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Family matters in neurorehabilitation:
why, when, who, and how?

Anne Norup, PhD*

BSTRACT

The objective of this clinical paper is to describe the different types of family matters that
professionals deal with every day when working in rehabilitation. This paper emphasizes
WHY and WHEN it is important to work with the whole family and summarizes family
reactions throughout the rehabilitation process. Furthermore, it is examined WHO in the
family is more at risk of poor caregiver outcomes. Lastly, the paper identifies the needs of
the family following brain injury and HOW it is possible to work with the family throughout
the different phases of rehabilitation.

Introduction

During the last few decades, neurorehabilitation after injury to the brain has
been accepted as both an appropriate and necessary practice due to its sig-
nificant impact on everyday life. Acquired brain injury (ABI) is defined as brain
injury caused by an event occurring after birth, which is not hereditary, con-
genital or degenerative®. ABI comprises brain injury with different etiologies
such as stroke, traumatic brain injury (TBI), tumors, encephalitis etc., all of
which incur a number of consequences within different areas such as physical
deficits, cognitive sequela and psychological changes®. Furthermore, many of
the effects are long lasting, causing barriers to participation and independent
living. This often requires family members to provide care, supervision and co-
ordination of the neurorehabilitation process®. In many cases, ABI has chronic
consequences, which result in lifestyle changes for the whole family and not
just the individual suffering from the brain injury.

The purpose of this paper is to describe the different types of family matters in
neurorehabilitation that we as professionals deal with on a daily basis. The paper is
based on studies conducted within the field of brain injury as well as clinical experi-
ence. Consequently, this paper is not an extensive or systematic review of the liter-
ature but a clinical paper providing an overview of relevant studies judged as such
by the author. The paper is divided into sections concerning why it is necessary and
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important to address family matters in neurorehabili-
tation and secondly, when in the process of neurore-
habilitation working with the family is of particular
importance, including family reactions during the pro-
cess. The third part of the paper concerns who in the
family is more at risk of developing poor caregiver
outcome, and lastly, the paper discusses how to work
with the family in the different phases of rehabilitation.

WHY- why does family matter
in neurorehabilitation?

ABI can affect anybody at any time. The distribution
of etiologies might be different across countries, but
an overarching similarity for all types of injuries is
that the impact is sudden and immediate, and con-
sequently not expected by the family. Due to the un-
expected nature of the injury, the family is not pre-
pared®. The injury can disrupt the family system and
dynamic, eventually leading to poor family function-
ing®. The injury causes immediate uncertainty about
the future, i.e. “Will she survive the acute phase?”
as well as more long-lasting uncertainty as rehabilita-
tion progresses, i.e. “Will he be able to live at home?”
or “Will he be able to hold a job?” Consequently, the
uncertainty will most likely remain for years to come
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and will not disappear after the acute treatment.

After the initial acute treatment, deficits in many
different areas of function will start to emerge as the
patient regains consciousness. An injury to the brain
can cause cognitive deficits, physical deficits, and so-
cialand behavioral changes as well as changes inemo-
tion and personality, many of which have long-lasting
effects. Many studies have assessed and reported on
poor psychosocial outcomes among caregivers af-
ter ABI. Family members of patients with brain injury
are at greater risk of symptoms of anxiety and de-
pression”, post-traumatic stress symptoms®, in-
creased distress and burden®?29 and diminished
life satisfaction®3% and quality of life3739,

Substantial amounts of literature have empha-
sized how families and caregivers are affected by
the brain injury, resulting in poor mental and physi-
cal health. The poor health of the caregivers affects
the quality of the care they provide, which affects
the outcomes of the patient with the injury. This
enhances the risk of social isolation and ultimate-
ly, the loss of financial support. This will once again
lead to a changed life situation possibly affect-
ing the caregiver’s health. This process can be de-
scribed as a self-reinforcing circle (Figure 1).

