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Abstract
Background: Traumatic brain injury (TBI) survivors require

attention and dependence from their primary caregiver. This is
because TBI is a defect that affects both the psychological and
physical functions of the victim. Caregivers play an essential role
in providing the adequate care victims need to adjust to the new
problems they may experience due to their condition, as family
members alone may not be able to provide for their needs. In par-
ticular, TBI caregivers may face specific challenges when assist-
ing their patients in handling unexpected changes to their daily
routines. Therefore, this quantitative study aims to explore the
needs of caregivers, their coping mechanisms towards stressful
and traumatic circumstances, and how they provide care to their
loved ones during the COVID-19 pandemic.
Design and Methods: It was conducted with ten caregivers of indi-
viduals suffering from traumatic brain injury, that were selected
using a theoretical sampling method. Data were obtained using a
semi-structured interview guide, which helped the caregivers pro-
vide their responses. Meanwhile, data analysis was performed
using the NVIVO analysis software.
Results: The results showed that there were, three significant
themes namely, (a) Support needed, (b) the information need for
care, and (c) developing self-resilience. The results also showed
that caregivers really need support from the various parties, and
the participants lack information on specific care techniques for
the severe traumatic brain injury (TBI) survivors.
Conclusions: In conclusion, caregivers require approval and seek
more useful information to provide excellent care to their loved
ones. Being aware of the caregiver’s needs would enable them to
offer improved customized care.

Introduction
Traumatic brain injury (TBI) is a global health issue that neg-

atively impacts individuals with brain injury, their caregivers, and
society.1 Therefore, attending to the needs of critically ill patients
is an essential and necessary step in providing appropriate care for
both the patient and the caregivers.2 Lack of proper knowledge
and nursing techniques cause relatives at home to provide improp-
er care to the TBI survivors, hence, further complications may
arise in the form of secondary bacterial infections.3 The primary
responsibility of care is placed on the shoulders of the caregiver.
Due to the challenges TBI survivors face, caring for them at home
might be difficult, especially during the pandemic.  Therefore, it is
essential that caregivers are provided with essential knowledge on
how to take care if their loved ones.4 Several studies state that
globally, TBI survivors have a lower life expectancy than the gen-
eral population with significant variations in the physical, cogni-
tive, and social aspects of recovery, which make the prognosis for
the individual uncertain. Due to this uncertainty, caregivers often
have urgent need for information, emotional support, and care
involvement, which could improve the lives of their patients.5-8

The results of brain injury often cause the roles and responsibili-
ties within a family to change, because individuals with TBI often
rely on caregivers for long-term and life-long assistance.9
Furthermore, during pandemics, opportunists may also arise.
Reports during COVID-19 show an increase in unsavory individ-
uals attempting to take advantage of vulnerable people, especially
those with traumatic brain injury and other physical impairments.
Caregivers should maintain daily contact with the health care
providers looking after the survivors and also ask questions fre-
quently. People suffering from brain injury may showcase behav-
ioral changes which caused by the element, this might cause their
caregivers’ discomfort. Therefore, this study aims to explore the
needs of the caregivers of TBI survivors during the COVID-19
pandemic. 

Article

Significance for public health

Caregiving is an issue affecting the quality of life for millions of individuals and demands attention from all communities. Though the funding and jurisdiction
for public health initiatives comes from the federal and state government, local communities still deal with most of the burdens and practicalities of public
health issues. Meanwhile, historically, scientists and practitioners alike rarely considered caregiving to be a public health issue. 
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Design and Methods
The collection of data commenced following the approval of

the Kulliyyah Nursing Committee (KON), the University Ethics
Committee (IREC), and the approval of Medical Ethics by the
Ministry of Health of Malaysia through the NMRR. Consent was
obtained from the caregivers, after which they signed consent
forms as an agreement to participate in this study. All caregivers
were kept anonymous, and all researchers and co-researchers
directly involved in the study ensured the confidentiality of the
information collected. Furthermore, the information obtained in
this study was strictly used for academic purposes.

The participants in this study were caregivers of severe trau-
matic brain injury survivors and they can be defined as the parent,
child, sibling, or spouse of the patient. The targeted caregivers
were identified from the patient admission records in the Intensive
Care Unit.  Furthermore, those that fulfilled the inclusion and
exclusion criteria were selected through purposive sampling.
Caregivers looking after patients with severe TBI were assigned a
Glasgow Coma Score (GCS) ranging from 3-9 after the selection.
The researcher made an appointment with the participants via
phone call and those that agreed to a meeting were given an infor-
mation sheet by the researcher.  

Results and Discussions
All 10 caregivers gave their written consent for demographic

and basic medical information to be collected from either them or
the hospital (Table 1). The caregivers participating in this study
had varying relationships. However, the most common one found
in the group was the father-child relationship. 

Overall, three significant themes emerged in the analysis,
which will be briefly outlined and described later in greater detail.
The thematic analysis identified the following areas: i) support
needs; ii) information needs; and iii) developing self-resilience.
Furthermore, when respondents’ statements were being classified
into different categories, it was observed that some categories were
interrelated. During this study, participants were asked questions
which facilitated the exploration of the common needs of care dur-
ing the recovery process of the patients.

