12.1 Disability
12.1.1 Overview and Definitions

The concept of disability is complex and has been revised several times in the past. It
is defined as the consequence of an impairment which might be physical, cognitive,
mental or sensory and could be either developmental or acquired. Combinations
also occur. The consequences of any impairment could be loss of function or limi-
tations in participation in various activities and in completing tasks (World Health
Organization 2014).

One important issue is that often, especially concerning people suffering from
mental illness, stigma and prejudice plays an important role (usually through exclu-
sion and isolation) in the development of disability, and this role might be stronger
than the effect of the illness per se. It is reasonable that a general and global cor-
relation exists between disability and poverty. A direct causality is probable but the
direction is not stable; more often there is a vicious circle between them (World
Health Organization 2011).

The World Health Organization (WHO) published The International Classification
of Functioning, Disability and Health (ICF), which lists nine broad domains of func-
tioning (learning and applying knowledge; general tasks and demands; communica-
tion; basic physical mobility; domestic life and self-care; interpersonal interactions
and relationships; community, social and civic life; employment; and other major
life areas) (World Health Organization 2001).

A number of different approaches and models apply in the concept and definition
of disability. The medical model considers disability as a problem which is directly
caused by a health condition and demands medical treatment. The social model
considers disability as a problem created by the social environment rather than the
condition of the health of the individual. The social model includes an ideologi-
cal dimension and suggests that elimination of disability and its consequences is a
human right of prime importance for the society. The spectrum model suggests that
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disability should be defined according to thresholds set on a continuum of disability
on multiple domains, while the moral model suggests that people are morally
responsible for their own disability. The tragedy/charity model considers disabled
people as victims of circumstance who are deserving of pity. An integrated prag-
matic model is the expert/professional model which usually starts from the medical
model but goes on to investigate and encompass all relevant sources and aspects of
disability. Other models include the legitimacy model, the social adapted model,
the economic model, the empowering model, the market model and the consumer
model. All models are asymmetrical; most models perceive the disabled person
as a passive client of intervention, while on the contrary, the moral model attri-
butes unrealistic responsibility on the disabled individual. The empowering, market
and the consumer model place the disabled person at the centre with the right to
informed choice and decision (Langtree 2014).

12.1.2 Disability in BD Patients

Mood disorders constitute the most frequent causes of morbidity and mortality in
developed countries according to WHO (World Health Organization 1999), while
self-inflicting injuries constitute the sixth leading cause of death in adults in low- and
middle-income countries and the second in high-income countries (Lopez 2005).
Mood disorders compromise quality of life and ability to work and are the cause of
chronic impairment to a greater degree in comparison to many widespread severe
disorders including cardiovascular diseases (Ogilvie et al. 2005).

The extremes of mood manifested by BD patients and the accompanied changes
in energy, volition, motives and psychomotor activity make BD one of the most dis-
abling medical conditions with a devastating effect in general health, work, family
and personal relationships, education and quality of life (Dore and Romans 2001;
Simon 2003; Huxley and Baldessarini 2007; Pope et al. 2007). The complex nature
of BD complicates the measurement of impairment (Dean et al. 2004); however,
already in 1990, BD was included among the ten more disabling conditions in terms
of disability-adjusted life years (DALYs) by the WHO (Murray and Lopez 1996).

Although the last few decades, there are available efficacious treatments for BD;
often syndromal or symptomatic recovery does not go together with functional
recovery. This means that in spite of the fact that patients recover in clinical terms,
frequently they do not return to their functioning level as it was before getting ill.
This was clearly shown even for patients at the earliest stage of the illness, in a
2-year follow-up study on BD patients who were hospitalized on their first manic
episode with psychotic symptoms. One study reported that although almost 80 % of
patients were symptom-free or mildly symptomatic, only 43 % were employed, and
only 21 % were working at their expected level of employment. Approximately
30 % were unable to work (Dion et al. 1988). Another study reported that although
97 % of patients had achieved syndromal recovery at endpoint, only 37 % achieved
functional recovery (Tohen et al. 2000). In a third study, 62.3 % of patients had met
criteria for full remission of mood symptoms, but simultaneously another 62.3 % of
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the patients had at least moderate disability (Kauer-Sant’Anna et al. 2009). It is
evident that the majority of BD patients do not achieve complete functional recov-
ery and are in need of ongoing psychosocial rehabilitation (Pradhan et al. 1999).

Overall BD is associated with significant impairment in work, family and social
life, and the impairment is present not only during the acute phases of the illness
(Sanchez-Moreno et al. 2009). The literature suggests that at least some degree
of disability is present during the majority of long-term follow-up. In one study,
impairment was found in the majority of assessments, corresponding to 54-59 %
of the time, including 19-23 % with moderate and 7-9 % of the time with severe
overall impairment. However, it seems that severe disability occurred for a substan-
tial percentage of time only in the specific area of work role function. BD-I patients
were reported to be completely unable to carry out work role functions during 30 %
of the time, which was significantly more in comparison to BD-II (20 %) and uni-
polar depression (21 %) (Judd et al. 2008).

Impairment in work seems to be a basic and widespread disability in BD patients.
In comparison with healthy subjects, BD-I patients reported lower levels of work
productivity, more frequent outpatient visits and more prescribed medication. They
were more likely to miss work; to have worked reduced hours due to medical or men-
tal health issues; to receive disability payments; to have been involved in a crime,
be uninsured or covered by Medicare; or to have been fired or laid off (McMorris
et al. 2009). Disability pension and benefits are an important element which often
determines things instead of being determined by them. It is a fact that disability
benefits are rarely awarded when a person is working. Moreover, receipt of disability
benefits increases the likelihood that a person with BD will be receiving health-care
benefits, and, in many cases, those benefits provide greater access to treatment com-
pared to health-care insurance received through an employer or through unemploy-
ment health coverage. Thus, for many patients, the incentives to work run counter to
access to treatment among people with BD (Elinson et al. 2007).

