But
nobody considers our questions...It seems like that we have
been forgotten (caregiver 19).

Unreliable information

Caregivers believed that due to lack of certain and responsible
source of information, they have to capture care-related
information from all possible ways. This information often is
inconsistent and lead to caregivers’ uncertainty in caregiving.

When I ask a same question about my patient’s condition
such as her shortness of breath. I receive a different answer
from each of them. I do not know about the correct
answer (caregiver 16).

Lack of guidance from healthcare team

Another derived theme from the experiences of caregivers was
lack of guidance from the healthcare team. The subthemes
of this theme were “high workload of health care team” and
“insufficient interaction between family and health care team”.

High workload of health care team

Caregivers noted that due to high workload of medical staffs,
and the large number of patients, which were admitted to the
governmental hospitals, the staffs did not have enough time
for considering the caregivers’ challenges.

The number of patients is very much in comparison of the
number of medical staffs in the governmental hospitals. They
have little time for each patient (caregiver 17).

Insufficient interaction between family and health care team
Caregivers believed that the level of interaction between
them and health care team is not adequate for eliminating
the caregivers’ informational needs. Moreover, they noted
that due to managerial barriers, they could not stay at patient
room during patient’s visit and they are not sufficiently aware
of their patient’s condition.

When doctor come here for patients’ visit, they tell us” please exit
from the ward until the doctor finishes the visits”. I want to know
how and where we should aware from our patients’ condition.
Without this how I can care him at home (caregiver 12).

Caring with ambiguity due to unpredictable nature
of the disease

This is another theme. The sub themes of this theme were
“unstable and threatening nature of the disease”, “unknown

response to treatment” and “caring with high level of stress in
emergencies”.

Unstable and threatening nature of the disease

Caregivers noted that the patients’ condition and their signs
and symptoms were changing continuously and they did not
know how to manage emergencies such as severe dyspnea and
blood pressure crisis.

Sometimes, when he is sleeping, I take a mirror over his
mouth to be sure that he is breathing or when I want to
cook; I will lay his bed in the kitchen to check his chest’s
movements (caregiver 3).

Unknown response to treatment

Due to prolongation of the treatments process and progresses
of patients’ impairments, caregivers noted to a feeling of
doubt and indecision regarding the ongoing treatment of
their patients.

I don’t know how many years treatment should be continued, it
may be cured by drugs or need to heart surgery (caregiver 13).

Caring with high level of stress in emergencies

Caregivers believed due to care-related knowledge deficit
they do not know how manage the patients’ needs especially
in the emergency such as chest pain, dyspnea, and drugs side
effects.

When his breathing is shortened, I think that this is his last
breaths and my patient may be lost at any moment. I have a
lot of stress and I do not know what to do (caregiver 19).

DISCUSSION

This is the first qualitative study that explored the
informational needs and related problems of family caregivers
of heart failure patients as a part of study exploring experiences
of family caregivers in the caregiving situation; it is aimed
to provide a deeper understanding of their challenges on
caregiving situation.

As presented in the results, four main themes were derived.
Lack of care-related knowledge formed an important element
of the informational needs of family caregivers of heart
failure patients. This common type of caregivers’ knowledge
deficit reflected the need for information that usually must
be provided by healthcare team about the disease, drugs,
medication administration, and caregiving tasks. In this study,
lack of knowledge about the disease, drugs and medication

administration were similar to the findings of the previous
studies.[1+1621]

Moreover, caring with personal and traditional knowledge
was a new finding in this study that contributed to more
caregivers’ distress and uncertainty about the accuracy of
their activities in the caregiving situation. Several studies
concluded that caregivers did not know how to assume the
caregiving roles and they were not familiar with the type and
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amount of care, which was needed. These studies mentioned
that caregivers required sufficient care-related knowledge
to provide safety care, to cope with caregiving roles, and to
reduce their distress.!'>?2%!

Another important issue as a new finding was inaccessibility to
responsible source of information that emerged in this study.
Although most of the caregivers wanted to achieve more
care-related information especially in the medical centers,
but due to absence of certain educative and supportive
center for them, this need usually remained unmeet. Thus,
caregivers have little chance to receive reliable information
and caregiving was continued with personal knowledge and
uncertainty. Caregivers believed that existence of a family
care center in the hospitals when their patients are admitted
is a very practical way for providing them more caregiving
information. The provision of appropriate care-related
knowledge to family caregivers could be a crucial step towards
reducing caregivers’ uncertainty and stress that would
improve the quality of caregiving.*”

Another important theme was lack of guidance from
healthcare team that emerged in this study which was similar
to the findings of previous studies. In Iran, most of the HF
patients are admitted in governmental hospitals where,?*
there is a lot of workload and lack of time; therefore,
the healthcare team has little opportunity to address the
caregivers’ informational needs and challenges of caregiving.
This thread identifies the need to establish a family center
care in order to enhance the interaction between the health
team and family caregivers especially in the governmental
hospitals. This in turn provides more care-related knowledge
and support for caregivers.

Family caregivers need working knowledge of the patient’s
plan of care and they must be able to interact with nurses
and social workers. Health care providers should complete
a formal skill assessment of caregivers as part of the plan to
determine what training and supports are needed. Assessing
caregivers’ capacity to provide care and identifying caregivers
who need assistance is essential to improving patient care.?!:?"!

Caring with ambiguity due to unpredictable nature of the
disease is a new finding in this study. Current situation
of caregiving without adequate care-related knowledge,
accessibility to certain and scientific source of information,
inadequate interaction with health care team, and threatening
nature of the disease caused a stressful caregiving situation
for the caregivers. Nurses and healthcare provider should
assess the caregiving situation and help the family caregivers
to develop their care-related knowledge, capabilities and to
provide more support on them. This in turn caregivers report
lower levels of burden and stress.

LIMITATIONS

This study has some limitations. Although the researchers
attempted to consider maximum sample variation by selecting
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the participants from various demographic characteristics,
the sampling population was limited to three governmental
medical centers. It was a purposive non-probability sampling
method. These issues might limit the generalizability of
our results. Current study included small sample, in order
to increase transferability, a larger sample of the family
caregivers from a wide population including both private and
governmental hospitals should be recruited in future surveys.

CONCLUSIONS

Quality of patients’ care is reduced in situations where
the basic care-related knowledge and reliable source of
information are not available for the caregivers and these
contribute to the caregivers’ uncertainty and stress as well
as deteriorate the patients’ conditions. Health professionals
need to help family caregivers acquire more care-related
knowledge, capabilities, and resources while keeping in mind
cultural and ethnic differences. This information is vital for
planning and implementing interventional programs that will
help them. Translating care-related knowledge and related
problems into family caregiving context establishes best
practices.
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