Changed life
situation~

changed family
dynamics

Risk of social
isolation
Loss of financial

support

Poor outcome in
the patient

Poor mental and
physical health
among caregivers

Incresed strain and
distress in
caregivers =>
Poor support and
care of the patient

Figure 1. The self-reinforcing circle.

Note: ABI: acquired brain injury. This conceptual model describes some of the factors related to the reciprocal rela-
tionship between patient and caregiver outcome. The figure is not a comprehensive description of all the complex in-
teractions between the different factors, but an overview of how these factors are related and affects one another.
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This circle increases the risk of long-term men-
tal health problems, which can result in sick leave
for the caregiver and a resultant loss of financial
resources for the family. Without intervention this
self-reinforcing circle can continue indefinitely.

Summing up: Family members become infor-
mal caregivers and are an important part of the
treatment and rehabilitation process. Thus they
do function as an extension of the health care
system and will often be the ones who provide
the long-term care, support and supervision of
the patient®®. The family is an essential key in
the reintegration process following rehabilita-
tion, which necessitates making the family a part
of the rehabilitation process®®. The family knows
the patient best and therefore represents a very
important resource during and after the rehabil-
itation process. Clearly, the family is more than
an ‘add-on’.

Phase 1

Acute
treatment
in hospital

Phase2

Rehabilitation
in hospital

WHEN does family matter?

In order to describe family matters occurring in
the process of rehabilitation, it is necessary to
describe family reactions throughout the rehabil-
itation process. The phases of rehabilitation are
different across countries®3®, so the proposed
model here should be considered generic.

Phase one in the depicted model consists of the
acute treatment and care in a hospital, most often
in neuro-intensive care unit or regular intensive care.
Phase two is rehabilitation in a hospital, where du-
ration can depend on the specific health care sys-
tem or insurance and can differ significantly across
countries. Phase three is rehabilitation outside a hos-
pital, which can be both in-patient and outpatient
depending on the need of the patient. Phase four is
considered chronic phase consisting of further reha-
bilitation or maintenance training, if any (Figure 2).

Phase 3

Rehabilitation
after discharge
municipality

Phase 4

If needed
rehabilitation/
maintenance

Figure 2. Rehabilitation process.

Murial Lezak was one of the firstin the brain inju-
ry literature to describe the process of family reac-
tions throughout the rehabilitation process®?. She
described specific family reactions seen at different
time points throughout rehabilitation phases. This
description was linear, outlining how the patient
progressed simultaneously with the process of the
family and how the different reactions followed one
another in phases. According to the model, the reac-
tions within the family evolve from initial happiness

due to the survival of the patient to mourning and
reorganization from 15 months and onward®.

This is in opposition to a later model proposed
by Stroebe & Schut“?. The dual model of coping
with bereavement was originally developed to cre-
ate a framework for dealing with grief after the loss
of a loved one“”. However, the dynamic process
described in the model can easily be adapted to
the caregiving framework. Families living with brain
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injury do experience loss in terms of loss of func-
tion and abilities. The dynamic process described
by the dual model fits very well with the clinical ex-
perience when working with families who go back
and forth between dealing with the loss and orient-
ing themselves for restoration of function. In this
way, the coping process is dynamic and oscillato-
ry, as the family sometimes confronts and some-
times avoids the painful situation associated with
the loss“?. Coping with the life changes and loss-
es that the brain injury has brought on should in-
clude adaptive strategies such as confrontation and
avoidance in relation to the losses and restoration.

