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Abstract

Background and objective: vegetative life occurs after serious and widespread damage of brain cortex and
deep coma and because of the certain conditions, the responsibility of care for these patients is on their family after
discharging from the hospital which influences the physical and mental health of caregivers. The aim of this study
is explaining the patient care process for vegetative patients. Methodology: this descriptive-analytical study was
conducted by qualitative method in June 2018 in Tehran. Participants of the study were 8 individuals who were
selected based on the purposive sampling. Data were collected by deep and unstructured interviews and
observation until data saturation and emergence of the main themes in the face-to-face form. Data were analyzed
by content analysis. Findings: the results of the data analysis regarding the challenges of the vegetative patients'
caregiver indicated 5 main themes and 15 sub-themes as the research axes. The main themes include internal
conflict, family reaction, communication with patient, family relationships and difficulty of care. Conclusion:
family caregivers of vegetative patients experience various challenges from conflict to problems in the relations
and difficulty in care. The results of this study can be considered in the planning care and treatment of patients
before, during and after discharge by top policy-makers and managers, middle managers and nursing managers in
determining educational, care and therapeutic needs of patients and families of these patients.
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Introduction stimulants. They may stimulate in response to external

Vegetative state is one of the consciousness level simulants and show automatic reactions like opening
disorders that occurs after serious and widespread eyes after painful stimulation but these movements are
damage of brain cortex and deep coma caused by a  not purposive; the automatic functions of body (sleep
brain traumatic or non-traumatic accident(1, 2). In this cycle, awakening, breathing, blood pressure, heart beat)
state, the brain cortex has destroyed totally and only exist(6-8). The caregivers are responsible for the well-
the brain stem is alive(3, 4). Patients are in vegetative being and quality of vegetative patients and providing
state, they have the growth and development capability respectful and humane services for vegetative patients is
but their movements are involuntary; they lack mental of special importance because they are alive humans(9,
and cognitive function as well as thinking ability(5). In 10). Although their conditions has defected their self-
this condition, the patient is not conscious, cannot care and they need a dependent care and compensatory
understand or interact with other people, their cognitive care system(11). Intensive cares and recent
function and analysis capability is lost; they are not advancements in the science and technology increased
aware of their surroundings; they cannot speak and the number of these patients by long-term survival (10
understand what other people say; they also lack the to 40 years), although most of the vegetative patients die
ability of systematic behavior and response to external in the past(5, 12-14). Providing the care for vegetative

patients, due to increasing their lifetime, has many
*Corresponding Author: difficulties for family caregivers. They need continuous
Seyyed Hassan Abedian Kalkhoran medical and nursing care because of their certain

Assistant Professor, Department of Jurisprudence and ~ conditions, even when their medical condition is stable
Principles of Islamic Law (15-17). Among their needs are preserving airway, skin
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) : Therefore, suitable decisions are required about
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medicines, dehydration, nutrition, transmission and
replacement(19). Caregivers are under all types of
mental disorders in this condition, including anxiety,
stress and depression which overshadows the care
quality of patients(20-22). Providing care for these
patients is very important and different such that in
Taiwan, the care is provided for these patients in nursing
centers of special hospital wards(23). In France, the care
is provided in elderly ward, elderly house, rehabilitation
centers, physical care centers or regional hospitals(24).
In some countries, including Iran, due to the long-term
nature of disease, patients discharge from hospital after
their conditions became stable and the care continues in
the home(11). Providing care for these patients in the
home is very difficult and stressful due to different
reasons like continuous and careful care and nursing,
time, emotional experiences and conflicts (25), concern
about the suffering of patient(19), huge care costs(26)
and the stress caused by treatment failure(27).