It is important to note that at least some BD patients manifest fundamental prob-
lems concerning their overall abilities and functioning. For example, it seems that
despite comparable 1Q levels, patients with BD completed fewer years of education
in comparison to controls. In one study, although over 60 % of both groups entered
college, only 16 % of BD patients received a college degree. In contrast 47 % of
the comparison sample completed college. Educational attainment did not differ
between subgroups of patients with earlier vs. later illness onset, nor as a function of
comorbid substance abuse (Glahn et al. 2006). Despite similar levels of education,
BD patients had lower social and occupational function than the general population,
and no association was found between education and disability for BD patients
(Schoeyen et al. 2011a). It seems that other factors than severity of illness play a
role for education and work abilities in BD patients (Schoeyen et al. 2011b).

12.1.2.1 Prevalence of Disability in BD Patients

The literature suggests that the majority of BD patients manifest some kind of
chronic disability. Taking into consideration the episodic nature of the disease, the
prevalence of disability should be considered both in terms of the percentage of
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individuals affected and in terms of the percentage of the time in their lives they
spend with disability. The episodic nature of the illness along with its progress and
its different forms make the severity of disability to fluctuate, and thus, the epide-
miological approach is complex and inherently incomplete.

It has been reported that the disability affecting at least one area of life (e.g.
work, social life or family life) is present in 52—-54 % of the patients, while in 37 %,
the disability affects at least two areas (Gutierrez-Rojas et al. 2010). In accord with
this, it has been also reported that specifically BD-I patients are completely unable
to carry out work role functions during 30 % of the time, while BD-II were also
unable for 20 % of their time (Judd et al. 2008). Similarly, another study found that
almost two-thirds of BD patients had at least moderate disability, but the percentage
fell to one-fourth after successful treatment after 6 months (Kauer-Sant’ Anna et al.
2009).

The prevailing picture is that two-thirds are reported to be impaired, with one-
third being moderately impaired and one-third severely (Magliano et al. 2009).
Cross-sectionally one-third of patients manifest severe dysfunction at work (Kusznir
et al. 2000).

12.1.2.2 Clinical Correlates of Disability in BD Patients

An important first observation is that the type of BD determines the degree of dis-
ability, with BD-I patients experiencing significantly more disability in comparison
to BD-II patients (Judd et al. 2008). There seems to be a differential effect of differ-
ent types of symptoms, with depressive symptoms causing significant psychosocial
impairment in both BD-I and BD-II patients, while hypomanic symptoms in BD-II
patients are not only non-disabling, but they may even enhance functioning. Also
manic symptoms in BD-I patients are causing significant psychosocial impairment.
In general, psychosocial disability fluctuates in parallel with changes in affective
symptom severity (Judd et al. 2005), but overall in many aspects, BD-I and BD-II
patients do not differ much in terms of disability (Judd and Akiskal 2003).

The second important observation is that overall, disability is correlated more
with depressive symptoms even when subsyndromal (Judd et al. 2005; Wingo et al.
2010; Simon et al. 2007; Kauer-Sant’ Anna et al. 2009; Sanchez-Moreno et al. 2009;
Gutierrez-Rojas et al. 2010; Rosa et al. 2011; Bowden and Krishnan 2004; Bauer
et al. 2009; Bowie et al. 2010; Marangell 2004; Mur et al. 2009), although there is
a general effect of any current psychopathology (Rosa et al. 2011; Ozer et al. 2002).
This is especially true for social and family functioning (Wingo et al. 2010). Only
work disability seems to be significantly associated not only with current depressive
symptoms but also with previous repeated manic episodes, and hospitalizations and
inversely with the educational attainment (Gutierrez-Rojas et al. 2010). A general-
ized impairment is present also during periods of euthymia (Sanchez-Moreno et al.
2009; Rosa et al. 2011; Judd et al. 2005).

A number of additional factors have been reported to correlate with disability.
Females seem to preserve social functioning more than men (Morgan et al. 2005).
More severe disability is related with disrupted biological rhythms (Giglio et al.
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2010), a comorbid substance abuse (Tohen et al. 1998), history of psychotic symp-
toms (Tohen et al. 1990, 2000), subsyndromal residual symptoms (Gitlin et al.
1995; Martinez-Aran et al. 2002; Marangell 2004; MacQueen et al. 2001) and the
stage of the illness (Tohen et al. 1990; MacQueen et al. 2000; Dion et al. 1988;
O’Connell et al. 1991). Also a significant role is played by a younger age of onset
(Tohen et al. 2000) especially in combination with low premorbid functioning
(Reznik and Sirota 1999; Cannon et al. 1997).

However, there are some reports which did not find any relationship between
clinical variables and psychosocial outcome (Martinez-Aran et al. 2004; MacQueen
etal. 2001; Coryell et al. 1998; Goldberg et al. 1995; Keck et al. 1998; Harrow et al.
1990), and the functional outcome was not better in studies in which patients have
very low levels of residual symptomatology (MacQueen et al. 1997; Tohen et al.
2000; Dion et al. 1988). Thus, some authors suggest that the neurocognitive disor-
der is what mediates the effect (Chakrabarti and Gill 2002; Wilson and Crowe 2009;
Coryell et al. 1998).

12.1.2.3 The Impact of the Neurocognitive Deficit
on Impairment and Disability

Neurocognitive dysfunction is not routinely assessed in BD patients, and only a few
studies investigate it and correlate it with the resulting psychosocial impairment and
disability (Goldberg et al. 1993). Recently its effect has been recognized to such an
extent that it has been proposed that functional disability may be restricted to a
subgroup of cognitively impaired BD patients with a deficit in their executive func-
tion (Altshuler et al. 2008).

There are a number of studies which reported a strong relationship between neu-
rocognitive impairment and overall psychosocial functioning (Atre-Vaidya et al.
1998; Zubieta et al. 2001; Martinez-Aran et al. 2002, 2004; Tohen et al. 1990;
Dickerson et al. 2001; Sanchez-Moreno et al. 2009; Levy et al. 2010). In BD-I
patients, changes in the composite neurocognitive score over 1 year and deficits in
the visual/motor processing domain predicted functioning or disability changes
over follow-up period (Tabares-Seisdedos et al. 2008). Both impairment at work
and interpersonal relationships seem to depend on neurocognition and mediated by
adaptive and social competence (Bowie et al. 2010).

More specifically, the psychosocial functioning was reported to significantly cor-
relate with processing speed (Mur et al. 2009; Burdick et al. 2010), abstract thinking
(Burdick et al. 2010) and verbal memory and executive function measures even in
euthymic patients (Martinez-Aran et al. 2002, 2007).