As mentioned above, a substantial amount of
cross-sectional studies have assessed how brain in-
jury affects the wellbeing of the caregivers and im-
mediate family, and these have indicated immediate
reactions such as post-traumatic stress® and high
frequencies of anxiety and depression in the acute
phase®™. During rehabilitation and after discharge,
high frequencies of both symptoms of depression
and anxiety have also been reported®913344-44) as
well as high levels of strain and distress®>447). De-
creased quality of life is also a well-known phenom-
enon during rehabilitation®3234 and at follow-ups
many years after injury(333s4%,

All these cross-sectional studies have provided
useful information about the emotional condition
of the informal caregivers or close family mem-
bers at different time points after injury. The in-
nate problem with these studies is that they do
not provide any information about changes over
time or the direction of causality. It is highly im-
portant to know how the emotional condition of
the caregivers develops over time and longitudi-
nal studies are needed in order to elucidate the
effects of ABI on the family over time. Howev-
er, only few longitudinal studies have been con-
ducted examining the long-term consequences of
ABI on the family and caregivers. Studies examin-
ing depression and anxiety over time have found
that the amount and severity of symptoms do de-
crease indicating that even though these families
experience severe distress, they are able to man-
age, adapt and cope over time“s4. One study has
also pointed to the fact that HRQoL increases
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during the first year after the injury but remains
significantly lower when compared to a reference
population®.

In a study conducted in the chronic phase 3 to
6 years after injury assessing caregiver burden and
family needs, many of the family caregivers re-
ported unmet needs and increased caregiver bur-
den®s®. Furthermore, many provided comments
about their situation on the reverse side of the
questionnaires, indicating how their experiences
were still distressing and straining. A wife of a pa-
tient, who was living at a nursing home after a se-
vere traumatic brain injury, reported the following:

...what | find most difficult is getting the dif-
ferent persons helping my husband to under-
stand what his brain injury means.......... 'm
feeling worn out now after 6 years, where
there has been different episodes at the nurs-
ing home... (they forget to give him the call
button, put him in a wheelchair that can’t
drive etc.) The problem is that you can’t see
the brain injury.....

Wife, 73 yrs.

Another wife of a patient, who lived at home, re-
ported the following:

...... he has no friends and wants me around
all the time. Family and kids don’t work -
only me. He is very jealous of everything
and everybody | talk to or help. I have to be
there all the time and live my life the way
he wants: very selfish and self-satisfying.....

Wife, 63 yrs

These quotes emphasize how the burden of care-
giving does not disappear with time nor diminish-
es regardless if the patient stays at home or at
a caretaking unit. This is also supported by stud-
ies indicating how the burden increases from one
to two years post injury among caregivers of pa-
tients with severe TBI®?,

Summing up: The evidence points to a decrease
in symptoms of anxiety and depression during the
first year after the patients’ injury. Quality of life
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increases during the first year, but still does not
reach a level comparable to the reference popula-
tion. Significant caregiver burden has been report-
ed years after injury, and this burden seems to be
sustained over time at least in some families. So,
does this mean that some families are more at risk
of poor outcomes?

WHO - Are certain family members more at risk?

Some families cope well with their new life situa-
tion, whereas some struggle much more. This has
led researchers to investigate and identify care-
givers and families who potentially will have poor
outcomes. Identification will enable clinicians to
target the most vulnerable families for interven-
tions. Many different factors have been investi-
gated such as the influence of social support, age
of the patient, severity of injury, and the patient’s
level of function or consciousness. The following
paragraph briefly summaries some of the factors
that studies have identified as related to caregiver
outcomes.

Caregiver gender: Some studies have indicated
that female caregivers report more symptoms of
post-traumatic stress®, greater strain®¥ and high-
er levels of anxiety and depression®®s7). In contrast,
Gervasio and colleagues found that male caregivers
displayed more distress®, and this was supported
by Perlesz and colleagues who stated that male rel-
atives reported their distress in term of anger and
fatigue, whereas female relatives might report their
distress in terms of anxiety and depression®®. Some
studies have not found any difference between the
reporting of male vs. female caregivers in relation
to depression® or strain“?, and different results
have been found in terms of the effect of gender.
Due to the unequal distribution of gender in the
samples, uncertainties remain when investigating
the issue. Qualitative studies might shed light on
the different subjective experiences of male and fe-
male caregivers.