Theme 1. Support needed 
Family involvement in caring for the TBI survivors. Three par-

ticipants discussed the importance of family involvement especial-
ly during the pandemic (COVID-19). Support from family and rel-
atives was often featured in the interview data. Examples are
shown in the following quotations:

“My brother and I always take turns looking after my father,
but because of the COVID-19, my brother can’t return home
because he needs to obey the Control Movement Order by govern-
ment” (participant no. 1)

“I really need my family members to return back home, taking
care of my younger sister alone makes me tired, and because I
can’t rest, I worry that they can’t enter the state due to the pandem-
ic” (participant no.3)

“During this period (COVID-19), I had to take a leave without
pay from my job and after a few days, my boss called me and asked
me to resign. Although the reality is difficult to accept, I need to
look after my brother daily” (participant no. 7)

Need for spiritual assistance within the care-giving roles was
discussed and prayer was the most mentioned topic. 

“I asked for help when reciting a prayer to our son each time
we talk through a video call or voice call, because COVID-19
makes it difficult to see him” (Participant no. 3)

“I hope that something good will happen to him. We always
hope that he will get better by reciting a prayer at home”
(Participant no. 9)

Psychological support needs focus on positive thinking and dis-
traction 

The caregivers are always willing to take care of patients and
show their strength when caring for them especially during the
pandemic situation, even though their emotions might be unstable.

“I was under stress, but I still want to give him the best” (par-
ticipant no. 8)

“She always thinks her son’s health is getting worse poor, and
she cries all the time. Therefore, I advised her to ‘isthifar’ and
remember Allah” (participant no. 5)

“I’m afraid to look at his condition, but I need to show that I’m

                            Article

Table 1. Caregivers’ socio-demographic information.

No.            Relationship                                Family caregiver age                 Occupation/sector                   Highest education level

1.                             Father                                                                       53                                                     Technician                                                     College
2.                             Father                                                                       47                                                    Government                                                 University
3.                             Sister                                                                        36                                                         Private                                                      University
4.                            Brother                                                                      34                                                        Student                                                     University
5.                             Father                                                                       56                                                    self-worker                                                       LCE
6.                          Daughter                                                                    28                                                       Salesgirl                                                     University
7.                          Daughter                                                                    45                                                    Government                                                 University
8.                            Mother                                                                      47                                                    Government                                                   College
9.                            Mother                                                                      58                                                     Housewife                                                        LCE
10.                           Father                                                                       54                                                          Labor                                                             LCE
LCE, Low certificate examination. 
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strong when taking care of him, that is why I try my best to avoid
crying in front of him”(participant no. 2)

Theme 2. Information needs about care
The caregiver families always seek information on the exact

problems of the patient, because they feel uncertain about how to
care for them at home. Therefore, they discussed seeing the health-
care provider when necessary.

“I was thinking, how long will my son be breathing through
that tube (Tracheostomy tube)?” (Participant no. 2)

“I’m afraid I’ll make the situation worse because I do not have
the experience caring a for a person with a head wound and a tube
in the nose” (Participant no. 6)

They also discussed how to look after the survivors at home
and how to access to someone or a company that provides medical
equipment. 

“When the doctor told me I could take my sister back home, I
asked him (doctor) where can I get information on how to take care
of her? Taking care of her is not easy because this is the first time
I have done something like this, and there are no medical devices
at home” (Participant no. 3)

“I was looking for a company that sold hospital equipment and
asked my colleagues if they knew any place that i could refer to”
(participant no. 4)

Gaining more knowledge and understanding of the problems
of primary caregivers will lead to the provision of more specific
and direct support.

Theme 3. Developing self-resilience 
Improving coping skills, help caregivers understand the value

of their circumstances and how to better respond to them. The sit-
uation helps caregivers develop a sense of resilience and they
become more responsive and understanding to their environment.
Almost all of the respondents used religious coping techniques as
a means dealing with the situation. 

“I almost gave up, but when you remember you can still
breathe, then your hope can never die, and also remember Allah
SWT is always alive to help the living!” (participant no .6)

“I recited additional prayers at night, such as the midnight,
‘tahajjud’, and ‘hajat’ prayers.”  (participant no .2)

Emotional feelings
Caregivers usually express negative feelings such as anxiety

towards their current situation and losing hope after facing many
challenges on caring for the TBI survivor at home. The following
quotations are from three participants:

“ I sometimes worry about how I was going to cope when car-
rying my son to the hospital had he been left disabled during the
COVID-19 pandemic.”(participant no.10)

“Although she supported everyone else and did not show her
feelings, she had sleepless nights worrying about her dad’s condi-
tion” (participant no .7)

Social concerns are one of the important functions of social
relationships. The caregivers discussed their social needs, when
they are taking care of things at home and plan future endeavors.
The values of the neighborhood were highlighted as social con-
cerns by the caregivers. The following quotations show how the

neighbors understood and sympathized with them:
“I am lucky to have neighbors who come to visit and help, we

are close which means we always meet each other” (participant
no. 4)

“Sometimes I worry about what my relatives or friends think of
my son, which causes feelings of guilt and shame within me” (par-
ticipant no. 9)

In this study, the interviews’ result focused on the caregiver’s
needs during the pandemic (COVID-19). The shared experiences
from the caregivers on how they cared for the patients at home
have provided the researchers with useful information regarding
the nursing process when caring for TBI survivors. Consequently,
the most crucial part which is the importance of knowing what
kind of support is needed was discussed and concluded. 

