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Abstract

Aim of the Study: The aim of this study is to help the professionals to understand what it means for families to
be confronted with Traumatic Brain Injury (TBI).

Materials and Methods: We performed a literature review on the scales used for caregivers of head trauma
patients and related psychological constructs. This study analyzed the life of the family and reactions to stress event
such as head trauma.

Results: The scientific literature on this topic, however, is poorly organized, and general articles are rare.
Furthermore, although several specific aspects of the impact of brain trauma on the family system were analyzed,
others were overlooked.

Conclusions: Recent state of the science reports have acknowledged the importance of family intervention and
have encouraged researchers to conduct studies that benefit caregivers.
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Introduction
Traumatic Brain Injury (TBI) is one of the leading causes of death

and disability around the world. TBI often results in cognitive,
behavioral, and emotional deficits which can negatively impact the
injured individual’s ability to lead an independent life, maintain
employment, and sustain relationships. Because of the wide-ranging
difficulties associated with TBI, individuals often require supervision
and support from caregivers, most typically partner or parents. A high
level of burden can lead to deterioration in caregivers’ health status,
social life and well-being and can have negative effects on the well-
being of TBI subject and on the outcome of their rehabilitative
treatment [1]. TBI caregivers, compared to the general population, also
have higher rates of psychiatric elasticity and can experience
significant levels of stress, anxiety, depression, and burden. Rates of
depression among TBI caregivers are often high (22% to 77%), and
symptoms can persist for years after the onset of TBI. It is not so much
care for the patient, but the constant sense of responsibility towards
him/her and worries about the person with brain damage that leads to
a state of stress. In this perspective, experienced burden is to a large
extent an emotional construct [2].

Rehabilitative programs addressing the patients’ level of functioning
and participation can reduce the level of emotional stress on the
caregiver [3]. This review revisits all literature data regarding TBI
caregiver’s outcome, focusing on relatives' stress and burden. Different
works, using various samples of relatives caring individuals with a
range of TBI severity and different psychosocial outcome measures,
have showed findings of outcome in caregivers following TBI. The aim

of the present review is to show which factors are highly associated
with stress and depression in caregivers of persons with TBI and to
assess the correct management for these caregiver’s perceptions.

Materials and Methods
Studies on stress and depression in caregivers of persons with TBI

and to assess the correct management for these caregiver’s perceptions
were selected for this descriptive review. Studies were identified by
searching electronic databases, scanning reference lists of articles and
consultation with experts in the field. This search was applied to the
PubMed database and Web of Science and was performed on
everything prior to January 2018 (Figure 1).

Results

Family stress
Stress and depression are two clinical conditions often considered

by those who care for family members of patients with TBI [4].
Previous research in developmental disability, mental health has found
that carer distress is also associated with a number of beliefs about
these behavioral difficulties, including the belief that the person being
cared for is able to control the behavior, and the belief that the
behavior is motivated by hostile intentions towards the carer [5]. When
a subject suffering from severe TBI, it happens that all family members
are subjected to a shock because suddenly and unexpectedly an event
"steals" the related from everyday life; they are hospitalized in Intensive
Care Units (ICU). For the whole family there is a real ordeal waiting
for a revival, while waiting for a contact with medical doctors, waiting
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for "good news" [6]. The need to "take care" of their loved one in the
family increases, a need that cannot always be met in the ICU: in fact,
this pressure makes caregivers them extremely attentive to every
gesture and expression of who takes care in place of them. This often
creates tension and conflict among family members and operators.
Family members often live the care of the medical and nursing staff as
"technical practices", little "emotional", and greatly suffer of not being
able to provide enough love to their loved ones and to satisfy their
needs in this acute phase [7]. Emerging from the stories of families and

field studies, at this stage a number of needs of family members can be
summarized as follows: the need of information and education about
what is happening to their loved one and what is his/her forthcoming
for the future and the need for instruction and training in order to
perform the practices of care [8]. Among the factors that influence the
lives of the families of people in a state of minimal responsiveness, are
the type of severity of the trauma, the diversity of practices of care
needed, and the presence of more family members or significant others
[8].

Figure 1: The steps involved to identify relevant e-resources for the systematic review.

As there are strengths that help to sustain the family members at
this stage, so there are weaknesses that may further aggravate the

psychological state of each family, removing and preventing first of all
an effective reorganization [9]. Difficult relationships, lack of sharing
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and dialogue, social isolation, the tendency to "dwell on the pain,"
unrealistic expectations, lack of information, a period of stress that
goes on too long and becomes chronic, are factors that must be kept
under control and which deserve early intervention. In fact the risk is
that these factors can become chronic and may hinder the process of
development that must be fulfilled in the later stages [9].