Relationship: Early studies reported a larger fre-
quency of wives experiencing depression com-
pared to mothers of patients with ABI®?. This
finding has also been reported later in relation to

depression, anxiety, stress and quality of life(s7¢60,
but in contrast to these findings, no differences
have also been reported in several other stud-
ies(820536264) A review compared experiences of
spouses and parents and found that only three out
of 16 reviewed papers actually found that TBI had
a more negative impact on spouses than other
types of caregivers®. Furthermore, a qualitative
study identified a number of subthemes that were
different from spouses and parents in relation to
the caregiver role®®. Consequently, the needs of
parents and spousal caregivers may differ.

Coping style and personality: The use of specif-
ic coping strategies seems to be linked to caregiv-
er outcomes. Emotion-focused coping strategies
seem to be associated with increased stress and
burden, whereas problem-focused coping seems
to be associated with lower levels of distress® 7.
In other fields within neurorehabilitation, some re-
search has been conducted in relation to the per-
sonality of the caregiver, but this issue has not been
explored thoroughly within brain injury literature. In
a recent study, we assessed the effect of caregiv-
er personality on outcome and found that caregiv-
ers with low neuroticism improved more quickly in
symptoms of both anxiety and depression, indicat-
ing a more accelerated decrease in anxiety and de-
pression. Even though this study had a small sample
size (n=22), it did identify the personality trait neu-
roticism as a predictor of caregiver outcome®?.
Both personality and coping style have been iden-
tified as measures relevant to caregiver outcome,
but uncertainties remain about the specific effects
and longitudinal studies are needed.

Neurobehavioral disturbances. Many of the defi-
cits following brain injury are not visible to others,
which makes coping and adjusting especially chal-
lenging for both the patient and the surrounding
family®. One consequence of brain injury can be
personality change, which is often reported to be
particularly debilitating for the family. Anecdotally,
personality change after brain injury is described
in the literature”7 and often observed in clinical
practice. However, little research has investigated
the frequency and extent of personality changes
after brain injury. Several articles have described
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post-injury personality changes7), but few have
investigated personality change using objective
and valid personality measures. Only a few stud-
ies have been identified that actually compared
pre- and post-morbid personality after brain inju-
ry7s77, and only one study has actually investigat-
ed how objectively reported personality change
affects caregiver mental health without finding a
significant association@®.

Summing up. There does seem to be some indi-
cation that traits related to the caregiver affects
outcomes such as coping style and personality.
There seems to be less evidence of relationship be-
ing important, at least in relation to anxiety and de-
pression. Few studies have investigated personality
change after ABI, as it is difficult to measure, and
more research is needed to establish the effect of
such changes on caregiver outcomes.

HOW - can we as professionals deal
with family matters in neurorehabilitation?

There are no evidence-based guidelines for work-
ing with and supporting families living with the
consequences of brain injury. One way of dealing
with family matters in rehabilitation is to identify
the needs of the family, as unmet needs are asso-
ciated with poorer outcomes in relation to depres-
sion? and burden®. It is expected that meeting
the needs of families will promote better adapta-
tion to the injury-related sequela of the patient
and thereby improve outcome of the caregiver (cf.
the self-reinforcing circle).

Studies have tried to identify the needs of the
family throughout the rehabilitation process (Fig-
ure 2), as these might change over time®#. Needs
have been identified in both qualitative and quan-
titative studies at different time points, and some
of the main findings from these studies are briefly
mentioned heres*5%2_|n phase one, information is
important as well as being involved in the care®?.
Moreover, maintaining hope and being involved
in decision-making is essential for the immediate
family members in the acute phase®?. Addressing
emotional issues and having a support group is im-
portant in both phase one and two®. Community
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integration, coordination of care and life planning
are described as influential in phase three®,

One striking thing is that information seems to
continue to be important throughout all the phases
of rehabilitation, so the need for information contin-
ues to be a critical factor, even in the chronic phase
three to six years after injurys®. It is more than likely
that experiences with caregiving and caregiver needs
may differ across healthcare systems, countries and
culture. Nevertheless, some global needs have been
identified as similar across countries. The importance
of health information, professional support and in-
volvement with care needs among families following
brain injury were reported across countries®?.