Various studies have been conducted about the
caregivers of vegetative patients. For example, in a study
by Guarnerio et al. on the condition of vegetative
patients' caregivers, problems in attachment, negligence
or maltreatment in childhood, deep relationship with the
individual, traumatic nature of the accident and young
age of caregivers were disorder predictor variables in
these caregivers(7). In a research by Chiambretto et al.
(2001), the caregivers of these patients stated that full-
time care has isolated them from other people such that
they have no time to visit their friend, go to interesting
sites, participate in out of home activities, study, and
watch TV(20). In another study by Moretta et al. about
the care provided for vegetative patients, it was found
that this condition has led to the psychological distress
and high sorrow of the caregivers(28). Regarding the
importance of special condition of these patients, the
need for intensive and full-time care and its effects on
the caregivers, this study was conducted to explain the
experiences and reactions reported by caregivers of
vegetative patients.

Materials and Methods

This study was conducted in 2018 in Tehran with
qualitative content analysis to discover the consequences
experienced by caregivers of vegetative patients. This
approach can be used when the theory and research
about the study subject are scarce(29).

Participants and samples

Participants of this study were selected by using
purposive sampling method. Those subjects were hired
who can provide the best description and increase our
understanding from the study phenomenon. The number
of participants and sample size is not determined before
gathering date due to the qualitative nature of this study.
The number of participants in the study was determined
based on the collected data. When interview with
caregivers provided no more new information for us, this
is data saturation point. In this study, the address of
patients were found by asking from health personnel of
patients, especially those who provide care in the homes,
because there is no center for vegetative patients and not
registering their address in their files in hospital.
Therefore, sampling was done based on the addresses
found for these patients. The inclusion criterion was
direct intervention of home caregivers in providing
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service for vegetative patients for at least three months.
The exclusion criterion was unwillingness to participate
in the research process and subjects were excluded from
the study if they were not willing to participate.
Participants in this study were eight people including
three mothers, two spouses, one sister and two brothers.
Participants had required diversity in terms of kinship
with vegetative patient, marital status, age, gender,
living place, education and care duration. The damages
caused vegetative state were traumatic and non-
traumatic. In the traumatic group, in four -cases,
vegetative state was caused by car accident and one was
for falling from the height during work. In non-
traumatic group, one state was caused by brain stroke
and two cases by syncope.

Data collection

This research was a qualitative content analysis in
which 8 caregivers of vegetative patients were selected
by purposive sampling and semi-structured and face-to-
face interviews were conducted for data collection. We
conducted interviews to provide hypotheses and present
valuable descriptive information about this phenomenon
and allowed the caregivers to speak about their
experiences about the care of the patients. In sum, 8
unstructured and deep interviews were conducted with
the caregivers. The place for interview was the home
and care place of patients by the consensus of all
caregivers. First, we prepared an initial instruction about
the semi-structured interview based on the initial and
library studies about the vegetative patients' caregivers.
At first and after beginning the interview and
introducing, the participants in the research were very
eager to talk freely about their experiences. Then, we
asked questions to analyze the subjects and purpose of
the research. For example, in the interview with home
caregivers, they were asked to describe their
experiences during caring for patient and daily activities
to provide care for patient. They were asked questions
about the first hospitalization after brain damage and
vegetative state diagnosis, care experience and family
relationship. The interview duration was about 35 to 70
minutes.

Data analysis

After collecting data, the text of all interviews
were typed and analyzed using MAXQDAI11 software
and qualitative content analysis. In this study, interview
data were analyzed by using qualitative content
analysis.

These steps were 1) preparing for having access
to the general understanding of the content in order to
achieve a sense of data, 2) labeling, classifying codes
and abstracting, 3) extracting themes through comparing
classes and determining the relationship between them.

Ethical considerations

Participation in this research was voluntarily for
all individuals with written consent form and being
aware of the subject of the study. In the case of families
consent for participation in the study, agreements
achieved about the time and place of interview.

All caregivers and participants in the study were
insured regarding the recording the interview and
confidentiality of data. Considering the sensitivity and
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emotional burden of traumatic and non-traumatic accidents in the retelling of experiences by caregivers, they were
announced that they can stop the interview or refrain the study when they want. During the interview by the
researcher, it was tried to provide a secure and conform atmosphere for the family members by sympathy and
required supports.

Research limitations

Very hard access to vegetative patients and their caregivers, non-accompaniment during the research process
as well as unreliability of dialogue and confidentiality of data due to the unfamiliarity with the researcher were
among the limitations of this research.

