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ORIGINAL ARTICLE

Family experiences up to seven years after a severe traumatic
brain injury–family interviews

Maud Stenberga, Britt-Marie Stålnackea and Britt-Inger Savemanb

aDepartment of Community Medicine and Rehabilitation, Rehabilitation Medicine, Umeå University, Umeå, Sweden; bDepartment of Nursing,
Umeå University, Umeå, Sweden

ABSTRACT
Purpose: To explore the experiences of being a family with one member suffering from severe traumatic
brain injury (STBI) up to 7 years earlier through narrative family interviews.
Methods: There are few studies where a family as a unit, including persons with STBI, are interviewed
together. This study used a family systems research approach following a qualitative interpretative design.
Therefore, 21 families with a total of 47 family members were interviewed. Qualitative content analysis
was used to reveal categories with sub-categories and a theme.
Results: “From surviving STBI towards stability, through the unknown, into a new everyday life and a
new future as a family” characterized the implicit message. The results revealed two categories both with
three subcategories. The first category characterized the rapid change from a normal everyday life to one
of uncertainty and finally to one of stability, and the second category described how it is to adapt as a
family after STBI.
Conclusions: Long-term experiences of STBI show the importance for the whole family of belonging to a
context, having a job, and having something to belong to as a way to achieve stability. Families� feelings
of loneliness and lack of treatment and support are challenges for professionals when trying to involve
families in care and rehabilitation.

� IMPLICATIONS FOR REHABILITATION
� A sense of belonging, having a purpose and a social network are important within families.
� Professionals can provide information and can help to eliminate misunderstandings for individuals

with severe traumatic brain injury and their families.
� It is important for rehabilitation professionals to undertake a thorough family assessment.
� This assessment will support families become involved in the process of rehabilitation.
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Introduction

Traumatic brain injury (TBI) is a major public health problem glo-
bally and is a leading cause of long-term disability in people of
working age [1]. The overall annual incidence of mild to severe
TBI (STBI) in Sweden, among about 10 million inhabitants, is esti-
mated at 250–354 000 persons/year [2,3], while STBI with
Glasgow Coma Scale (GCS) <9 [4] is estimated to be 2% in an
earlier study from northern Sweden [2].

STBI causes great personal suffering and involves high costs
for the individual and the community [5,6]. Changes in one family
member’s life after severe illness affect the family as a whole [7],
and families of severely injured persons often have difficulties to
adapt to the new situation [8]. Systemic changes are thus needed
within the family unit to restore functional stability and to
improve family satisfaction and wellbeing [8,9]. Possible future
disabilities or in worst cases death can be a reality. Caregiving
partners are at greater risk for emotional distress and higher lev-
els of burden [10]. To manage this situation, strategies of keeping
the family together have been described [11–12]. From the acute

phase, continuous information and being involved are of import-
ance for a family after STBI [12–14], and about 1 year after the
injury family members reported being embedded within the
experience of a relative’s brain injury [15]. Family responsibilities
do not fade away with time, and the long-term impact of TBI
might require external help [15,16]. STBI sufferers comprise a het-
erogeneous group with varying prognoses [17] and impacts on
the person with STBI in terms of behavioral, psychosocial, phys-
ical, and cognitive impairment, the latter often being invisible at
first sight. This makes it difficult for the family and others in the
community to understand the level of severity of these prob-
lems [17–18].

There are some studies focusing on experiences described by
persons with STBI [19] and other studies that have focused only
on relatives [10,20,21]. Family members’ separate experiences of a
severe injury and STBI show that relatives make sacrifices and
experience anxiety and that distress is put on the family [22]. It
has also been found that people with TBI 7 or more years after
the injury mostly had integrated the consequences of the injury
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into their lives and felt at peace with the situation [23]. We have
only found one study following a family systems approach where
formerly severely injured persons and their family members were
interviewed together after treatment in an intensive care unit [24]
However, there are studies of TBI families that take a holistic and
a family-centered perspective even if family members are inter-
viewed separately. The importance of narratives is highlighted
[15,25], and it has been found that family-systems conversations
and research (i.e., the family members are together) broadens the
knowledge of how it is to be a family where one member is suf-
fering from various illnesses. In a review it was shown that fami-
lies evaluated and described the importance of being gathered in
the same interview, thus learning from each other and creating a
common family story [26]. It would, therefore, be of interest to
gain more knowledge about how families experience life after
STBI and how the family members together create a family story
for adapting to the situation a long time after the STBI.

Aim

To explore the experiences of being a family with one member
still suffering from STBI up to 7 years after the initial injury event.

Method

This study used a family systems research approach [26] following
a qualitative interpretative design. The method relies on linguistic
(verbatim text) rather than numerical data and employs meaning-
based rather than statistical forms of data analysis [27].

Definitions

The family is who they say they are, or a family can be a group of
two or more individuals who identify themselves as a family
[28,29]. A family can consist of subgroups like dyads or triads, for
example, couples, siblings, or a person with STBI and a child. In
this study the terms family and families are used to refer to when
all the members in the family including the one suffering from
STBI shared an experience, i.e., being a family with emotional

bonds. For individual experiences, the concept of the injured per-
son or the family member was used.

Participants and setting

Thirty-seven injured persons with STBI were admitted during
2010–2011 to the Regional Neurotrauma Center at Umeå
University Hospital in northern Sweden, covering a geographical
area comprising almost half of the total area of Sweden. These 37
persons were recruited prospectively as a part of the Swedish-
Icelandic multicenter Probrain study (n¼ 114) involving five of six
university hospitals in Sweden and one in Iceland [30,31].
Inclusion criteria for the Probrain study were persons aged
18–65 years with acute STBI and GCS 3–8. The exclusion criterion
was death within 3weeks of injury. Assessments after 3weeks,
3months, and 1 year included clinical examination using the
framework of the International Classification of Functioning,
Disability and Health (ICF) [32].