Impairment at work was found to correlate with difficulty remembering long-
term information (Martinez-Aran et al. 2002) as well as with inhibitory control,
spatial working memory, generalized verbal learning and memory deficits even in
euthymic patients (Martinez-Aran et al. 2004; Burdick et al. 2010). These are indic-
ative of a deficit in frontal executive functions and specifically in the encoding and
retrieval of verbal information. Also self-reported concentration problems and years
of education were reported to predict work performance (Gilbert et al. 2010).
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It is important to note that attention and concentration problems seem not to be
responsible for the poor psychosocial functioning (Martinez-Aran et al. 2002,
2007).

There is one report which suggests no relationship between the neurocognitive
function and impairment, but it suffers from methodological problems (Ferrier et al.
1999).

12.1.2.4 The Role of Medication on Impairment and Disability

Since medication is the backbone of the treatment of BD, the correct usage of agents
is expected to lead to better outcome. It is unfortunate however that the available
treatments have limitations in their capacity to improve the functioning and reduce
the disability of BD patients.

On the other hand, pharmacological treatment often has adverse effects which in
turn could have a negative impact not only on the quality of life of patients but also
on functioning itself (Zarate et al. 2000).

It is known (see relevant chapters of this book) that there is no specific beneficial
effect of treatment on the neurocognitive deficit, and moreover, there seems not to be
any difference in the neurocognitive performance between patients taking lithium,
antidepressants or antipsychotics compared with patients who did not take those
medications. However, there are reports which suggesting that number of drugs has
an adverse effect on the psychosocial outcome even in euthymic BD patients
(Martinez-Aran et al. 2007; Goldberg et al. 1996; Dean et al. 2004). However, since
these studies are uncontrolled and naturalistic in essence, it is unclear whether it is
the medications per se that exert this adverse effect or the patients who are in a need
for more aggressive pharmacological treatment are more impaired.

12.1.2.5 Comparison with Disability Caused
by Other Mental Disorders

It is almost by definition that BD is considered to have a better outcome in compari-
son to schizophrenia. Kraepelin introduced this approach, and it was one of the
major criteria to distinguish between manic-depression and ‘dementia praecox’
(Kraepelin 1921). Since then the literature suggests that in BD the impairment is
less stable and chronic in comparison to schizophrenia although the utilization of
services is greater by BD patients (Morgan et al. 2005). It is reported that in patients
with schizophrenia, global functioning 1 year later was predicted by a composite
neurocognitive score and verbal memory, motor speed and vocabulary, while resid-
ual clinical symptoms did not seem to play a role. On the contrary, in BD-I patients,
residual depressive symptoms, psychosis, premorbid adjustment and the deficit in
the visual/motor processing domain all together were predictors of functioning
(Tabares-Seisdedos et al. 2008).

There is a line of research suggesting the deficit in BD is greater in comparison
with unipolar depression (Judd et al. 2008), while schizoaffective disorders occupy
a position between mood disorders and schizophrenia (Marneros et al. 1990).

However, there is a chance the difference is because of the presence of a severely
impaired group (pronounced negative syndrome) within the large population
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affected with schizophrenia (Bellack et al. 1989). In accord with this, many studies
suggest there is no difference in terms of disability between BD, unipolar depres-
sion and schizophrenia (Pini et al. 2005).

12.2 Quality of Life

Quality of life (QoL) is another complex concept which to a significant extent is ill
defined and vague. The term is often used to essentially denote ‘life satisfaction’
which however is quite a different concept and largely depends on the individual’s
mood. Therefore, in order to comprehend what the literature really suggests, one
needs to see in depth the methodology and the psychometric tools used in each study.
A core problematic issue is that almost by definition depression is related to low life
satisfaction and wellbeing while mania and hypomania exactly the opposite.

Overall, QoL is reported to correlate with current depressive symptoms either
threshold or subthreshold (Ozer et al. 2002; Michalak et al. 2008; Depp et al. 2006),
although one study suggested that it is neurocognitive impairment rather than
depressive or manic symptoms which is responsible for the low sense of wellbeing
in BD patients (Depp et al. 2006, 2009). The presence of psychotic symptoms also
deteriorates QoL (Depp et al. 2006). When euthymic, at least some BD patients
might have QoL similar to that of the general population (Chand et al. 2004).

It is evident that the perception of the QoL, in and outside the family, is altered for the
patient (Morselli et al. 2004), with daily hassles contributing significantly to its deterio-
ration (Chand et al. 2004). Wellbeing and perception of general health is lower in BD
patients even when euthymic in comparison to the general population (Depp et al. 2006).

The literature is somewhat inconsistent but overall suggests that euthymic BD
patients have better QoL in comparison to patients with stable schizophrenia (Michalak
et al. 2008; Chand et al. 2004), similar or worse to that of unipolar depression and
anxiety disorders and similar or worse to those patients with other chronic nonmental
illnesses (Michalak et al. 2008; Dean et al. 2004). However, when not euthymic, BD
patients might have a sense of wellbeing and general health similar to patients with
schizophrenia, and additionally more medical comorbidity (Depp et al. 2006). It
appears that QOL is poorer in bipolar disorder than in other mood disorders and anxi-
ety disorders, but that schizophrenia might compromise QOL more severely than
bipolar disorder. Existing data also suggest that for patients with bipolar disorder,
QOL is negatively associated with depression (Michalak et al. 2008).

12.3 Caregiver and Family Burden

Like most mental disorders, BD besides making patients suffer, it has also a deep
impact on the lives of caregivers and the family (Platt 1985; Brodaty and Green
2002; Lowery et al. 2000; Murray and Lopez 1996). The old belief that it is the fam-
ily and its members who cause the mental disease in one of the family members has
been replaced by exactly the opposite concept, that is, the illness of one particular
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family member causes distress and puts the rest of the family members at risk for
the deterioration of their mental and somatic health (Tantum 1989).

However, in psychiatry, in both the literature and in the everyday clinical prac-
tice, almost all the medical attention is focused on the patient, while caregivers and
family are largely neglected. However, keeping the caregivers and family in good
shape is of great importance since the support they provide is considered to be a
positive prognostic factor and an essential contributor to the wellbeing of the patient.