Results

Participants in this study were 8 subjects including 3 mothers, 2 spouses, 1 sister and 2 brothers. The age of
participants was 35 to 58 years old, vegetative patients were 5 men and 3 women who were 28 to 47 years old. Three
patients were 1 to 2 years in vegetative state, four patients were 3 to 5 years in vegetative state and 1 patient was
more than 5 years in the vegetative state. Care duration of vegetative patients varied between 12 to 75 months. Table
1 indicates the demographic information related to the caregivers and participants in the research (table 1).

Table 1: demographic characteristics of participants and vegetative patients

Caregivers Vegetative patients
Variable Quantity Variable Quantity
Age (year) 47.75+7 Age (year) 34.75+6.71
Gender Gender
Male 2(25%) Male 5(62.5%)
Female 6(75%) Female 3 (37.5%)
Care duration (year Vegetative life duration (year)
Total mean 3.1+£3.74 Total mean 3.1+£54.83
<2 2(25%) <2 1 (12.5%)
2-5 5(62.5%) 2-5 6 (75%)
>5 1 (12.5%) >5 1 (12.5%)
Education Education
Under diploma 1 (12.5%) Under diploma 1 (12.5%)
Diploma & associate degree 4 (50%) Diploma & associate degree 4 (50%)
Bachelor & higher 3 (37.5%) Bachelor & higher 3 (37.5%)
Kinship with patient Kinship with caregiver
Mother 3 (37.5%) Husband 2 (25%)
Wife 2 (25%) Son 1 (12.5%)
Brother 2 (25%) Daughter 2 (25%)
Sister 1(12.5%) Sister 1 (12.5%)
Brother 2 (25%)
Occupation Occupation before accident
Housewife 2 (25%) Housewife 1 (12.5%)
Employee 2 (25%) Employee 3 (37.5%)
Retired 2 (25%) Student 2 (25%)
Self-employed 2 (25%) Self-employed 2 (25%)
Marital status Marital status
Married Married
Male 2 (25%) Male 3 (60%)
Female 6 (75%) Female 2 (40%)
Single Single
Male - Female 2 (66.67%)
Female - Female 1 (33.33%)
The cause of accident
Car accident 4 (50%)
Falling from the height 1 (12.5%)
Brain stroke 1 (12.5%)
Syncope 2 (25%)
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After analyzing the obtained codes, challenges
that the caregivers and the families of vegetative
patients were involved with them were classified in 5
main themes and 15 subthemes.

I-internal conflict and paradox

1-1- contradiction

1-2- confusion and vagueness

1-3- pessimism & distrust
2-family reaction

2-1- feeling anger

2-2- denial and not beleiving

2-3- escaping the reality

2-4- non recovery
3-communication with patient

3-1 understanding disease symptoms

3-2 emotional relationship & attachment
4-family relationships

4-1 disturbance in relationships

4-2 effective relationship

4-3 isolation
S-difficulty in care

5-1 high costs

5-2 healthcares

5-3 specific cares

1-Internal conflict

This model was extracted from three themes of
contradiction, confusion and vagueness, and finally,
pessimism and unreliability. This indicates the
intellectual and mental challenges developed in the
family after informing vegetative patient life.

1-1 Conflict and contradiction

All families have conflicts or contradictions about
the vegetative state and irreversibility after becoming
informed of vegetative state of their patients.

[at the first moment that I visited the doctor, he
said us that maybe your spouse return to normal state
and sometimes he said the return probability for these
patients is very low... I don’t know what will happen
for him at all, if he recovers or remain as this forever? It
is very difficult. I don't know yet whether doctors tried
their best to recover him or they refrained... only God
knows. Participants number 1].

1-2 Confusion and vagueness

The other factor of this conflict is observing
natural symptoms of a healthy individual in the life of a
vegetative patient. Almost all families suffered
confusion and ambiguity after becoming aware that their
patient is in vegetative state. They considered the
natural status and appearance of patient like heartbeat
and breathing as ambiguous and confusing, despite
being aware of the vegetative state.