Survivors from the 37 persons with STBI from northern
Sweden were part of this follow-up study at 5.5–7.5 years (mean
6.5 years) after the injury. Nine persons were deceased, six of
whom died within the first year, thus 28 injured persons were
available to participate. Three persons declined participation, one
had full recovery and wanted to leave this event behind, one
gave no reason and decided not to participate, and one was not
able to be a part of a family interview because of lack of time
and behavioral problems. Two were not reachable, and two had
no family member who could participate and were therefore
excluded. Thus, 21 persons with STBI participated in the study,
and 21 family systems interviews were held with a total of 47 par-
ticipants of which 26 were family members. For demographic and
injury characteristics, see Table 1. Characteristics of the person
with STBI at the time of injury and at follow-up are described in
Table 2. The family members were partners living together with
the one suffering STBI (n¼ 13) and former partners (n¼ 1), grown
up or young children (n¼ 4), including two still living with their
parent and two children living in the same town, and parents
(n¼ 6). None of the parents lived with their children at time of
injury or at follow-up. Finally, two personal assistants were
included. One person with STBI could not participate because of
disorder of consciousness and ongoing infection, but a grown-up
child and two personal assistants participated. Fifteen interviews
were carried out at the home of the injured person, one interview
was conducted at the injured person�s workplace, and two inter-
views were conducted at the authors’ office. Three interviews
were conducted by telephone or by videoconference due to the
great distances in northern Sweden. The injured person or their
legal trustee was contacted by the first author (MS), who had
been in contact with the families in earlier follow-up stud-
ies [33–37].

Data collection

The injured person or a legal trustee decided who should be
invited to the family interview. The participating families decided
the time and place for the interview. The injured person (or the
legal trustee) and family members gave written informed consent.
Two of the authors were present during the interviews, and one
(B-IS) performed the family interviews. A family systems approach
[28,38] was used during the interviews, i.e., the interviews were
based on seeing the family as an entity and that the family as a
system influenced the experience of having STBI in the family.
The interview started with a question that first invited the injured

Table 1. Demographics and injury characteristics for persons with severe trau-
matic brain injury (STBI) in northern Sweden (N¼ 21).

Median (range)

GCS� year 2010–2011 5 (3–8)
Hospital care
Intensive care (days) 14 (3–39)
Specialized rehab (days) 35 (0–127)
Total (days) 62 (16–250)

Age (years) 49 (27–70)
N (%)

Gender
Male 14 (66)
Female 7 (33)

Diagnosis
Diffuse brain injury (S062) 6 (29)
Focal brain injury (S063) 2 (10)
EPH� (S064) 4 (19)
Traumatic SDH� (S065) 7 (33)
Traumatic SAH� (S066) 1 (5)
Other (S068) 1 (5)

Cause of injury
Fall 9 (43)
Traffic 8 (38)
Sport 3 (14)
Unknown 1 (5)

�EPH: epidural hematoma; SDH: subdural hematoma; SAH: subarachnoid hema-
toma; GCS: Glasgow Coma Scale [4].
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person and then the rest of the family to narrate from their per-
spective their experience from the time of the injury event and
then during the 7 years that had passed. This made it possible to
listen and learn from each other. They were also asked open-
ended questions such as “When you listen to your mother, what
do you think?” or “What is the biggest change in your family?”
Further, the interviews followed certain themes of the injury tra-
jectory and how the family had coped during the various phases
throughout the 7 years that had passed. During the interview the
family members were encouraged to fill in passages and help
each other to remember. The interview time varied between 36
and 64min, and all interviews were tape-recorded and transcribed
verbatim covering a total of 489 pages.

Ethical consideration

The study was approved by the Ethical Review Board Umeå,
Sweden, No 2016/444-31. Many of the families showed compas-
sion and sorrow. Some of them also cried now and then during
the interview. In such cases they were asked if they wanted to
take a break or even stop the interview, but no one did. If they
had wanted to stop the interview, we had the possibility to
arrange for a meeting with a psychological counselor. As a benefit
from the interviews, others also told that this was considered as
something very good for the soul and that this was the first time
they could be together and listen to each others’ stories.

Data analysis

Qualitative content analysis is a widely used method to explore
interview texts because the data contain both manifest text and a
latent meaning [39,40]. The inductive analysis of the text uses
both the manifest descriptions and an interpretation of the latent
meaning. This means that the text is analyzed trying to put the
authors’ pre-understanding aside. The first author read the whole
text several times in order to grasp a sense of what it was all
about. The co-authors also read the text, and the first impressions
and understandings of the text were discussed among the
authors. Thereafter, the first author identified meaning units rele-
vant for the purpose of the study. By coding the meaning unit,
the text was condensed, i.e., codes were generated from the
meaning units without losing the content. After further discus-
sions among the authors, the codes were amalgamated according
to similar content and sorted into categories and subcategories.
These categories constituted the manifest content and were

intended to be as complete and mutually exclusive of the text as
possible. Throughout the entire process, the analysis went back
and forth between codes, meaning units, subcategories, and cate-
gories. Together the authors co-created the interpretation of the
manifest content leading to two main categories and six subcate-
gories. The analysis also resulted in a theme covering the latent
meaning of the text.

Results

The theme “From surviving STBI towards stability, through the
unknown, into a new everyday life and a new future as a family”
characterized the implicit message in the text. All families emo-
tionally described the shocking experience of the injury even
though it had occurred up to 7 years earlier. There were various
outcomes for the injured persons, but the families described quite
similar experiences at the beginning but after some years they
led their lives in different ways.