There are several reasons why family members should be also at the focus of
medical care. Apart from the everyday burden they experience because of the illness
of a family member, some other family members may share a genetic predisposition
for psychiatric morbidity which in turn may constitute them vulnerable to experi-
encing higher levels of stress as a consequence of their relative’s illness.

‘Caregiving’ is more specific and narrower as a concept than simply being the
member of a family with an ill relative. It refers to the provision of actual assistance
in response to the specific everyday and long-term needs of the patient and his ill-
ness. On the other hand, the concept of ‘family burden’ applies to all family mem-
bers whether they are or not involved in the provision of practical assistance to the
patient (Sales 2003; Poulin et al. 2010).

Although the stress—coping together with the stress—vulnerability model consti-
tute fundamental approaches in the understanding of caregiver burden (Leclerc et al.
1997), there seems to be additional features which compose the complete picture of
the experience of caregivers and families (Szmukler et al. 1996). The overall care-
giver and family burden has been classified into two broad categories, the ‘objective’
and the ‘subjective’ burden (Hoenig and Hamilton 1966). ‘Objective’ burden refers
to externally identifiable and quantifiable events (divorce, hospitalizations, economic
problems, etc.) (Fadden et al. 1987), while ‘subjective’ burden refers to the personal
feelings and psychological condition of the caregiver (Grad and Sainbury 1963; Grad
and Sainsbury 1963; Hoenig and Hamilton 1966, 1969; Platt 1985; Fadden et al. 1987).

According to the classification of caregivers by Platt (1985), three gross catego-
ries exist: the effective caregivers (no health problems, low stress, adaptive coping),
the burdened caregivers (high level of stress and less adaptive coping) and finally
the stigmatized caregivers (healthy, stressed due to perceived stigma, effective cop-
ing). According to Katon, among caregivers the level of stress is correlated with the
condition of their health, and those caregivers with the higher degree of caregiving
burden also had poor physical and mental health (Katon 1984). It has been reported
that caregivers of BD patients used a wide variety of coping strategies, both problem
and emotion focused, with problem-focused coping strategies being more common
(Chakrabarti and Gill 2002).

12.3.1 Prevalence of Caregiver Burden
More than 90 % of family members reported severe subjective (rated by relative)

and objective burden (rated by interviewer) at admission; none of them was free
of burden. At the time of follow-up, about one-quarter (23.5 %) and two-thirds
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(64.7 %) of family members did not experience any objective and subjective
burden, respectively; subjective and objective family burden was moderate in about
one-third (35.3 %) and a half (52.9 %), respectively. None of the family mem-
bers reported severe burden subjectively, while the objective burden was rated to
be severe in a quarter (23.5 %) of family members (Maji et al. 2011). Overall, the
literature suggests that nearly all caregivers of BD patients report at least moderate
burden (Chakrabarti and Gill 2002; Cook et al. 1994; Perlick et al. 1999, 2007b).

At baseline, 93 % of caregivers reported moderate or greater distress in at least one
burden domain. As a group, caregiver illness beliefs (illness awareness, perception of
patient and family control) explained an additional 18-28 % of variance in burden expe-
rienced beyond the effects of the patient’s clinical state and history (Perlick et al. 1999).

Eighty-nine percent, 52 %, and 61 % of caregivers, respectively, experienced
moderate or higher burden in relation to patient problem behaviours, role dysfunc-
tion or disruption of household routine. High-burden caregivers reported more
physical health problems, depressive symptoms, health-risk behaviour and health
service use and less social support than less-burden caregivers. They also provided
more financial support to their bipolar relative (Perlick et al. 2007b).

12.3.2 Objective Burden

The role of the caregiver of a person with BD is demanding both in psychological as
well as in physical terms, it is distressing and burdensome and can affect health and
QoL (Struening et al. 2001; Chakrabarti et al. 1992; Perlick et al. 1999; Dore and
Romans 2001). In turn, the consequences of caregiver’s burden can affect the overall
outcome of BD itself in a variety of ways, including treatment adherence and overall
lifestyle (Perlick et al. 2001, 2004), putting the patient and his family in a vicious cycle.

It seems that higher caregiver burden is related to patient-related factors like the
chronicity of the disease and high levels of impairment (Chakrabarti et al. 1992), but
also it seems to be correlated also with the caregiver beliefs and knowledge about the
illness (Perlick et al. 1999) as well as the caregiver’s personality and subsequent
adoption of specific coping styles (Chakrabarti and Gill 2002). Disruptions include
changes to household, social and leisure activities, employment and finances (Fadden
et al. 1987; Dore and Romans 2001). Disruptions to household management are not
a source of major burden in comparison to the disruption of interpersonal relation-
ships especially during periods of acute episodes (Brodie and Leff 1971). Most care-
givers, especially partner caregivers experience significant disruption in social
activities and leisure pursuits. Not only coexistence and living together becomes dif-
ficult and hard but also divorces or separations are common as a result of the burden,
and in turn, this has an adverse effect on the course of the illness leading to a worse
psychosocial outcome (Goodwin et al. 1990; Dore and Romans 2001).

The literature suggests that caregiver burden is related to most recent events
related with the patient, and in this frame, it also implicates feelings of inadequacy
and guilt concerning the failure to assist the patient to avoid these events (Perlick
et al. 1999; Vieta 2005).
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The most frequently distressing behaviours for caregivers are reported to be
hyperactivity, irritability and withdrawal but also aggressive or violent behaviour
and impulsive spending. Depression and suicidality also cause significant burden
(Perlick et al. 1999; Targum et al. 1981; Dore and Romans 2001). It is important to
note that several behaviours are mistakenly considered by both the family and the
mental health professionals to be the product of ‘character’ or ‘personality’ rather
than the disease (Lam et al. 2005). These groups of ‘personality-like behaviours’
are extremely burdensome for the caregivers and very difficult to cope with both in
objective terms but also psychologically and should be the target of specific inter-
vention in the family (Dore and Romans 2001).

Although caregivers were rarely obliged to change the nature of their work, three
quarters of those working outside home had to reduce their hours of work or take time
off work during acute episodes. More than one-fourth experienced a reduction in
income (Dore and Romans 2001), and 89, 52 and 61 % of them, respectively, experi-
enced moderate or higher burden in relation to patient problem behaviours, role dys-
function or disruption of household routine (Perlick et al. 2007b). They are also often
unable to accept full-time jobs or the particular job they would prefer with profound
consequences on their career. The direct financial contributions for family members
are also significant and add to the economic burden of the family (Simon 2002).