In many occasions this kind of trauma has the power to change the
skills of families to deal with the problem. Assessed the impact on the
family structure, it is seen that in the acute phase previous methods
used in other periods of stress are subverted: the ability to face the
problem goes to the behavior dictated by emotions, alternating
instinctive and rational modes [10].

The trauma, from the first moments, directly involves the whole
family, so in early phases a treatment is required for all members. The
analysis of strengths that need to be stimulated and developed and of
weaknesses that have to be clarified and limited, is really important
from the first moments.

Family members are entitled to assistance as well as their loved ones
who have suffered trauma, interventions must be multiple and tailored
to meet the needs arising from the first days after the event [11].

Arango-Lasprilla et al., [12] evaluated levels of anxiety and
depression in partner of TBI subjects on the Symptom Checklist -90
(-90 SCL), scales demonstrate significantly elevated affective
symptoms, with 73% recognizing the symptoms of depression and 55%
showed symptoms of anxiety. To estimate the percentage of affective
symptoms in respondent’s partner of TBI subjects, these researchers
showed increases in depression and anxiety with different stage [12].
However, the same data also reported that an elevate percentage of
partners not showed or only have mild elevations of depression and
anxiety levels. In addition, Linn et al. noted that the increase of anxiety
and depression symptoms is not necessarily related to a serious
behavioral condition [12]. Kreutzer et al. [13] reported the
neuropsychological status and family functioning of an elevated
number of primary TBI caregivers, 16 months after injury. They
showed that family members benefit from interventions planned to
meet their specific needs after TBI. Not sure findings remain about the
benefits of intervention for general family functioning and life level
satisfaction. Measures of functioning caregiving are the Brief Symptom
Inventory [14] and the Family Assessment Device (FAD) [15]. The
FAD is a good tool for the self-assessment, which consists of 60
multiple choice items rated on a 4-point Likert scale.

The awareness of family
Given the burden on the individual and the family resulting from a

TBI, it is not surprising that caregivers have many important family
needs. Kreutzer et al. [13] identified caregiver needs, including the
importance to have information on the exact problems of the patient,
the access to someone who can answer questions about patient care in
a truthful manner, the access to professionals’ advice to ensure the best
care for the patient and the respect by all health professionals [16].
Similarly, Leith et al. [17] identified five major family needs in TBI care
as reported by caregivers: 1. A statewide agency, a delivery system and
support services that can facilitate appropriate placement and
treatment; 2. Facilities and outlets for information and education on
TBI; 3. Support and encouragement given to TBI patients and
caregivers from health professionals; 4. Aid in creating an enthusiastic
and positive environment for TBI patients and families; and 5.
Emotional support and enhanced community re-integration after

injury. In general, a family caregiver needs to emphasize
communication of information regarding patient care and improving
communication with medical staff [18]. Several studies also describe
important unmet family needs in relation to caring for an individual
with TBI [13]. The awareness of the family comes gradually over time,
thanks to the daily contact with the person who is not really him/her,
who has a different look, who no longer has the same body and does
not think as before the trauma. Indeed, the perception of the patient's
quality of life is usually better than that of caregivers [19]. The desire
and the hope that all this will change a lot, which is the only way that
allows familiars to get up in the morning. At this stage the depression
of the family can be found in every word and movement [20].

It is known that the denial of the family freezes or slows down the
recovery of the patients. In some cases, home devalues the work of
rehabilitative professionals, for example replacing the person in the
gestures and actions that has learned to do because it is too slow,
instead other times they have made excessive demands to the person:
"If you want to remember or walking, if you commit yourself you really
can do it" or otherwise, the requests are too basic and undermine the
person which makes them feel excluded from the family and social life:
"You cannot go out with friends in a wheelchair" [21-22].

Among the factors facilitating the path of awareness of family
members there is social support, the possibility of access to services
and a good level of social integration. Family’s need to understand
what is being accessed and how to deal with it, and the information
given, and needs must be carefully tailored to both in the amount of
time [23]. The Family Needs Questionnaire (FNQ) is a 40-item, self-
administered questionnaire designed to determine family needs of TBI
patients. It measures a wide range of educational and psychosocial
needs important in the acute and post-acute phases of TBI and can be
used for clinical or research purposes. The most frequently met needs
in the study of Edilene et al. [24] fell within Health Information,
Involvement with Care and Instrumental Support sub-scales and the
most frequently unmet needs fell within the Emotional Support,
Instrumental Support and Professional Support sub-scales [25]. It has
been shown that loss of interest, friendships and activities of each staff
continue until they are completely shut off from the world of entire
families. Support actions for the family at this stage are also preventive
measures of future damage, in addition to the specific psychological
support for individual or group as required. It is very important to
facilitate and create a dense social network and support to attend daily
practices (hygiene care, free time management of the disabled, holiday
periods), so that each member can find relief and are able to maintain,
at least in part, work, friendships and interests [12].