The following results are presented with two categories both
with three subcategories. The first category is characterized by
the rapid change from a normal everyday life into one of turmoil,
striving from uncertainty to stability, and the second category
describes how it is to adapt as a family after STBI.

Striving from uncertainty to stability

To be thrown as a family from a common everyday life to a near
death experience and then to gradually adapt to the new situ-
ation was described in three subcategories: Mobilization and to
be a guardian, Struggle with loneliness, and To achieve stability.

Mobilization and to be a guardian

Families described the strength of being gathered together and
how with love they coordinated their responsibilities. Mobilization
helped them to feel that they had a mission and helped them to
support each other. Family members that avoided gathering did
so because they could not stand the situation, but there was also
a description of their own belief that it might be better for the
injured person if they avoided the acute situation. Young children
were excluded from the acute phase in some families, but that
was not always wanted by the children, especially adolescents.
The families guarded the patient, they were alert, and they
learned and watched the medical equipment. After transitioning
to the next level of care, uncertainty appeared, and families

Table 2. Marital status, employment and livelihood, personal support, and driving license at time for injury in 2010–2011 and
at follow-up up to seven years later (n¼ 21).

Time of injury Follow-up
N (%) N (%)

Marital status
Unmarried without underage children living at home 4 (19) 4 (19)
Unmarried with underage children living at home 1 (5) 0
Married/cohabitating without underage children living at home 9 (43) 10 (48)
Married/cohabitating with underage children living at home 6 (29) 5 (24)
Married/cohabitating with grown child living at home 1 (5) 1 ( 5)
Compulsory care in the case of abuse 0 1 ( 5)

Employment and livelihood
Worker or being a student 17 (81) 10 (48)
Sick leave 3 (14) 9 (43)
Welfare payment 1 ( 5) 1 (5)
Other 0 1 ( 5)

Personal support
Personal assistance 24/7 0 2 (10)
Homecare service several times daily 0 2 (10)

Driving license 16 (76) 13 (62)
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described a lack of information. The closest family member, often
a partner or a mother, took the responsibility for discussions with
healthcare personnel authorities. Mothers and partners took the
role of carer, took control of the situation, and sought to keep
the family together. Other family members sometimes had to
stand back. To manage the role of carer, it was necessary for fam-
ily members to partly give up their own needs.

The mother of a son who sustained a STBI at age of 23
described the first weeks with her former partner and the father
to their son:” … .and then there was a lot of waiting and we could
support each other during that time and talk about common things
from the past and also be able to lift each other up a little bit and
share old memories, maybe you remember things and can be a little
happy sometimes. It was actually great. If I had gone there alone, I
do not think that I would have had the energy”.

Struggle with loneliness

Struggling with loneliness within the families was described by all
families. Partners still felt alone with their experience from the
acute phase 7 year earlier. The injured person also avoided talking
about this situation because they were unconscious at the time
or had prolonged amnesia and had to refer to others. Thus, they
did not describe the same strong emotional feelings. By not hav-
ing their own story, they described a feeling of loneliness. The
injured persons also talked about the lonely struggle with
reduced self-confidence living with their disability, new opportuni-
ties for living conditions, and for some guilt and sorrow for what
their family had experienced. The other family members described
painful feelings of loneliness because of people’s difficulty in
understanding the common endeavor after STBI and how persons
in their network had successively dropped out when recovery
slowed down. Returning to work or school was described as one
goal to break the loneliness and isolation and to achieve a mean-
ingful everyday life. Families saw improvement over the years and
sought help for rehabilitation, although there were descriptions
that brain injury rehabilitation was offered for the first year but
no longer than that. Families had to deal with authorities, for
example, the social insurance system for themselves or the
injured person, and for some families this was a lonely on-going
struggle without any support.

To be accepted and to accept “the new you” were not obvious
among the injured persons. Self-chosen loneliness was described,
and the injured persons often withdrew themselves in different
situations and declined invitations for gatherings. Family members
as caregivers felt lonely and saw nobody else to relieve the bur-
den. To struggle with loneliness had a considerable cost for family
caregivers, but for the injured person the attention by the care-
givers was valuable.

The wife of a husband who sustained a STBI at the age of
42 years and who lived in a rural area: “And I have to say, that it
is, one thing, I really need to get out of this conversation; and this
is, for the injured person, to come home, instead of being in a hos-
pital or institution, I highly recommend it. It has made him very
good! Instead of living inside four walls at the hospital, but I do not
strongly recommend it, for the relatives. Because it has been a shitty
time. I couldn’t take jobs or anything for the first five years, so I
have missed everything that is part of the pension system. Eh, it is
an incredible amount of pressing and searching all the time. You
are constantly investigating.”

To achieve stability

Stories about how to achieve stability differed. Families, beliefs,
and outside networks were important. Earlier experiences of how
to handle difficult situations in the families and the ability to
mobilize strength such as using humor, thinking positively, keep-
ing up with physical activity, writing a diary, or using social media
were described. The ability to look forward and manage reorienta-
tion was important. Stability was in some families described as a
stagnation, and searching for a change was desirable.

Alcohol and drugs as part of the family were included in these
discussions. Often this new situation became a turning point and
limited further abuse. It was described by the family members
that if this trauma had not happened, maybe their injured relative
would have died because of their substance abuse, and even
though living with a severe disability, family members said that
this was a better way to be a family than before. The injury
increased closeness and stability. Depending on how the recovery
progressed, the families went more and more back to old roles
that encouraged stability. In some cases, if the relationship was
unequal, a decision to take a step aside and separate, but still be
close together, was decided on.

A mother of a son who sustained a STBI at age 25, said:…
“There is a completely different sense of humility today without your
abuse than it used to be. You had it before, but with what has hap-
pened you are much tenderer now. Yeah, a little softer. I don’t
know, it’s just a greater feeling of closeness.”