Special cases are parents with BD. These patients find it difficult to fulfil their
role and obligations as parents, especially concerning teaching their children to be
moderate and to have limits and self-control. Parenting was complicated by the
intense feelings and loosening of limits the patients often experience and frequently
in relationship with the raising of children. The issue does not involve only the
objective incapacity but also the subjective feelings of guilt and inadequacy as well
as the perceived stigma and its consequence for the children (Wilson and Crowe
2009; Link et al. 1997, 2001; Corrigan and Wassel 2008).

12.3.3 Subjective Burden

The composition of the caregiver population is important because it determines the
quality and type of burden and detects the measures and interventions needed. It
has been shown that the majority are family members (37 % parents, 32 % a part-
ner and 24 % another relative) (Dore and Romans 2001). One of the first changes
that take place in the relationship between caregiver and patient is the transforma-
tion of its nature with the existing spousal, family or friendship relationships ini-
tially superimposing on the caregiver—patient relationship only to be absorbed later
as time passes and disease progresses. The nature and quality of this relationship
will be determined by social circumstances and culturally situated health beliefs
which eventually will also determine to a significant extent the experience of burden
(Ogilvie et al. 2005).

Especially concerning recent events related with the disease, the caregivers suf-
fer from feelings of guilt and inadequacy because they feel that they failed in their
efforts to support and protect the patient and to keep him under proper treatment.
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They are also scared of a possible relapse when the disorder is stabilized (Reinares
et al. 2006; Perlick et al. 1999; Vieta 2005).

Often the psychological state of the patient ‘contaminates’ the caregiver, and it
has been reported that caregivers suffer more when the patient is depressive rather
than manic, although this could be the results of a number of accompanying features
(e.g. depression is more chronic than mania) (Reinares et al. 2006; Ostacher et al.
2008). This in turn affects the patient’s recovery by adding stress to the living envi-
ronment. It has been reported that the caregivers of BD patients have high levels of
expressed emotion, including critical, hostile or over-involved attitudes (Honig
etal. 1997; O’Connell et al. 1991; Priebe et al. 1989; Huxley and Baldessarini 2007;
Ogilvie et al. 2005). These feelings of despair, sadness, helplessness and hopeless-
ness, as well as guilt for contributing to the illness or anger and rejection of the
patient all might contribute to the deterioration of the QoL of the caregiver and even
the deterioration of his mental and physical health (Tantum 1989). The vicious cycle
includes also the psychological condition of caregivers themselves since nearly
70 % of them were distressed mainly by the way the illness had affected their own
mental health and everyday life (Reinares et al. 2006). Levels of depression vary
with whether the caregiver is a spouse or a parent (Chessick et al. 2007).

There is a different way parents and partners cope with specific issues. For exam-
ple, parents are stressed more with a patient with a history of suicidal behaviour since
they seem to blame themselves and feel responsible for their child’s mental health
history, while partners feel responsible for the late onset of suicidality probably
because they feel they had pushed the patient towards suicide (Goldstein et al. 2002).

Eventually the mental health of caregivers might deteriorate, and if the stress is
high, they could develop depression and increase use of mental health services (Perlick
etal. 2005, 2007a, b, 2008; Steele et al. 2009; Gallagher and Mechanic 1996; Eisdorfer
1991). The literature includes several efforts to assess the levels of stress (Lam et al.
2005; Goossens et al. 2008; Hill et al. 1998; Tranvag and Kristoffersen 2008), anxiety
(Goldstein et al. 2002; Perlick et al. 2005) and depression (Tranvag and Kristoffersen
2008; Perlick et al. 2007b, 2008; Bernhard et al. 2006), while one paper measured
caregiver psychotic symptoms (Goldstein et al. 2002).

It is clear that a strong relationship between depressive symptoms and caregiver
burden is present (Perlick et al. 2004), but the direction of causality and the associa-
tion between illness severity and burden cannot be easily assessed. Often it seems
that the caregiver burden predicts patient relapse (Perlick et al. 2001).

Caregivers often face problems because of aggressive and violent behaviours
(17 %), odd behaviours (10 %), overactivity, overtalkativeness, impulsive spends
(each 4 %) and suicidal ideation and attempts. Often the police is involved either
because the patient has broken the law or because the caregivers have asked its inter-
vention. It has been reported that the police had intervened at least once in two-thirds
of the patients during an acute episode. Involuntary admissions to hospitals are not
uncommon and constitute a significant point of bitter conflict with the patients. The
vast majority of caregivers (81 %) reported that they are distressed by the changes in
the relationship with the patient during acute episodes with two-thirds of caregivers
reporting that the distress was severe. With remission of the acute phase, it seems
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that the relationship improves and 80 % of caregivers report satisfactory close
relationships during euthymic phases. It is interesting that half of them believe that
the disease brought them closer with the patient. Relationships seem to be overall
better when the caregiver is female and the patient male (Dore and Romans 2001).
However, even after remission, a degree of psychosocial impairment persists, and
this constitutes a burdensome experience for caregivers and families that, in turn,
can adversely affect the long-term course and outcome for the patient (Perlick et al.
2001; McPherson et al. 1992). Delayed return to work and usual activities after the
resolution of the acute phase adds to burden (Sachs et al. 2007).

Marriage is a special case and determines a distinct form of caregiving. The liter-
ature is rather restricted and some authors suggest that marriage is largely not com-
patible with caregiving since it is destabilized by the illness (Greene et al. 1976),
especially because of manic symptoms (Janowsky et al. 1970) with separation or
divorce being frequent (DiNicola 1989; McPherson et al. 1992; Kessler et al. 1998).
An additional source of burden and of tension between partners is the possibility
that the illness is inheritable. It seems that only about half of partners were aware
BD could be inherited prior to the birth of their children (Dore and Romans 2001).
The literature is conflicting on this matter; however, it seems that the majority of
partners when learning about this possibility did not reconsider marriage or decide
not to have children (Trippitelli et al. 1998; Dore and Romans 2001). It is important
to note that patients do not seem to realize the above issues and their implications
(Targum et al. 1981).