Summing up. The families of brain injury sur-
vivors have needs that persist over time and are
evident in the chronic phase after brain injury, in-
dicating the need for interventions®. Such inter-
ventions might differ over time and according to
the needs of the family. This next paragraph will go
through some of the approaches to family inter-
ventions in the different phases of rehabilitation.

Phase 1 - acute care: A review concerning the
emotional condition of relatives of critically ill
patients in intensive care units found that most
relatives needed “to have questions answered
honestly” and “to know specific facts regarding
what is wrong with the patient and the patient’s
progress”. The review concluded that information
was the most important need identified in critical
care when the patients’ situation is unstable. The
families sought honest and frequent information
about progress, status and prognosis®+.

Marks & Daggett developed a pathway for
meeting the needs of families of patients with se-
vere TBI in the NICU, and the pathway was evalu-
ated by nurses working in acute care. Ultimately,
wise assessment and compassionate intervention
by nurses and physicians were identified as factors
that ensured quality of patient and family care.
The use of this critical pathway can help nurses
working in the NICU to develop and assess cre-
ative interventions to meet the needs of families
trying to cope with the effects of TBI.
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We conducted a pilot study using a neuropsy-
chological intervention including 46 close fam-
ily members during acute care following severe
brain injury described in detail elsewhere®. The
intervention was conducted by an experienced
neuropsychologist, and the specific topics of the
sessions depended on the relatives’ needs. Every
session began with the neuropsychologist ask-
ing the family how they experienced the accident,
i.e. if they witnessed it or were involved. In cas-
es in which the relatives had not been present,
they were asked to share how they received the
message about the accident. The relatives often
needed immediate psychological support to help
them deal with their own emotional reactions and
needs during the first critical phases of the pa-
tients’ stay in the acute setting. Topics often ad-
dressed in the supportive part of the sessions
were how to handle each day with a close family
member in a hospital as well as coping with feel-
ings of isolation, guilt and emotional distress. The
second part of the sessions was psycho-education-
al, and the relatives were able to ask any questions
regarding treatment in the acute setting including
the first period of unconsciousness, post-traumat-
ic amnesia, consequences of brain injury and recov-
ery from brain injury. In some cases, the relatives
had obvious symptoms of anxiety, such as being
tense, physically restless and almost unable to
sit still. In such sessions, the focus remained on
the immediate situation and how to handle this.
In cases where the families were more calm and
able to receive information, the neuropsychologist
tried to answer questions about prognosis, treat-
ment in the acute setting etc. It was very import-
ant that each session was finished properly, and
clinicians made sure that the family members had
no further questions or queries.

Phase 2 - hospital rehabilitation: During the hos-
pital stay, the options for psychoeducation and
support for families varies a great deal. The fol-
lowing paragraph describes the support provid-
ed in a highly specialized unit for severe TBI,
consisting of individual sessions with a neuro-
psychologist and the possible participation in a
support group (the details of this support pro-
gram has been thoroughly described elsewhere;