Son: “hearing this makes me want to cry.”

To adapt as a family after STBI

The second category concerned adapting as a family after STBI
and had three subcategories: To be as usual, To be somewhat
unusual, and To be quite unusual, with a perspective from today
towards the future.

To be as usual

Families described how the journey back to a normal life occurred
unexpectedly quickly. A milestone for normality was coming back
to work and getting a driver’s license. The experience to be back
as usual seemed to be easier for those who were on sick leave or
who were unemployed before their injury. This self-perceived life-
satisfaction of being as usual and their gratitude for being back
at a full-time job was a recurring message, but several described
how they had returned to work too early. To be as usual was also
related to the outside network�s expectations and confirmation of
the injured person today, and sometimes there were small
changes remaining but families felt that everything was as usual.
The family system had been restored. For the future, the injured
person just wanted to take care of their family and to get on with
their daily life. To live in the present and not worry about the
future was an explicit goal. Several families told how they did
what they could do and did things more often together. Even
though everything was all right so far, there were families describ-
ing a fear of further deterioration like dementia.

A person who sustained a STBI at age 21 and afterwards com-
pleted university studies and today works in a full-time job said:
“The only thing I notice from the injury today is that, if I sleep too
little, then I have difficulties to find words and I often say the wrong
words. So that’s the only, yes, remaining problem, but my current
partner does not notice anything”.
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To be somewhat unusual

To be a somewhat unusual family led to changes in the family
system and to new responsibilities and roles in the family. During
the recovery phase, the family had to deal with the injured per-
son’s confusion, irritability, and other changes to their personality.
The injured persons were often more positive of their recovery,
but in the family interviews they heard another description of
how the family perceived them today. This description caused
interesting discussions between all family members, and in some
of the families they had never spoken about this before. Family
members were more negative, but they also described a deeper
relationship and how positive personalities could be strengthened
such as being softer and more caring. Children to an injured par-
ent carefully described the change in personality of their parent.
A common reflection was that this is how things are, that they
are somewhat unusual.

To be somewhat unusual and having unspoken pressure and
expectations about being as usual, for example, working full-time,
were described with tears. A hope for having children turned into
sorrow because this could not be fulfilled. Families could not
imagine that they could be responsible for additional children.
Partners to the injured person described the situation today as a
perfect way of living even though somewhat unusual, and this
was especially the case for men, while women had more worries.
Families planned and made actions to facilitate common activities,
such as travelling and keeping up their interests and continuing
to be a part of different social and sports activities. They had
found a balance in life and described that they had a good social
life and good possibilities for leisure even though being some-
what unusual.

A male partner to a woman who sustained a STBI at age 22,
and who were a couple when the incident occurred, said: “I think
we live a perfect life”.

The injured woman: “So I have come to realize that I will prob-
ably not be so much damn better, but it is just to learn to live like
this… but the wish that I had was to find some work, so I can work
a little or something, so I have something to do, and not be at
home all the time.”

To be quite unusual

To be quite unusual was described by the families as being lim-
ited, set on pause, or even that life had stopped. Self-confidence
was affected among the injured persons. To be a child in families
with STBI and having a parent that no longer behaved as usual
was described as difficult. The other parent then took a greater
responsibility for the children. There were children who in a hum-
ble way stated that “this is how it is for us, and this is how my par-
ent is”.

As time went by, limitations became more obvious as the
injured person’s condition seemed stable. For the injured there
were limitations to their ability to take care of themselves and to
make their own decisions and to be independent. Family mem-
bers, a mother, a partner, or a grown-up child had to take big
responsibilities for the injured person. They saw no other solution
and did it with love, but also from a sense of duty. This was
described as a locked-up situation. Family members underlined
the wish to sometimes live their own life and let the injured live
their life just like it was before.

When family members took time for themselves, they had a
bad conscience for the injured person. Seven years after the
injury, some of the family members missed professional support
for themselves. This situation was described as emotionally

demanding and stressful. The quite unusual families had given up
their endless efforts to get help from outside networks such as
help from social workers and the possibility for rehabilitation.
They had resigned themselves to their situation.

For the future, these families described a wish that the disabil-
ity and the whole situation would not become worse. There were
worries about how to manage to keep the family relationship
intact. The injured persons tried to give different solutions to
release family members from these worries. Discussions went on
in the families, and it became clear that the solution was not just
for the injured person, but also for the whole family. To get a for-
mal responsible person for support or to find another accommo-
dation was for the future. Support over the years seemed extra
important and differed depending on, for example, the age of the
injured person.

A mother to a son, who sustained a STBI at age 50, said: “They
(the children) don’t want to have any contact with their dad. They
think it is too difficult to visit him, and that is hard for my son and
is hard for me.”

The injured son: “I’m so alone. Why did I do that, why am
I injured?”

Totally, the families described hopes for the future in various
ways even if they generally hoped that everything would go well
or at least not be worse than today. There was hope for a better
future but also anxiety about being left alone. Actions for the
future are concrete, and actions for the future are also an oppor-
tunity to challenge yourself and try new things.

Discussion

In the present study of family experiences up to 7 years after
STBI, families as a unit together instead of individuals were
studied. The most important finding was their common struggles
over these years – “From surviving STBI towards stability, through
the unknown, into a new everyday life and a new future as a fam-
ily”, which is the implicit message in the text. The results showed
a rapid change for families from a normal everyday life before
STBI, and their striving through uncertainty to stability and their
adaptation as a family after STBI. Striving from uncertainty to sta-
bility, from ordinary life to a rapid change, permeated almost all
of the results. The transitions for individual close family members
have been described earlier [41], but also with the whole family
in mind, even if the injured person was left behind [15]. Still,
there is an absence of studies focusing on the process of transi-
tion for STBI families as a whole with the injured person included,
especially in a long-term perspective. Our study, like other studies,
confirms that prognoses after STBI differ [42] and that even many
years after STBI disability some minor or more prominent needs
and changes still exist [43]. Families in our study, as long as up to
7 year after injury, described unmet needs and lack of profes-
sional support to alleviate the burden and sense of loneliness or
social isolation. This is in line with previous studies that have
shown high and persistent family needs up to 2 years after
injury [44,45].