Some authors report on the potential positive aspects of caregiving and of the
perceived benefits. Often caregivers report feelings of gratification, love and pride,
self-confidence, inner strength and maturity and they also describe important life
lessons learned (Veltman et al. 2002; Bauer et al. 2012).

12.3.4 Influence of Sociodemographic Factors
on Caregiver Burden

Although no clear differences have been consistently found concerning race, religion
or ethnic group, there are some data suggesting that sociodemographic and cultural
factors have an effect on burden, which is however not adequately studied. An early
study suggested that gender of the patient, religion, education, occupation, family type
and size and the locus of control of both patients and relatives did not influence the
extent of burden significantly (Chakrabarti et al. 1992); however, subsequent research
suggested that the levels of depression in caregivers varied with whether the caregiver
was a spouse or a parent, with parents more heavily afflicted (Chessick et al. 2007).
Also female caregivers were reported to suffer more from problems regarding quality
of relationship with the patient, while male caregivers experienced more constraints on
their own autonomy, uncertainty concerning their judgement of patients’ capacity and
uncertainty because of the changing symptoms of illness (Bauer et al. 2010).

It has been reported that black caregivers tended to report less burden than whites
which were similar to Hispanics, and this could not be explained by any usually
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considered protective mechanism (e.g. social support, religious involvement, illness
attributions) (Stueve et al. 1997).

12.3.5 Special Topics Related to Caregiver Burden

12.3.5.1 Suicidality

Suicidality constitutes a cardinal source of stress and burden worldwide (Pompili
et al. 2009), since it combines a number of unusual features, including permanent
loss of a love one; theoretically it is preventable and the caregiver feels responsible
for that (Chessick et al. 2009), and ultimately it is beyond comprehension for the
average healthy person. Taking the responsibility for the life of the patient seems to
be a burden so heavy that the caregiver cannot bear for prolonged periods of time
without a significant impact (Perlick et al. 2008).

BD is characterized among others by increased suicidality, both in terms of com-
pleted suicide but also for frequent and persistent suicidal ideation (Goodwin et al.
1990; Angst et al. 2005; Guze and Robins 1970), and this is of course a significant
source of distress for caregivers of BD patients (Perlick et al. 1999; Targum et al.
1981; Dore and Romans 2001; Fadden et al. 1987). Additionally, suicidality is cor-
related with a distinct surrounding psychopathology, and this could be the source of
additional burden (Ostacher et al. 2008; Kennedy et al. 2007; Altshuler et al. 2002).

When the patient has either current ideation or lifetime history of suicidal
attempts, the caregiver is reported to suffer from a deterioration of his general
health. The magnitude of burden it causes depends on the relationship with the
patient, with parents of patients experiencing more burden than spouses (Chessick
et al. 2007; Allen et al. 2005).

12.3.5.2 Violence Towards the Caregiver

BD is a mental disorder which is related more than other disorders with bursts of
violence especially during acute manic or mixed episodes (Raveendranathan et al.
2012). Especially when combined with overall verbal and physical aggression and
behavioural disinhibition, it constitutes a major source of distress for caregivers and
the family as a whole (Currier and Allen 2000; Amore et al. 2008).

The literature on the impact of violence and aggression on caregivers of BD
patients is limited, but it is reasonable to assume that the ability of family members
to predict the bursts of violence could help in preventing them or at least decrease
their impact (Raveendranathan et al. 2012; Dore and Romans 2001). It is positive
that most caregivers and family members consider acts of violence to be part of the
disease and its symptoms rather than under the direct control and responsibility of
the patient (Dore and Romans 2001).

Violence and aggression towards the caregiver is frequent with almost half of them
having such an experience. At least one in four had experienced a serious act. Far higher
is the percentage of caregivers and family members who were afraid that they will be
victims of violent acts during an acute episode. It is important to note that violence
seems to be more common towards partners than other caregivers and family members
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and does not seem to be determined by the gender of the patient (Dore and Romans
2001). It is interesting that violence does not seem to have an effect on the caregiver’s
mental health appeared (Dore and Romans 2001). From a reverse point of view, it seems
that violence is more frequently targeting the close environment and not strangers. It is
reported that family members were the victims of violence in 70 % of these violent epi-
sodes while 81 % were somehow provoked (Raveendranathan et al. 2012).

However, predicting violence is rather difficult. Interestingly, family members
identified three quarters of the patients as irritable only prior to the episode but not
in general (Raveendranathan et al. 2012). Only previous history of violence plus
male sex, substance abuse and positive symptoms seem to be strong predictive fac-
tors (Amore et al. 2008).

12.3.6 Comparison with Burden Caused by Other Disorders

Research results suggest that BD causes more objective burden on caregivers than
unipolar depression (Heru and Ryan 2004; Ogilvie et al. 2005; Chakrabarti et al.
1992) and similar degree of burden in comparison to caregivers of patients with
schizophrenia although the latter tend to experience caregiving in a more negative
way (Nehra et al. 2005; Grover et al. 2012; Chadda et al. 2007). It is unclear whether
they tend to use similar types of coping strategies as one study suggests (Chadda
et al. 2007) since another one reported that problem-focused coping strategies were
more common in caregivers of BD patients and emotion-focused strategies in care-
givers of patients with schizophrenia (Chakrabarti and Gill 2002).

However, in contrast to the latter, one study reported those caregivers of BD
patients who have higher scores on neuroticism which is a temperament trait associ-
ated with depression and anxiety used a more coercive coping style (expressing
anger, using physical force, etc.) in comparison to caregivers of patients with
schizophrenia (Nehra et al. 2005, 2006).

Probably the cluster of symptoms and the constellation of behaviours are more
important concerning the development of disability and caregiver burden than diag-
nosis per se. Manic symptoms are considered very much burdensome by caregivers
followed by positive and negative symptoms. In caregivers of BD patients, manic
symptomatology was considered to be more problematic in comparison to what
caregivers of patients with schizophrenia reported. Mental health professionals
seem to miss the burden caused by positive and negative symptoms in BD patients
(Mueser et al. 1996).

Finally, one study found that caregivers of patients with BD had more financial
cost burden than other caregivers (Dore and Romans 2001).