4. The first individual session is prompted by the
neuropsychologist, who contacts the relatives
at the patient’s admission. This appointment is
primarily aimed at giving relatives information
about severe TBI and its possible consequences.
The first session is often the beginning of a more
supportive psychological process with the rela-
tives. The sessions with the neuropsychologist
are psycho-educational as well as supportive.
Their content depends on the relatives and their
specific needs. Usually the relatives express a
need for information about TBI, its possible con-
sequences, and recovery from TBI, including the
first period of unconsciousness, post-traumat-
ic amnesia and the following remaining deficits.
Furthermore, the relatives often need support
to help them deal with their own emotional re-
actions and needs during the patients’ recovery.
Topics often addressed in the supportive part of
the sessions are role shifting in the family, mixed
feelings about the person with the brain injury,
how to handle each day with a close family mem-
ber in hospital, and feelings of isolation, guilt and
emotional distress. The intervention is individu-
alized according to the relatives’ needs and is a
flexible mixture of both psycho-education and
emotional support. The relatives are offered the
opportunity to participate in a support group
led by a neuropsychologist, where the relatives
can debate topics of their own choice. The neu-
ropsychologist moderates the group, but oth-
erwise the group is not structured. The group
starts with an introduction, where the relatives
are asked to tell the group what has happened to
their family member. However, if a relative mere-
ly wants to listen at their first visit, this is also
acceptable. The objective of the group is primar-
ily supportive and only educational in the sense
that relatives learn about the different types of
brain injury and their consequences and recovery
when listening to other relatives®.

Phase 3 to 4 - rehabilitation and maintenance: After
discharge from rehabilitation in a hospital, many pa-
tients still need further rehabilitation. At this point
the family starts adjusting to a more stable situa-
tion, as many patients are discharged to their own
home depending on their acquired disabilities. At
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this point, the family will start getting insights in to
what their new life situation will be like as changes
become more apparent.

The need for support and services offered can
vary. Problem-solving training (PST) is one form of
intervention that has been tested among caregivers
of patients with brain injury. PST aims to solve the
problem of the individual caregiver®®, typically com-
bining education to increase knowledge and coun-
seling or therapy to increase the understanding and
use of strategies to manage stress and symptoms of
depression and anxiety®”. A randomized controlled
trial investigated the effect of PST for family caregiv-
ers of persons with TBI over a period of 12 months.
This trial consisted of four in-home problem-solving
training sessions and telephone sessions during the
remaining months. Caregivers in the intervention
group reported significant reductions in depression,
health complaints and dysfunctional problem-solv-
ing styles, but no effects were seen on well-being,
burden or constructive problem-solving styles®®.
Another study used a telehealth-approach to indi-
vidualized education and PST to caregivers in the
general community. The study found that caregiv-
ers in the intervention group felt they received more
assistance from others, felt more success in gain-
ing information from healthcare providers and were
better able to care for themselves®. This study is
one of the first within brain injury to use a telehealth
approach. Such approaches have gained attention
and interest with the development of technology
and can be of particular interest to people living in
rural areas.

As far as the author knows, only two approach-
es have been developed including the whole fami-
ly: the Brain Injury Family Intervention (BIFI)®® and
Traumatic Brain Injury/Spinal Cord Injury Family In-
tervention®”. Kreutzer and co-workers have devel-
oped the Brain Injury Family Intervention (BIFI): a
structured intervention program, which includes
educational, skill building and psychological sup-
port components®?. The outpatient program con-
sists of five two-hour intervention sessions, and
the intervention is conducted by doctoral level psy-
chologists. The benefits of the BIFI program have
been reported in different publications. First, a
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preliminary investigation of §3 caregivers and TBI
survivors indicated a greater number of met needs
and perception of fewer obstacles to receiving ser-
vices. However, the program had no effect on stan-
dardized measures of psychological distress, family
function and life satisfaction®?.

One year later the authors published new results
on the program, this time on a larger sample (n=76
survivors and caregivers, however still including the
first sample). Outcome measures reported were a
Learning Survey, a Session Report Form and Pro-
gram Satisfaction Survey. The outcome measures
were designed to evaluate the different aspects
of the program on Likert type scales. Patients and
caregivers rated sessions ‘helpfulness; in terms of
its ability to help them meet their goals, as high.
The authors thus concluded that BIFI is perceived
as helpful and that the treatment methods may fa-
cilitate the achievement of goals®?. A recent study
assessing the efficacy of the BIFI found that an inter-
vention group completing the BIFI program report-
ed a greater number of needs met at completion of
treatment, which was significant on four of the six
subscales of Family Needs Questionnaire®4.