[I was totally surprised, confused and tires. It is
hard for me to describe it. I don't know to do what due
to the anxiety and fear. | was going mad. Doctors and
nurses said the recovery probability is weak...perhaps
he never recovers, but I saw him, he was breathing, his
heart was beating well, he was shaking his hands and
feet..., participant number 8§].

1-3 Pessimism and distrust

Another group of families stated that distrust and

pessimism about the medical team at the time of
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encountering the vegetative life as another factor of this
conflict. This contradiction has imposed severe mental
pressure to families at that time.

[when they told about my husband, I said to
myself it is not clear that what doctors and nurses are
doing or thinking, I can't accept, I can't believe them at
all..., participant number 2].

[[ didn't know what vegetative life is. I have
never seen such patients. I didn't know what it is at all.
But I know that I cannot trust the doctors. They easily
make mistakes and then say we tried our best but we
can do nothing more. I didn't know to believe what..,
participant number 7].

2-Family reaction

This theme is extracted from four main themes of
feeling anger, denying, escaping the reality and non-
recovery. One of the important issues in the reaction of
families is the lack of information and required
understanding about the vegetative state. Therefore,
treatment method and giving information can be
effective in the correct decision-making.

2-1 Feeling anger

Some families immediately react and feel anger
toward medical team after the accident in the medical
centers due to the lack of information about the
vegetative state.

[when doctors said they have no hope and
nothing can be done, I was very angry and quarreled
with doctors. I think they were not entitled to tell such a
thing.. ., participant number 4].

[he was breathing, his heart was beating, | would
like to demolish the hospital, they easily say they can do
nothing more..., participant number 3].

2-2 Not believing and denial

Most families denied strongly the vegetative state
of their patient to the last moments and reacted to it.

[although doctors and nurses said that the
condition will not change but I said that he is healthier
than me and he has no complication, he will recover...,
participants number 5].

Some families suffered deny and not-believing
due to the sudden nature of the accident and the short
time interval between the accident and vegetative state.
They strongly rejected and denied this issue.

[by seeing his condition, I could not believe,
because before the accidents we were talking about
everything. .., participant number 1].

[when they told me, I couldn't believe. I couldn't
believe doctors. How much time was passed from the
accident? Believing was difficult.., participant number
7].

2-3 Escaping the reality

Some patients, despite being aware of their
patient condition, escaped the situations which reflect
the condition to not encounter and remember it.

[I was confused since they told his condition to
me, I didn't want to believe them, I didn’t like to see the
doctor at all and listen to them. [ usually didn't go to the
ward at the morning because doctor was there...,
participant number 6].
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[when I want to talk with my husband about our
son in the home, he rapidly changed the issue and make
himself busy with other things..., participant number 5].
2-4 Lack of recovery

Most families, after passing so much time of the
vegetative state of the patient, had no hope for recovery
because their information increased about the severity
of damages.

[at first, I thought doctors are lying and he will
recover by care but by passing time I found that I'm
wrong and he will remain in this state and will never
heal. I should accept this and ask God to grant patience
to me,...participant number 8].

3-Relationship with the patient

This theme is extracted from two themes related
to the symptoms of the disease and emotional
relationship and attachment.

3-1 Understanding symptoms of the disease

Some caregivers stated that they need a way to
become close to patient to communicate with him. They
said that they transfer their presence and feelings
through physical contact. They stated that they can
diagnose the symptoms because they identified the
patient well.

[how can I tell you. He cannot tell where he feels
pain or what he wants but I understand that he has pain
and what he wants by touching him..., participants
number 6].

3-2 Emotional relationship and attachment

Some caregivers talked about the sever
attachment to the patients and its effectiveness in
communication with patient.

[when others are near him, he is not calm;
perhaps he did not know me, but he feels me and knows
that I'm caring him, I transfer this feeling to him with
the touch and enjoy..., participant number §].

[I cannot stop thinking about him, I never leave
him alone, I'm so attached to him... I love him...when
I'm near him I understand that he is good. He looks at
me, and smiles...., participant number 5].

4-Family relationship

This issue is extracted from three themes of
disturbance in relationships, effective relationships and
isolation.