Family mourning
Mourning is the psychological state that follows the loss of

something of important. People lose their identity, and consequently
many aspects that make it up, such as autonomy and independence,
work, friends, partner. In a family, this kind of mourning involves both
the loss of the loved one, and the loss of the habits, dreams and projects
[25]. The pain that accompanies the experience of grief is the pain of
depression. In general, the feelings that arise from this state are the
feelings of worthlessness, hopelessness, sleep disorders and feeding,
lethargy, agitation, anxiety attacks and obsessive thoughts [26]. The
mental process required to make the depressive pain more tolerable, is
called a "work of mourning." It is long and complex and leads to a
conscious resignation of them self to the loss. More the loss is
significant, more the process is slow.
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The physiological processes of mourning usually last more than one
year. The necessary element for the grieving process is to be in the
process of crisis and pain, without avoiding it or pretending not to feel
it, then handle the painful emotion without escape. It could be argued
that the loss of TBI is not a real and serious mourning, some authors
have called the loss due to the severe permanent disability as "partial
death" and grief as "inconstant mourning." These definitions have been
given to differentiate it from traditional mourning where, probably, it
is easier to internalize the loss, contrasting it to this paradoxical state in
which the person is there but not there. This is true both for patients
and their families. Considering the complexity of this type of
mourning, it is necessary to consider different feelings and point of
view respect to the patients and their families. In difficult moments the
typical tendency of human mind is to remind the best part of the past,
often idealizing it. Expectation, moral values, perception of reality, they
all play an important role in the mourning process. This provides new
perceptions of themselves, new and more functional behaviors, new
goals and life plans. At this time, it is very important not to leave
people alone with their own pain: it is essential to share this painful
experience with someone who really understands it. Sharing in a
group, with people having a similar experience, is functional to
support. Rehabilitative models, that actively involve the family, have
been also described; so that the path is actually functional and shared
[26].

The outcome of family
In the family, the renunciation to their own lives, social withdrawal,

the almost complete loss of their personal interests and friends are the
first factors of permanent change that studies have highlighted, even
with the difference between the primary, secondary and tertiary
caregiver [13]. Generally, this happens to the disabled person and to
primary caregiver, sometimes the secondary; they live almost
exclusively at home, in a "closed" place, full of loneliness [27].

Some variables that influence the outcome are the severity of the
trauma, the pre-morbid dynamics of the family and the role of the
relative, if it is primary caregiver (mother, wife), secondary caregiver
(father), or tertiary caregiver (brothers, sisters) [28]. This classification
seems to us highly relevant because it describes all the aspects that are
simultaneously involved in these families.

The person most exposed to psychosocial consequences is the
primary caregiver, but also between the secondary and tertiary there
are signs of great suffering. Between the primary caregivers there is a
high incidence of psychosomatic disorders, an increase in the use of
drugs and other substances, a high incidence of depression, anxiety,
social withdrawal and isolation. As it can be noted, these issues overlap
with those of the traumatized person, as if the type of psychological
stress was the same [15]. The literature shows that the discomfort is
proportional to the duration of caregiving. If the primary caregiver is
the wife, the rates of depression increase dramatically (73%) and the
55% show anxiety symptoms. The difficulty of having an equal
relationship, the physical and psychological dependence, the change of
sexuality, make the relationship a source of anger and frustration [29].

The secondary caregivers tend to react with anger and frustration
rather than with depression and anxiety. Tertiary caregivers are a
resource: in a fraternal relationship the disabled person can confront
and, through it, go out and have social inclusion. They are the reason

of disorder and suffering, they make parents feeling guilty because
"they are left on their own, having to deal with the disabled", they feel
neglected and unfortunate, they are jealous of the attention to a
disabled brother, they feel guilty because they are healthy [30].

Often family members have pathological defense mechanisms, such
as denial, by not accepting the patient's dysfunction [31].

It should be important that operators should notice those situations
even at the stage of the outcome. In fact, there is a whole core to take
charge; some professionals often have to work in synergy and close
contact, for example, the psychologist with the family, sharing and
clarifying objectives and instruments [32].