Support needed
The results suggest that caregivers have similar perspectives

and that they need strong support. Their needs are higher when
preparing to bring the TBI survivors back home and during their
first few months at home. This result is supported by a previous
study which stated that sustaining a Traumatic Brain Injury caused
the caregiver strain due to the impact such an injury causes to the
family and community.5 Furthermore, the well-being of the care-
giver and family members affect their ability and willingness to
care for the injured person.10 The social work practitioner needs
support which includes thoroughly assessing the survivor’s family
function with particular attention on gender, family role defini-
tions, the family’s ability to appropriately and emotionally respond
to each other, and their ability to solve family problems proactive-
ly.11 Therefore, in addition to providing patient care, caregivers
must also play their role in family support by providing informa-
tion and allowing members to be near the patients.12 Another
essential need of caregivers taking long-term care of TBI survivors
was emotional support. Caregivers and families play an important,
all-encompassing role in the care of individuals with TBI. This role
is often accompanied by an overwhelming sense of stress experi-
enced by the patient and their entire family.13

In several studies, it was reported that caregivers are struggled
to manage the behavior of TBI survivors which may become a pri-
mary determinant of the caregiver’s burden.14-16 Furthermore,
inadequate preparation of caregivers and patients regarding this
personality and behavioral changes can pose a problem. Caregivers
may lack the skills to manage, cope, and provide care in TBI reha-
bilitation.17 The results of this study, show that caregivers face dif-
ficulty communicating with survivors, and this miscommunication
always occurs during the recovery period. This situation caused the
caregivers to feel unsatisfied with the respect has being given. The
published literature about social concern is always focused on
community and environmental support.18

The role of friends, relatives, and neighbors is essential in
building social support among caretakers as they need significant
support regarding social concern. This point is crucial for a deeper
integration of social support within the community. Due to this
uncertainty, caregivers often need additional information, emotion-
al support, and involvement in care, as they are struggled to adapt
to the changes in their life.19 The close relatives felt they were
lonelier than they were before the accident, mainly because now
they only focus on the person with TBI. Supporting close relatives
in their new situation, will help them empower the person with TBI
to manage their altered daily life.19 For example, a study found that
perceived support was more beneficial to caregivers, than enacted
support, where enacted support referred to the actual helping act
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and perceived social support referred to an individual’s cognitive
appraisal of his/her social connections.20 In this research, it was
found that social concerns played a critical role in the adaptation of
caregivers to their situation of caring for TBI patients during the
pandemic. Therefore, without the social support, caregivers feel
that they are not a part of the community.

Information needs about care
Lack of information provided, is one of the most frequently

cited problems within studies that reflect the experiences of care-
givers.21 Caregivers usually have no standard information on how
to take care of patients with TBI. Based on this finding, the care-
giver needs to be provided with information regarding the care of
TBI patients at home. This will further encourage healthcare pro-
fessionals to help caregivers prepare themselves for the responsi-
bility of caring for their loved ones. Therefore, caregivers should
also play their roles by upgrading their care knowledge by seeking
information and allowing patients to be near them during the acute
phase of the ailment.22

Adaptation to a new care environment
In addition to the stress associated with their circumstances,

caregivers face the additional pressure of being sole providers of
their loved ones during the pandemic. During this time, the care-
giver only leaves the house for essential purposes. Subsequently,
family members from other places com to visit and meet with the
caregivers to ensure that the TBI survivors as well. They may also
deliver food and perform any required jobs in a short time. People
that have family members with traumatic brain injury may struggle
to explain why the pandemic causes certain modifications in the
home. But the shift in roles and relationships of both parties can
cause the caregiver to develop a resilience mechanism.23-25

Conclusions
This study’s findings reveal the importance of exploring the

general needs of severe Traumatic Brain Injury survivors.
Caregivers always need full support while at home, and the family
members also need to assist and support these caregivers in solving
daily problems caused when dealing with TBI survivors.
Moreover, during the rehabilitation phase, caregivers are responsi-
ble for fulfilling the additional roles of unconscious survivors.
Caregivers of TBI survivors have unique needs because the ail-
ment is always a sudden event. Therefore, this study’s results can
be used as a guide to the healthcare provider in order to better sup-
port the caregivers of TBI survivors. In this study, caregivers
shared several of their unfulfilled needs concerning support.
Furthermore, additional strain due to the pandemic, cause care-
givers to face extra challenges. Caregivers living with TBI sur-
vivors are finding new ways of adapting to the present context
which causes the changes in the social and health care conditions.
Future studies are needed to reveal the other consequences of trau-
matic brain injury, and after such results are revealed, several
needs can be met through support programs.
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