4-1 Disturbance in relationships

Disturbance in  family relationship  was
experienced in some families due to the difficulties and
complexities of the conditions. Mental problems,
inability, disappointing from healing and looking at a
new life in the future wusually intensified this
disturbance.

[at the beginning, even sometimes after the
accident, our relationships were quite disturbed.
Everyone suffers in a way, there is no patience, because
at the beginning, you are angry, with disturbed mind,
you don't know what is happening, what will happen
next, it is hard to say..., participant number 3].

[I'm always trying to do what I can for my son to
make his situation better, but my husband does not, I tell
him speak with your son but he cannot speak with his
son, I'm suffering much..., participant number 5].
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[my son-in-law sought justifications after the
accident, he was impatient, he paid no attention to him,
he said there is no hope, she will not recover; finally he
left his wife by recommendations of his family and
married again..., participant number 8].

4-2 Effective relationships

Regarding the attitude and treatment of family
members for effective communication with the mutual
understanding, some caregivers introduced family as the
main supporter and pillar in all aspects which indicates
the commitment of the family members and parents for
effective support of each other and their patients.

[how can I tell, it is very painful, difficult days...
but the love of a woman for his husband...perhaps the
feeling cannot be expressed but I take care of my
husband. My children are very well, they understand me
and they help me when I'm tired and give hope to me..,
participant number 1].

4-3 Isolation

Some caregivers stated that full-time care of the
patient has isolated them such that they have no time to
visit relatives or friends, watch TV, going out and
recreation.

[sometimes I say why I cannot go out like others,
visit my relatives and friends, why? I'm always
involved. My soul is tired. I even cannot watch TV. Our
relatives and friends did not visit us because of these
conditions ...we are isolated from the society..,
participant number 2].

5-Difficulty of care

This theme is extracted from three themes of high
costs, health cares and specific cares.
5-1 High costs of care

All caregivers and families stated that expensive
costs of care, including equipment (consumable and non
-consumable), nutrition and therapeutic methods of
these patients impose the heavy pressure on these
families.

One caregiver said about the
consumable and non-consumable equipment:

[you should see that how difficult it is for us, we
need many things, we run out of them very soon, anti-
sensitivity tape, serum, suction, tampon; we change
tampon several times a day...equipment in the room
were very expensive....bed and suction; all costs are
very high..., participant number 7].

Most caregivers talked about the high costs of
nutrition and therapeutic methods:

[funding is very difficult; when he needs gavage,
we should pay high costs, for example, 15 to 30
thousand Tomans per day..., participants number 6].

[do not speak about the cost of treatment...we
should pay high cost for a visit or physiotherapys,...
participant number ?].

5-2 Health cares

Vegetative patients have special needs for
providing healthcare like bathing, changing blankets,
clothing, and mouth and teeth health.

Most caregivers stated that they pay special
attention to the health of their patients.

expensive
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[we pay good attention to his health, we take him
to bath on time, change the tampon, brush the teeth...,
participant number 2].

5-3 Specific cares

Many specific cares, like suction, controlling
vital symptoms, drug therapy, thoracotomy, liquid
therapy, nutrition and care of wound are done by home
caregivers for patients.

The opinions of some caregivers about the cares
were:

[I'm always aware... sometimes that his breath is
short I rapidly suction it.., participant number 4].

[he needs gavage every several hours, it is
difficult..., participant number 5].

Discussion

The results of this study indicated that families
experienced various challenges including internal
conflict, family reaction, relationship with patient,
family relationships and difficulty in care. By
comparing these themes, we can say that the
experiences and challenges acquired by the families are
the result of reflecting different reactions of the families
during care of their vegetative patient life. These
reactions are made out of their innermost feelings and
admitting the vegetative life, despite observing the life
symptoms in them

The first model showed that the intellectual and
mental challenges of the families after becoming aware
of their patients' vegetative life have created internal
conflicts and contradictions in families.