Discussion
Problems arise as a result of a serious head injury, are complex and

different. They are related to physical, cognitive and emotional, aspect
but also to personal, family and social life. The approach of the
intervention is necessarily the network, in the sense of multi-
disciplinary teams that communicate with a shared and common
language. An example is the awareness. It is par excellence, the border
territory, or rather of union between clinical psychology and clinical
neuropsychology. The contributions of the literature highlight the
influence that has on TBI caregivers. Further researches were carried
out on primary caregivers, and in recent years has increased the
interest in these families. A significant finding that emerges from these
studies is that there are no shared instruments to measure the degree of
stress and depression for these families. There is a need to identify
assessment tools to orientate in a more appropriate manner to the
families and find the most efficient allocation to favor the rehabilitative
process. It would be necessary to identify specific tools especially for
those families with poor psychosocial outcome. One tool that seems to
give more guidance to these families is the Brain Injury Family (BIFI).
The BIFI contemplate to act to fill all the needs of a family with a
dependent TBI patient. This tool has a cognitive behavioral approach
to family systems [13], and the purpose is to promote coping strategies
[33]. The current review highlights the need of assessment tools for
TBI, which have cross-cultural validity and outcome measures that are
reliable, valid, standardized, sensitive, feasible, and can produce
generalizable data. Social reintegration is a complex process and its
success depends both on an early holistic approach to people with BITs
and their carers, but also on psycho-educational support to accompany
the whole family to reintegration into the community [34]. Create
more opportunities for cross-cultural, collaborative research and
international meetings focused on the measurement of TBI–a specific
result could help the development of useful tools for rehabilitation, in a
broader professional community. These factors can be roughly grouped
into three categories: patient characteristics (e.g., socio-demographic
variables, injury severity, cognitive and neurobehavioral functioning,
etc.), caregiver characteristics (e.g., socio-demographic variables,
relationship, etc.), and caregiver perceptions (of patient functioning, of
their own coping, of impact on family, etc.).

However, the majority of studies that attempt to determine
predictors of caregiver burden and depression fail to include all
categories of variables. Further, most studies that examine the role of
subjective caregiver perceptions of patient functioning do not include
objective data regarding the TBI patients’ actual functioning (Table 1).
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Questionnaire Investigated Area Results

Zung’s Self-Rating
Depression Scale

Perceived Stress Scale, Social Support
Questionnaire, a measure of the severity of
difficult behaviors shown by the person
cared for and two measures of carer beliefs
about the behavior.

Higher depression and stress scores were associated with more severe behaviours and less
social support. Carer belief in their own ability to control the behaviours was associated with less
stress. Belief that the behaviour was under the control of the person with traumatic brain injury
and/or was motivated by hostile intentions was associated with more depression but less stress.

Ways of Coping
Questionnaire

Measures the thoughts and actions people
use to handle stressful encounters

Results revealed that the majority of caregivers in those with moderate to severe brain injuries
experienced dissatisfaction with many aspects of caregiving, especially with respect to feelings of
burden and mastery. Additionally, interestingly, caregiving ideology was most closely related to
avoidance-oriented coping.

FNQ Depression and the Responses to Stress

A structural equation model indicated that secondary control coping was associated with less grief
and depressive symptoms, whereas primary control coping and disengagement were associated
with more symptoms. Emotional and instrumental supports were directly associated with less
depressive symptoms. In addition, emotional and professional supports were associated with
symptoms through the use of primary control and disengagement coping.

SCL-90-R General symptom distress

The psychometric properties of the SCL-90 were evaluated. Its reliability proved to be good. Its
validity as a measure of general symptom distress was also good as it discriminated and screened
patients from the community as well as two widely used screening instruments.

FAD Reliably assessment the family functioning The FAD has been found to have good reliability, internal coherence and good content validity.

BSI Mood & Anxiety Symptoms

Discriminative power of the BSI, MASQ-D30 and SF-36 was good, but it was poor for the DAPP-
SF. For all instruments, the internal consistency of the subscales ranged from adequate to
excellent.

 Abbreviation: ROM: Routine Outcome Monitoring; BSI: The Brief Symptom Inventory; SCL-90-R: The Symptom Checklist-90-R (SCL-90-R); FAD: Family
Assessment Device; FNQ: Family Needs Questionnaire; MASQ D30: Mood & Anxiety Symptom Questionnaire −30; SF-36: Short Form Health Survey 36.

Table 1: Instruments of management psychological distress.

We hope that the operators will accept the challenge of this
complexity and establish better and more effective inter-professional
dialogues, that are definitely costly in terms of time and energy but
needed to grasp all the aspects involved in these dramatic personal
stories of the family. In addition to the health and social workers, it is
desirable also, that this dialogue increasingly involved professionals in
the legal and justice, whose sensitivity and competence are vital aspects
for the entrusted, and often the fate of entire families, and even future
generations.
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