12.3.7 Interventions

Since it has been confirmed that caregivers of BD patients often seek mental health care,
proper training of mental health professionals and development of specific services
seem important to deal with this need (Ogilvie et al. 2005; Perlick et al. 2005; Lam et al.
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2005; Hill et al. 1998). Some authors investigated support services available for parents
of youth with BD, and the conclusion was rather disappointing (Nadkarni and Fristad
2012). Taking into consideration the specific needs of different groups and their attitude
is important in order to develop suitable interventions. For example, it has been shown
that male caregivers drop out at higher rates in comparison to female caregivers. This
might mean that specific engagement strategies are required to engage younger male
caregivers which are at risk to experience high level of burden (Perlick et al. 2001).

A basic target of intervention to reduce caregiver and family burden would be to help
in identifying the rewards of caregiving. This could lead to the improvement of caregiv-
ing abilities and improve coping with distressful and challenging situations, and conse-
quently reducing the global caregiver burden (Veltman et al. 2002). Also it is important to
identify and modify all these burdensome aspects of living with and care for the patient
(Reinares et al. 2006). Generally, the interventions to reduce caregiver burden could be
grouped under simple interventions at the clinician’s level (e.g. assessment of burden,
psychoeducational and elementary support interventions) and the more complex inter-
ventions such as family interventions (Pompili et al. 2014). There are also short-term
interventions that can be provided at the time of acute hospitalization for families of BD
patients and are reported to reduce caregiver burden (Heru and Ryan 2004).

There are specific modules developed to tackle specific issues. For example,
family-focused therapy (FFT) has also been adapted to treat suicidal symptoms in
the patients with BD, and in this frame, family members, caregivers and patients are
educated to have open discussions concerning all issues including suicidality and
related prodromal symptoms (Chessick et al. 2009; Miklowitz and Taylor 2006;
Miklowitz et al. 2003). Such interventions could relieve caregiver distress, and also
it might reduce the risk of future suicide attempts (Practice guideline for the assess-
ment and treatment of patients with suicidal behaviors 2003).

Promoting the autonomy of the patient and reducing the caregiver’s responsibil-
ity level for the patient’s treatment should be crucial goals of psychosocial treatment
(Reinares et al. 2006). Burden was reported to be higher when the relatives had poor
psychological support and help in emergencies by the social network (Magliano
et al. 2009). The various interventions on caregivers were shown to improve care-
giver quality of life and interpersonal relationships within the family (Fristad et al.
2003; Fristad 2006; Corring 2002; Cuijpers 1999; Dixon et al. 2001; Johnson 2000)
and certainly reduce the subjective burden but not the objective burden (Perlick
et al. 2010; Reinares et al. 2004).

Finally, it is reasonable to assume that improving the training of mental health
professionals working with caregivers and families can make patient outcomes bet-
ter and reduce caregiver distress (Ogilvie et al. 2005). However, the need for better
and in-depth understanding of the nature of caregiver burden is needed.

12.3.8 Caregiver Burden and Patient Outcome
It is not only logical to assume that when caregivers of BD patients less experience

a high burden, the overall patient outcome is adversely affected, but also there are
research data to support this (Perlick et al. 2001). The relationship is strong and is
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probably mediated through the caregiver and family burden effect on the patient’s
treatment adherence (Perlick et al. 2004).

Not only the longitudinal course can be predicted by caregiver burden but also in
an impressive way, the caregiver burden reported during periods of acute relapse
seems to predict the short-term outcome (Perlick et al. 2001).

A delicate issue is that caregiving, direct and indirect financial cost, burden and
patient outcome are all intercorrelated, and in this frame, it is important to under-
stand which costs are more than others associated with the worsening of burden
in order to become the focus of intervention of any type, both psychological and
politico-economical (Wolff et al. 2006).

12.4 Cost

More than half of the veterans (56 %) reported significant out-of-pocket costs. This
was more likely among patients who were married, younger, homeless, with private
insurance, without service-connected disabilities and who reported access difficul-
ties (McCarthy et al. 2010).

Patients with BD seem to be the most costly in terms of overall medical and psy-
chological care in comparison to other mental patients and one of the most costly
categories of patients in the whole field of medicine. It is very difficult to obtain mean-
ingful costs in terms of absolute numbers because of the changing price of medication
and services as well as the changes in health policy. Also the episodic nature of the
disease has a profound effect on the methodology to calculate the cost. It is quite dif-
ferent to calculate the cost on the basis of the period immediately after a hospitaliza-
tion and different to calculate on the basis of prolonged random periods of time. For
example, one study reported that the mean direct costs incurred over the 3-month
period following hospitalization was 22,297 euros, with 98.6 % of those costs due to
hospitalization (Olie and Levy 2002). This is clearly misleading as a general picture.

Often the estimations are theoretical and are based on a lot of assumptions and of
questionable value, like a recent estimation with a comparison of in- and outpatient
treatment strategies based on lithium or valproate plus psychosocial intervention
(Chisholm et al. 2005). However, a comparison with other medical and mental con-
ditions is absolutely valuable and important.

In order to be able to estimate the costs in a realistic way and also be able to
device interventions to reduce them, a prerequisite is to know enough of the natural
course of the illness and the need for intervention at each point. It is also important
to have in mind that different countries not only have different health systems, but
they also differ in their mentality of how treatment should be done.

Thus, it is important to have in mind that in France the proportion of manic epi-
sodes requiring hospitalization is probably around 63 %, with an average length of
stay of 32.4 days. Following this reasoning, the hospitalization-related costs alone
were estimated to be around three billion euros for the year 1999 (de Zelicourt et al.
2003). For the same period (1999-2000), in the UK, the annual National Health
Service (NHS) cost concerning the managing of BD was estimated to be 199
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million pounds sterling. Hospital admissions accounted for 35 %. Additionally, the
annual direct non-health-care cost was estimated to be 86 million pounds sterling
annually, and the indirect societal cost was estimated to be 1,770 million pounds
sterling annually. The sum of the about costs suggests that for the years 1999-2000,
the total annual cost to UK society attributable to BD was estimated to be two bil-
lion pounds sterling with only 10 % of this cost being attributable to NHS resource
use, 4 % to non-health-care resource use and 86 % to indirect costs (Das Gupta and
Guest 2002). However, another UK study estimated for the same time period that
the UK national cost of BD was 4.59 billion pounds sterling, with hospitalization
during acute episodes representing the largest component (Fajutrao et al. 2009).