Caregivers of vegetative patients suffer conflict
and contradiction after becoming aware of vegetative
state and irreversibility. They states that this conflict is
the result of encountering and interaction with the
medial teams and doctors. On the other hand, observing
natural symptoms of a healthy individual in the life of a
vegetative patient is another cause of the conflict and
contradiction. They became confused after becoming
aware of the vegetative state of their patient such that
they considered the normal condition and appearance of
the patients such as heartbeat and breathing as
confusing and ambiguous.

Most conflicts occur between professionals and
families of these patients. In Netherlands, doctors
expect that caregivers did not expect recovery.
However, it is shown that some patients live for several
decades. The role of family is important(30).
Participants in this study stated that distrust and
pessimism to medical and care team in encountering the
vegetative state diagnosis is another factor of this
conflict such that conflict imposes high mental pressure
to the family.

In this regard, the results of Span-Sluyter study
(2018) considered conflicts as well as feelings and
conflicted thoughts as one of the general features in
four themes, especially experts and families, such that
the main themes were common among the families,
nursing team and doctors(30, 31).

Second model...

One of the most important issues in the reactions
of family is the lack of previous awareness and
understanding about the vegetative state. Therefore, the
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treatment and communication can be effective is the
correct decision-making such that families immediately
feel anger toward medical team and react after
becoming aware of the vegetative state. Some families
suffered denial and not believing due to the sudden
nature of accident and the short interval between
accident and vegetative state and rejected and denied it
strongly.

The results of Chiambretto (2001) showed that
caregivers of these patients used more coping strategies.
They also had undesired family relationships and
suffered emotional disturbance during their disease. On
the other hand, the death thoughts of patients were
accompanies with the anxiety and depression
symptoms. The daily life of caregivers was specified
with the limited social relationships and internal and
external interests(20).

Results of our study showed that some of these
families, despite of being aware of the patient condition,
escaped it such that not to remind and encounter the
condition of the patient. They were not even hopeful
for the recovery after passing a long time of vegetative
state of patient because they became aware of the
severity of damages.

The results of Stern et al. confirms that VS
condition can create an emotional paradox for
caregivers because they cannot plan a mourning
strategy; the patients are not dead, they show some
motions and needs more help than the time of
hospitalization(22).

In addition, caregivers deny what has happened or
have some imaginations about the reality in their mind.
This condition of uncertainty leads to mental disorders,
insomnia, and losing appetite in them(32).

Third model showed that the communication with
the patient is one of the most important issues
experienced in the family of vegetative patients. Human
is a social creature who shows the feeling through
communication. Communication needs transferring
information from sender to receiver; therefore, for
communication, the sender of message should have a
thought, idea or feeling to form a message and transfer
it. The undesired communication prevents the recovery
and may deprive the patient from the health and life
forever. Touching the patient for a moment and
commenting about his health increase the peace and
hope for recovery and can preserve the spirit of the
patient.

In this study, caregivers transferred their feelings
through physical contact and presence for nonverbal
communication and by understanding the patients. They
can diagnose the symptoms of the patient before
medical team. This type of communication is effective
but increase the intense emotional attachment of
caregivers to the patients.

In this regard, in a study by Cipolletta et al.(33) to
determine the experience of family caregivers of
vegetative patients, some caregivers spoke about the
need to communicate with the patients and becoming
near to them through physical contact and touch to
transfer the feelings and understanding the patient. They
also referred to their emotional attachment with their
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patients. Their results were consistent with the results of
our study. Therefore, this type of emotional and real
relationship with the body of patient and attempt to
keep him alive can occur as the result of the caregivers
belief that their patient is aware of its surroundings.
Therefore, regarding the relationship with patients for
higher understanding of the body of vegetative patients,
the definition presented by Sartre is useful(34, 35).

The fourth model states the family relationships
and problems of taking care of vegetative patient in the
families including effective communication, disturbance
in the relationships and isolation as a result of care. An
effective caregiver is always hopeful and gives hope.
This hope is not only for remaining alive and continuing
the life of patients but is means achieving the meaning
and purpose and less suffering. Therefore, suitable
relationship of family and its supporting role along with
the love and hope in providing care for vegetative
patients are basic issues in the effective care of these
patients.