Another family intervention including the whole
family is the Traumatic Brain Injury/Spinal Cord In-
jury Family Intervention® developed for use with
families living with spinal cord injury or traumat-
ic brain injury. Strategies and elements from cog-
nitive-behavioral and family therapy - including
structural family therapy, narrative therapy, and
solution focused therapy - were integrated to cre-
ate a sequence of eight weekly, 9o-minute sessions
that have educational and practical components
related to common experiences reported by fam-
ilies facing brain injury. The content, strategies, and
theoretical approach of each of the eight sessions
are described elsewhere®. Each session begins
with reflection on a quotation that is relevant to
the week’s topic, followed by review of the family’s
progress on assigned practice tasks. The majority
of each session is devoted to learning background
information about the topic, practicing new tech-
niques, and applying those techniques to over-
come the unique challenges that each family is
facing. Each session ends with a home assignment.
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% Target specific needs identified

differently

< Keep the family informed about the continuing consecuences of brain injury
< Involve the families in the rehabilitation process
% Try to understand the situation of the specific family

« Acknowledge the dual process of coping with brain injury throughout rehabilitation

« Acknowledge that time and timing is an important factor

< All families are different, have different needs and should consequently be treated

Figure 3. Rules of thumb.

Though the intervention is manualized, families can
apply the skills from each session to whatever is-
sue or conflict they are facing. The intervention was
designed to be conducted in family-specific group
sessions that involved both the individual with brain
injury and at least two family members. A pilot study
among families living with spinal cord injury found
preliminary evidence that symptoms of depression,
anxiety, and burden as well as problem-solving ap-
praisals improved significantly for individuals who
participated in the intervention compared to those
in the waitlist control group®. The intervention has
been translated to other languages and is currently
being tested in several countries®>.

Summing up: Possible interventions have been
outlined as well as the importance of providing sup-
port to families following brain injury throughout
the rehabilitation phases. Furthermore, it is crucial
that support are provided long term, as the families’
needs and their readiness to receive it do change.
So far, no evidence-based guidelines have been de-
veloped, but rules of thumb based on clinical expe-
rience and research are presented in Figure 3.

Concluding remarks

This paper has investigated and discussed the
why, when, who and how in relation to working
with family matters in neurorehabilitation. In ac-
cordance with the research discussed in this pa-

per, itis very likely that the patient indirectly bene-
fits from the support provided to the relatives as it
is clear that the mental state of the relative is im-
portant to the patients’ care both during the pro-
cess of rehabilitation and in the future. The symp-
toms of distress experienced by relatives may have
important long-term consequences for the family
and the patient with respect to employment and
quality of life as illustrated by the self-reinforcing
circle. Early detection of symptoms of anxiety and
providing necessary support may very well pre-
vent the more long-term symptoms of depression
at least to some extent. Symptoms of distress can
influence the collaboration between staff working
in rehabilitation and the family, which may result
in a very stressful work environment for profes-
sionals and a negative rehabilitation environment
for the family. Common reactions have been de-
scribed throughout the paper, but no predictable
patterns exist as every family and survivor is dif-
ferent and unique. It is important for health care
professionals and organizations to have support
systems that can adequately meet the needs of
the families. Support systems should be based on
clinical experience and evidence supported inter-
ventions in the different phases of rehabilitation.
Health organizations and rehabilitation services
should have a structured approach towards sup-
porting the family during and after the patients’
rehabilitation. The support system can feature
professionals working in a rehabilitation setting or
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by providing the relatives with links to other orga-
nizations, public or private.

Continuity is important in the process of rehabil-
itation. Effective strategies linking the different ser-
vices in the different phases of rehabilitation will very
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likely relieve caregivers of strain and distress to some
extent as the relatives themselves often serve as the
continuity during transitional periods. A continuous
family-focused approach in rehabilitation may be
more effective for both the patient and their fami-
ly as family matters in successful neurorehabilitation.
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