One attempt to calculate the direct and absolute cost of medical service and pre-
scription claims in the USA for the years 2004-2005, for 28,531 BD patients, also
compared the data for 1 year with data for 85,593 age- and sex-matched control
patients with no mental health disorders and no psychotropic medication use.
Patients with BD had a significantly higher prevalence of metabolic comorbidities
than the general population (37 % vs. 30 %; p<0.0001), and annual medical service
treatment costs for metabolic conditions were twice that of the control cohort (531
USD vs. 233 USD; p<0.0001). Prescription medication costs for metabolic condi-
tions were higher as well, with bipolar cohort per-patient costs of 571 USD vs. 301
USD for the control cohort (p<0.0001). Also BD patients had significantly (four
times up) higher overall medical service and prescription drug costs than those of
the control cohort (12,764 USD vs. 3,140 USD; p<0.0001) (Centorrino et al. 2009).

Thus, according to the above reports, the cost of hospitalization alone in France
was comparable to the total societal cost in the UK, while the service and medica-
tion usage alone in the USA 5 years later was double or more than the two above-
mentioned costs. Ten years later (2009), the estimated direct and indirect costs of
BD-I and BD-II disorders were 30.7 and 120.3 billion USD, respectively, raising
the estimated total economic burden imposed by BD to 151.0 billion USD, that
is, approximately ten times higher in comparison to the total societal cost in the
UK 10 years before. One important observation of this study was that while the
indirect cost increased in proportion with the increase in the prevalence of BD, the
direct costs escalated out of proportion (Dilsaver 2010). The costs reported from
Australia (2005) are more in accord with those reported from the USA (Fisher et al.
2007), while the costs reported from USA for the years around 1990 were three to
four times lower (Kleinman et al. 2003). The annual NHS cost of BD for the years
2009-2010 was estimated to be 342 million pound sterlings, with hospitalizations
accounting for 60 %, outpatient and community mental health 26.7 % and medica-
tion in primary care 7.4 % of the overall direct costs of care (Young et al. 2011).
This latter study is in accord with one of the two earlier ones (Das Gupta and Guest
2002) but also suggests that the direct NHS costs almost doubled within a decade at
least in absolute numbers.

The data are reasonably conclusive and suggest that BD is the most expensive
mental health-care diagnosis, both for patients with BD and for their insurance
plans. It is reported that all comparisons between employees with BD and those
employees without, with other mental disorders, and employees with no mental
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disorders revealed that the cost related with BD was significantly higher. The only
exception was sick leave cost which was similar with patients with any mental dis-
order. It is interesting that BD is the most costly disorder in nearly every health
benefits category, with a small minority of patients (2.4 %) accounting for 20 %
of the total costs, and this difference was due to medical comorbidity costs (Brook
et al. 2006). Additionally, employees with BD were reported to miss an average of
18.9 workdays annually, while employees without BD missed 7.4 days annually
(p<0.05) (Gardner et al. 2006). Also BD patients had more job insecurity because
of absenteeism (MclIntyre et al. 2008). The costs because of absence from work
seem to correlate significantly with treatment adherence (Bagalman et al. 2010). A
study on insured persons reported that while only 3.0 % were identified as having
BD, they accounted for 12.4 % of total plan expenditures. Also it reported that BD
patients incurred annual out-of-pocket expenses of 568 USD, more than double in
comparison to the 232 USD of out-of-pocket expenses incurred by all claimants.
The inpatient hospital admission rate for BD patients was also higher (39.1 %) in
comparison to 4.5 % for all other mental health-care claimants and so were the pay-
ments for covered medical services (Peele et al. 2003).

The distribution of the costs is of prime importance. The big difference in the
costs is caused not because of the treatment of the primary mental diagnosis but
because of comorbid somatic conditions. BD patients are not only reported to
receive an average of 15 CNS drug prescriptions per person, at an average cost of
582 USD in comparison to 1 CNS drug prescription with an average cost of 33 USD
per person. In BD patients, medical encounters accounted for 45.8 % of costs, while
the respected rate in non-bipolar patients was 4.2 % of costs (Stender et al. 2002).

Conclusively, the literature is robust in suggesting that BD is the most expensive
mental disorder both for insurances as well as for patients and their families. Not
only the psychiatric treatment is complex and expensive but also the treatment of
somatic comorbidities is extremely costly. Differences in the health-care systems
and the availability of services determine the costs and their distribution in a differ-
ent way from country to country.

12.5 Stigma

Stigma is a problem which is present in many situations in human society, and especially
it is widespread in medicine. However, in psychiatry it is where stigma causes dispropor-
tionally many problems and affects the lives of millions of people. In mental health, it is
not the exception, but on the contrary, it is rather frequent that stigma rather than the ill-
ness itself is responsible for most of impairment and disability directly or indirectly.

It is important to have in mind that the stigma of mental illness was reported to
be prevalent among caregivers of BD patients no matter whether the symptomatol-
ogy was active or in remission (Gonzalez et al. 2007a). One study reported that the
prevalent opinions concerning the illness and its aetiology among relatives were
split into two opposite views: One was ‘it is Satan’s work’ (35.8 %) and the other ‘it
is a natural illness’ (23.2 %). Other similarly conflicting opinions were ‘genetic’
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(9.5 %), ‘witchcraft’ (10.5 %) and ‘curse by enemies’ (10.5 %). Interestingly these
opinions were similar to the opinion of cancer and infertility caregivers, but it seems
that in general psychiatric caregivers had higher frequency of anger and stigma
(Ohaeri and Fido 2001). Concerning the nature of stigma, four themes were identi-
fied: stigma expectations and experiences, sense of self/identity, judicious disclo-
sure, and moving beyond internalized stigma (Michalak et al. 2011).

It seems that perceived stigma is positively associated with depressive symptoms
in the caregiver and reduced social support and avoidance account for most of that
relationship (Perlick et al. 2007a). In patients the self-perceived stigma correlates
with lower functioning, being on disability benefit and current mood symptoms
(Vazquez et al. 2010). Stigma seems to accumulate in minorities with BD patients
who are members of ethnic/racial minority groups who continue to receive less
intensive specialized mental health treatment than do European American patients
in the USA; however, interestingly, this did not seem to affect the overall outcome
and disability which were similar (Gonzalez et al. 2007b).
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