In this study, according to some participants, the
attitude and treatment of the family members in
supporting each other for effective communication and
mutual understanding has introduced family as the main
supporter in all aspects and indicates the commitment of
family members and parents in providing effective
support for themselves and their patients.

Some participants in this study stated that the
commitment of the family members from each other in
each condition, including financial, therapeutic and
emotional conditions, introduces the family as the basic
supporter in all aspects. These results are similar to the
results of Gauler et al.(36).

In this study, the disturbance in the family
relationships was experienced by some families due to
the effects of difficulties and complexities of the
condition. Among these cases, we can refer to the
mental problems, depression and anxiety, inability, no
hope for recovery and look to a new life in the future.

The results of Noohi et al.(37) study showed that
empathy and companionship with friends and relatives
of vegetative patients is a facilitator that eliminates the
pain and mental suffering of care. Another study(16)
indicated that the supporting role of friends is effective
in reducing the disorder in the relationships, stress,
depression, anxiety and increases the self-confidence of
the caregivers.

Another parameter in the family relationships is
the isolation of caregivers as the result of their full-time
involvement with the difficulties caused by it in the care
of vegetative patient. This has caused that caregivers of
these patients have no time for recreation, watching TV
or visiting friends and relatives.

According to the study by Goodarzi et al.(11)
providing various cares for several times per day leads
to full involvement of the caregivers and their isolation.

In another study by Buchini et al.(9) the most
important cause of problems in the care of patients is
the isolation of their caregivers due to the full-time
involvement and repetitive cares.

The fifth model is the difficulties caused by care.
This is the last part of the results of this study which
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indicates the high difficulties due to the large volume of
care, time-consuming, repetitive and long-term cares
which lead to the high costs of healthcare and specific
cares. Expensive costs of the care for healthcare and
specific cares, including equipment (consumable and
non-consumable), nutrition and therapeutic methods of
the patients imposed heavy pressure to these families.
This can double the role of social supports in support of
these patients. The lack of support will lead to the
financial problems of these families as the result of long
-term care of vegetative state.

In this regard, Noohi et al.(37) stated in a study
conducted to understand the social support by the
family caregivers of the vegetative patients that a VS
patient family needs financial and emotional support to
cope the problems related to the care and meeting these
needs reduces the problems and stresses of families.

In the study by Crispi and Crisci(38), participants
were very unsatisfied with their financial condition and
care costs, and described their bad financial quality of
life.

According to Liu et al.(39) the severity of
patient's condition and the costs lead to the severe
mental pressures on the caregivers; therefore, families
need the support of family members, relatives,
government and healthcare specialists in taking care of
these patients.

Results of Giovannetti et al.(16) indicated that
long-term care of VS patients imposes high cost to their
families.

Other studies(40, 41) showed that supporting the
families of vegetative patients by different sources is
effective to promote their quality of life and reduces the
stress of family and improves the physical and mental
health of caregivers.

Based on the opinions of participants in this
research, the direct costs are cost of consumable and
non-consumable equipment, nutrition, therapeutic
methods (visit, physiotherapy, and occupational
therapy) and indirect costs of unemployment of
caregivers and disability of patients.

Based on this, in a study by Pagani et al.(42), the
results showed that the direct and indirect costs of
taking care from VS patients imposes double pressure
on the families and caregivers.

The results of Goodarzi et al. study(11) show that
regular healthcare, sensory stimulations as well as
specific cares like meeting the nutritional needs and
defecation, drug and liquid therapy, intravenous
injection, thoracotomy, suction. Wound care, and
controlling viral symptoms were done for patients by
caregivers each day. Similar cares are provided by
professional caregivers in the study of Lavrijsen et al.
(43).

Conclusion

The results of this study showed that caregivers
family of vegetative patients experience various
problems and challenges in the care of patients such
that the family of vegetative patients experience the
conflict and paradox to loose relationships and
difficulty in taking care. Therefore, it is important to
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pay more attention to the caregivers and the patients
under their care. The results of this study can be used in
the planning for care and treatment before, during and
after discharge by policy-makers and top managers,
middle managers and nursing managers in determining
the educational, and care needs of patients and their
families.
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