Mobilization and to be a guardian was the first subcategory,
describing, for example, the importance of having a family who
could provide a sense of security for persons with STBI. This was
also described earlier [46] among other persons who have been
critically ill. We also found how important it was for the families
to be included and involved in care and the importance of receiv-
ing consistent information. This was also seen in a study that
summarized the needs of family members to patients with STBI
during their neuro-intensive care [12]. The results in our study
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pointed at the importance that staff checked that the given infor-
mation was correctly understood by family members to individu-
als with STBI, which was also found in another study [46]. The
families had not been offered special targeted information about
STBI adapted for young children or teenagers. It has been
reported that adolescents having a parent with chronic medical
conditions have an increased risk of, for example, internalizing
problems, adverse caregiving characteristics, and stress [47]. This
is something to be aware of, and offering such information is
recommended.

A common experience was that the families took responsibility
in the short and the long term, sometimes seen as life-long.
Taking responsibility for an injured family member was done out
of natural love, and as a moral obligation, but also because no
one else was there. Further, mothers and female partners were in
the majority when it came to taking the role of guarding and
being the closest caregiver. This is also reported by others [48,49].
In the beginning, the responsible family members often changed
their professional lives so that they could be near or take care of
the injured person, leading to increased financial strain. TBI has
great impact and stress on partners [10]. Caregivers’ initial needs
were very similar, but like in another recent study they varied
widely already at 6months [49] because of the different outcomes
of the STBI.

To struggle with loneliness was the second sub-category in
our study. Loneliness was still present 7 years after injury, demon-
strating a before and after mood. It was said to be a lonely on-
going struggle without support. The loneliness among the injured
persons related to not remembering what had happened and to
others in the family not being able to share the experience.
Loneliness in our study can be compared with what is reported in
another study as feelings of isolation within the families [25].
Loneliness was also described as a dominant feeling and was
either individual or shared and sometimes self-chosen. The lack of
a common life with experiences of friends who had successively
dropped out were also described. The loss of friendship following
STBI and other social contacts is also described by others [50].

Further, the results of our study showed that their lonely strug-
gle concerned the support that families received or did not
receive from outside, for example, lack of further rehabilitation
from health care and increased community services. This has also
been reported by others [45]. A study including family members
to persons with STBI concluded that experiencing loneliness was
an independent predictor for increased burden [44]. Other studies
of family members to STBI patients have described the long-term
needs for both the injured persons and their families [9,12,20].

To achieve stability was the third subcategory and consisted of
the importance of being able to mobilize strength, having the
ability to look forward, managing reorientation, and acceptance.
Stability was in some families described as stagnation, and search-
ing for a change was desirable. On the other hand, the illness and
the progress of recovery often increased closeness and the ability
of families to achieve stability and return to old family roles. This
can be compared with what is described as a strengths-based
process unfolding over time towards a more holistic view of out-
comes, such as reframing and positive appraisal [51] and to feel
greater closeness underpinned by mutual respect, empathy, and
understanding [15].

To strive from uncertainty to stability is a process of being
thrown into chaos and slowly adapting to a new situation.
Support is fundamental to be able to go through the ordeal and
reach stability. Professional support by giving adequate informa-
tion is one way to ease the transition, and support from both

family members and professionals can decrease loneliness and
help to achieve stability. Closer relationships and better communi-
cation were aspects that helped the families to achieve stability
even if STBI sometimes negatively affected family relations.
Families were important for stability, but barriers were also seen,
such as confronting substance abuse. This is also in line with
what others have described [52]. Substance abuse before the
injury had ceased in almost all of the families and contributed to
stability. Substance abuse disorders are the most common pre-
injury psychiatric diagnosis among individuals with TBI and the
third most common psychiatric diagnosis post-injury [53]. There is
a suggestion for screening individuals with TBI for drug and alco-
hol use after an injury in order to facilitate proper interventions if
necessary [54].

Families, including children, need professional help to under-
stand the recovery process after STBI and to get a chance to talk
about it in order to avoid misunderstandings. In an earlier study,
post-traumatic stress symptoms were identified in children with a
parent who suffered from acquired brain injury [55]. Professional
support also increases the possibility for the injured person to be
closer to the situation or if necessary to reduce a sense of shame.
Professional support that manages stress and anxiety might be
important for these families [56], and as reported in this study
also in a long-term perspective. To be ignored and treated with
disrespect are reprehensible, but unfortunately this has been
described earlier among persons with severe disability after STBI
[57]. It is of importance to listen to STBI families’ narratives inde-
pendently of the injured person�s outcome. Changes after the
injury are not limited to the injured person, and family members
are also changing as a result of their experiences. Thus they need
help to understand the family situation [15].

We suggest that families should be addressed with long-term
help and provided with professional support in line with results
from other studies [10,45,48]. To invite families to health-promot-
ing conversations, an experience-based intervention [38] might be
a release and help for the families to improve their well-being. In
a review study, the use of personal narrative approaches in
addressing loss of identity following TBI were supported, and
health care professionals were encouraged to help families build
a strengths-based identity for individuals with TBI by telling and
sharing their stories [58]. This approach is also something we rec-
ommend for the whole family together. To help families to realign
and reconstruct themselves post-injury might be a helpful strat-
egy for rehabilitation [25]. A problem also described in our study
was that STBI survivors demonstrated limitations in verbal expres-
sion and narration and thereby perhaps do not experience the
positive result expected from these interventions [50].

In order to adapt as a family after STBI, we identified three
possible ways of interpreting the results of the family system and
the family’s adaptation to their situation after the STBI, up to 7
years after the injury. The three ways are linked to the injured
person’s recovery and to becoming a family unit again, demon-
strating, for example, family functions and family strategies.
Further research is needed to see if this interpretation can be
found in other families as well.

The first way described the family as being as usual again and
with an unexpectedly fast recovery. The family system had been
restored and they lived their daily life in the present, which also
included a goal for the future. A severe injury like this in the fam-
ily could also be a source of concern and strength for the future.
The second way described the family as somewhat unusual,
describing how the family functioned nearly as it was before, and
even if the social life was reduced, it was still good enough. The
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injured person might still have some kind of behavioral problems
that influences family daily living leading to, for example, stress,
but even so these families had found a balance in life and a good
possibility for leisure time. The third way described families as
quite unusual, which covered a new way of living often with
severe problems, and these families continued to struggle with a
lack of self-confidence and burdensome changes in daily life.
Family members felt anxious about how things would be for
them, especially if they could no longer be the caregiver for the
injured person.

These three ways of presenting family systems and adaptation
have not, as far as we have seen, been described in this way
before. Therefore, we have not discussed and compared this part
of our results with other studies. The intention is that our results
are one way to elucidate how STBI families adapt to the situation
and serve as a way to illustrate family illness trajectories up to 7
years after the STBI. We believe that presenting our results in this
way might be an eye opener for further research concerning fami-
lies living with STBI.

Study strengths and limitations

This family system study can be seen as having a nearly total par-
ticipation of families after STBI. All persons with STBI who were
eligible from northern Sweden and who had participated in earlier
follow-up studies were invited to participate together with their
family members. The heterogeneous group of interviewed families
gave a broad and varied, but also in many ways a common pic-
ture of their experiences up to 7 years after the incident. Thus,
the results can be transferable to other families suffering
from STBI.

The interviews were mostly conducted in the homes of the
families, representing a safe and well-known environment. They
had met the first author in earlier follow-up studies, which also
contributed to a trustful interview situation in which they helped
each other to narrate their illness story and thereby also learned
from each other. There might be a risk of bias because the first
author knew the families from before. However, the last author
who performed the family interviews was unaware of the illness
history of each family, thus limiting the risk of bias.

The authors’ pre-understandings, i.e., knowledge of the partici-
pants (MS), medical knowledge of STBI rehabilitation (MS, B-MS),
and knowledge of family systems and reactions under severe con-
ditions (B-IS) is important to be aware of and to try to hold back.
The internal consistency in this inductive study is shown through
a thorough description of the analysis process and is strength-
ened with quotations from the text thus strengthening the trust-
worthiness, transferability, and quality of the study.

Individual family members did not always agree about what
was talked about in the narratives, and some things were also
unknown to the others. There were things that they had never
discussed before. Because these interviews in some cases clarified
things between the participants, the conversation then continued
in, as we interpreted it, a forward direction.

Family interviews, including the family member with STBI, and
the analysis focusing on the family as a system showing family
strength and limitations was unique for studies on STBI families.

Conclusions

After 7 years, families with a member suffering from STBI
described how they strived from uncertainty to stability and how
they adapted as a family. It is important to provide a thorough

family assessment of family members’ experiences of living as a
family with STBI in order to understand which types of interven-
tions families should be offered from professionals. Information
and support in the short and long term were essential because
STBI meant a change for the worse, but sometimes also for the
better. There is a need to eliminate misunderstandings and that
the families together with professionals understand the expected
recovery process after STBI. Offering long-term rehabilitation and
emotional conversational support to the whole family is
recommended.

Acknowledgements

The authors would like to thank the participating families.

Disclosure statement

No potential conflict of interest was reported by the author(s).

Funding

This work was supported by the V€asterbotten County Council, the
Swedish Association for Survivors of Polio, Accident and Injury
and the Swedish Brain Foundation.

ORCID

Britt-Inger Saveman http://orcid.org/0000-0003-3716-6445

References

[1] Peeters W, van den Brande R, Polinder S, et al.
Epidemiology of traumatic brain injury in Europe. Acta
Neurochir (Wien). 2015;157(10):1683–1696.

[2] Styrke J, Stålnacke BM, Sojka P, et al. Traumatic brain inju-
ries in a well-defined population: epidemiological aspects
and severity. J Neurotrauma. 2007;24(9):1425–1436.

[3] Pedersen K, Fahlstedt M, Jacobsson A, et al. A national sur-
vey of traumatic brain injuries admitted to hospitals in
Sweden from 1987 to 2010. Neuroepidemiology. 2015;
45(1):20–27.

[4] Teasdale G, Jennet B. Assessment of coma and impaired
consciousness. A practical scale. Lancet. 1974;2(7872):
81–84.

[5] Jourdan C, Azouvi P, Genêt F, et al. Disability and health
consequences of traumatic brain injury: National preva-
lence. Am J Phys Med Rehabil. 2018;97(5):323–331.

[6] Murray GD, Teasdale GM, Braakman R, et al. The European
Brain Injury Consortium survey of head injuries. Acta
Neurochir (Wien). 1999;141(3):223–236.

[7] Sch€onberger M, Ponsford J, Olver J, et al. A longitudinal
study of family functioning after TBI and relatives’ emo-
tional status. Neuropsychol Rehabil. 2010;20(6):813–829.

[8] Mc Cubbin MA. Family stress theory and the development
of nursing knowledge about family adaptation. In: Feetham
SL, Meister SB, Bell JM, Gillis CL, editors. The nursing family.
New Bury Park: Sage Publications; 1993. p. 46–58.

[9] Brown-Baatjes O, Fauch�e P, Greeff A. The development and
relevance of the resiliency model of family stress, adjust-
ment and adaptation. Acta Acad. 2008;40(1):78–126.

FAMILY EXPERIENCES UP TO SEVEN YEARS AFTER A SEVERE TRAUMATIC BRAIN INJURY-FAMILY INTERVIEWS 7



[10] Doser K, Norup A. Caregiver burden in Danish family mem-
bers of patients with severe brain injury: the chronic phase.
Brain Inj. 2016;30(3):334–342.

[11] Patterson JM, Garwick AW. Levels of meaning in family
stress theory. Fam Process. 1994;33(3):287–304.

[12] Bond AE, Draeger CRL, Mandleco B, et al. Needs of family
members of patients with severe traumatic brain injury.
Implication for evidence-based practice. Crit Care Nurse.
2003;23(4):63–72.

[13] Lam P, Beaulieu M. Experiences of families in the neuro-
logical ICU: a “bedside phenomenon”. J Neurosci Nurs.
2004;36(3):142–146.

[14] Kynoch K, Chang A, Coyer F, et al. The effectiveness of
interventions to meet family needs of critically ill patients
in an adult intensive care unit: a systematic review update.
JBI Database System Rev Implement Rep. 2016;14(3):
181–234.

[15] Whiffin CJ, Bailey C, Ellis-Hill C, et al. Narratives of family
transition during the first year post-head injury: perspec-
tives of the non-injured members. J Adv Nurs. 2015;71(4):
849–859.

[16] Townshend J, Norman A. The secondary impact of trau-
matic brain injury: an interpretative phenomenological ana-
lysis. Family J. 2018 ;26(1):77–85.

[17] Pavlovic D, Pekic S, Stojanovic M, et al. Traumatic brain
injury: neuropathological, neurocognitive and neurobeha-
vioral sequelae. Pituitary. 2019;22(3):270–282.

[18] Swift TL, Wilson SL. Misconceptions about brain injury
among the general public and non-expert health professio-
nals: an exploratory study. Brain Inj. 2001;15(2):149–165.

[19] Jumisko E, Lexell J, S€oderberg S. The meaning of living
with traumatic brain injury in people with moderate or
severe traumatic brain injury. J Neurosci Nurs. 2005;37(1):
42–50.

[20] Manskow US, Arntzen C, Damsgård E, et al. Family mem-
bers’ experience with in-hospital health care after severe
traumatic brain injury: a national multicentre study. BMC
Health Serv Res. 2018;18(1):951.

[21] Jumisko E, Lexell J, S€oderberg S. The experiences of treat-
ment from other people as narrated by people with mod-
erate or severe traumatic brain injury and their close
relatives. Disabil Rehabil. 2007;29(19):1535–1543.

[22] Kratz AL, Sander AM, Brickell TA, et al. Traumatic brain
injury caregivers: A qualitative analysis of spouse and par-
ent perspectives on quality of life. Neuropsychol Rehabil.
2017;27(1):16–37.

[23] Strandberg T. Vuxna med f€orv€arvad traumatisk hj€arnskada-
omst€allningsprocesser och konsekvenser I vardagslivet. En
studie av femton personers upplevelser och erfarenheter
av att leva med f€orv€arvad traumatisk hj€arnskada. [Adults
with acquired traumatic brain injury –the changeover pro-
cess and consequences in everyday life: a study of fifteen
persons’ experience of living with acquired traumatic brain
injury]. Available from: Universitetsbiblioteket 2006. www.
oru.se.

[24] S€oderstr€om IM, Saveman BI, Hagberg M, et al. Family adap-
tation in relation to a family member’s stay in ICU.
Intensive Crit Care Nurs. 2009;25(5):250–257.

[25] Whiffin CJ, Ellis-Hill C, Bailey C, et al. We are not the same
people we used to be: An exploration of family biograph-
ical narratives and identity change following traumatic
brain injury. Neuropsychol Rehabil. 2019;29(8):1256–1272.

[26] €Ostlund U, Persson C. Examining family responses to family
systems nursing interventions: an integrative review. J Fam
Nurs. 2014;20(3):259–286.

[27] Denzin NK, Lincoln YS The SAGE handbook of qualitative
research. Thousand Oaks (CA): Sage Publications; 2011.

[28] Wright L, Leahey M. Nurses and families: a guide to family
assessment and intervention. 5th ed. Philadelphia (PA): FA
Davis; 2013.

[29] Whall AL. The family as the unit of care in nursing: a histor-
ical review. Public Health Nurs. 1986;3(4):240–249.

[30] Stenberg M, Godbolt AK, Nygren De Boussard C, et al.
Cognitive impairment after severe traumatic brain injury,
clinical course and impact on outcome: a Swedish-Icelandic
study. Behav Neurol. 2015;2015:680308.

[31] Godbolt AK, Deboussard CN, Stenberg M, et al. Disorders
of consciousness after severe traumatic brain injury: a
Swedish-Icelandic study of incidence, outcomes and impli-
cations for optimizing care pathways. J Rehabil Med. 2013;
45(8):741–748.

[32] Ptyushkin P, Vidmar G, Burger H, et al. Use of the
International Classification of Functioning, Disability and
Health (ICF) in patients with traumatic brain injury. Brain
Inj. 2010;24(13–14):1519–1527.

[33] Stenberg M, Koskinen LD, Jonasson P, et al. Computed
tomography and clinical outcome in patients with severe
traumatic brain injury. Brain Inj. 2017;31(3):351–358.

[34] Nygren DeBoussard C, Lannsj€o M, Stenberg M, et al.
Behavioural problems in the first year after severe trau-
matic brain injury: a prospective multicentre study. Clin
Rehabil. 2017;31(4):555–566.

[35] Godbolt AK, Stenberg M, Jakobsson J, et al. Subacute com-
plications during recovery from severe traumatic brain
injury: frequency and associations with outcome. BMJ
Open. 2015;5(4):e007208.

[36] Godbolt AK, Stenberg M, Lindgren M, et al. Associations
between care pathways and outcome 1 year after severe
traumatic brain injury. J Head Trauma Rehabil. 2015;30(3):
E41–E51.

[37] Stenberg M, Koskinen LO, Levi R, et al. Severe traumatic
brain injuries in Northern Sweden: a prospective 2-year
study. J Rehabil Med. 2013;45(8):792–800.

[38] Benzein EG, Hagberg M, Saveman BI. ‘Being appropriately
unusual’: a challenge for nurses in health-promoting con-
versations with families. Nurs Inq. 2008;15(2):106–115.

[39] Graneheim UH, Lundman B. Qualitative content analysis in
nursing research: concepts, procedures and measures to
achieve trustworthiness. Nurse Educ Today. 2004 ;24(2):
105–112.

[40] Graneheim UH, Lindgren BM, Lundman B. Methodological
challenges in qualitative content analysis: a discussion
paper. Nurse Educ Today. 2017;56:29–34.

[41] Engstr€om Å, S€oderberg S. Transition as experienced
by close relatives of people with traumatic brain injury.
J Neurosci Nurs. 2011;43(5):253–260.

[42] Andelic N, Howe E, Hellstrom T, et al. Disability and quality
of life 20 years after traumatic brain injury. Brain Behav.
2018;8(7):e01018.

[43] Inzaghi MG, De Tanti A, Sozzi M. The effects of traumatic
brain injury on patients and their families. A follow-up
study. Eura Medicophys. 2005;41(4):265–273.

[44] Manskow US, Friborg O, Røe C, et al. Patterns of change
and stability in caregiver burden and life satisfaction from

8 M. STENBERG ET AL.

http://www.oru.se
http://www.oru.se


1 to 2 years after severe traumatic brain injury: a
Norwegian longitudinal study. NRE. 2017;40(2):211–222.

[45] Anke A, Roe C, Sigurdardottir S, et al. Family needs at one
and two years after severe traumatic brain injury: a pro-
spective study of changes and predictors. Brain Inj. 2020;
34(1):89–97.

[46] Engstr€om A, S€oderberg S. Receiving power through con-
firmation: the meaning of close relatives for people who
have been critically ill. J Adv Nurs. 2007;59(6):569–576.

[47] Sieh DS, Visser-Meily JMA, Meijer AM. Differential outcomes
of adolescents with chronically Ill and healthy parents. J
Child Fam Stud. 2013;22(2):209–218.

[48] Minnes P, Graffi S, Nolte ML, et al. Coping and stress in
Canadian family caregivers of persons with traumatic brain
injuries. Brain Inj. 2000;14(8):737–748.

[49] Kreitzer N, Bakas T, Kurowski B, et al. The experience of
caregivers following a moderate to severe traumatic brain
injury requiring ICU admission. J Head Trauma Rehabil.
2020;35(3):E299-E309.

[50] Douglas J. Loss of friendship following traumatic brain
injury: a model grounded in the experience of adults with
severe injury. Neuropsychol Rehabil. 2019;3:1–26.

[51] King G, Nalder E, Stacey L, et al. Investigating the adapta-
tion of caregivers of people with traumatic brain injury: a
journey told in evolving research traditions. Disabil Rehabil.
2020;20:1–15.

[52] Lefebvre H, Cloutier G, Jos�ee Levert M. Perspectives of survi-
vors of traumatic brain injury and their caregivers on long-
term social integration. Brain Inj. 2008;22(7–8):535–543.

[53] Whelan-Goodinson R, Ponsford J, Johnston L, et al.
Psychiatric disorders following traumatic brain injury: their
nature and frequency. J Head Trauma Rehabil. 2009;24(5):
324–332.

[54] Driver S, Juengst S, Reynolds M, et al. Healthy lifestyle after
traumatic brain injury: a brief narrative. Brain Inj. 2019;
33(10):1299–1307.

[55] Kieffer-Kristensen R, Teasdale TW, Bilenberg N. Post-trau-
matic stress symptoms and psychological functioning in
children of parents with acquired brain injury. Brain Injury.
2011;25(7–8):752–760.

[56] Chronister J, Johnson ET, Chan F, et al. Positive person-
environment factors as mediators of the relationship
between perceived burden and quality of life of caregivers
for individuals with traumatic brain injuries. Rehabil
Counsel Bull. 2016;59(4):235–246.

[57] Chamberlain DJ. The experience of surviving traumatic
brain injury. J Adv Nurs. 2006;54(4):407–417.

[58] D’Cruz K, Douglas J, Serry T. Personal narrative approaches
in rehabilitation following traumatic brain injury: a synthe-
sis of qualitative research. Neuropsychol Rehabil. 2019;
29(7):985–1004.

FAMILY EXPERIENCES UP TO SEVEN YEARS AFTER A SEVERE TRAUMATIC BRAIN INJURY-FAMILY INTERVIEWS 9


	Abstract
	Introduction
	Aim
	Method
	Definitions
	Participants and setting
	Data collection
	Ethical consideration
	Data analysis
	Results
	Striving from uncertainty to stability
	Mobilization and to be a guardian
	Struggle with loneliness
	To achieve stability

	To adapt as a family after STBI
	To be as usual
	To be somewhat unusual
	To be quite unusual

	Discussion
	Study strengths and limitations
	Conclusions
	Acknowledgements
	Disclosure statement
	References


