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Preface

The World Health Organtzation has established a new Action Programme on
Mental Health for Underserved Populations, This programme, called ‘Nations
for Mental Health’, has been created to deat with the increasing burdens of
mental health and substance abuse worldwide. The main goal of the programme
i to improve the mental health and psychosocial well being of the world’s
underserved populations.

Solutions to mental health and substance abuse problems entail 2 joint mobiliza-
tion of social, cconomic and political forces as well as substantial changes in
governmental policies related to education, health, and economic development
in cach country. This demands an intense and sustained effort from the nations
of the world through joint cooperation between governments, nongovern-
mental organizations and the organizations within the United Nations system,
The programme is of utmost importance to the work of WHO and WHO i
willing to lcad and coordinate this ambitious task. Several international meetings
and launchings have been organized, in collaboration with other international
organizations and academic institutions. A number of demonstration projects
rclated to the programme have already been initiated in several countrics, These
projects are meant to ilustrate and /or demonstrate the potential of collabora-
tive cfforts at country level, with the view of leading on o projects of 2 larger scale.

This document addresses important public health issues related to schizophrenta.
It was written by Angelo Barbaro, Centre *Antonini’, Milane, Twly.

I am very pleased to present this documenr as part of the global process of raising,
awareness and concern about the cffects of mental health problems. It is hoped
that this important document will help support health ministers, ministry officials,
and regional health planners whose task is to deliver and improve mental health
policy and services within a strategic context.

Dr. J. A. Costa e Silva

Director

Divigion of Mental Health and Prevention of Substance Abuse (MBA)
World Health Organization







Chapter 1
Introduction

The term sehizopbrenia was introduced into the medical language at the
beginning of this century by the Swiss psychiatrist Bleuler. Ir refers ro a major
mental disorder, or group of disorders, whose causes are still [argely unknown
and which involves a complex set of disturbances of thinking, perception,
aftfect and social behaviour, So far, no society or culture anywhere in the world
has been found free from schizophrenia and there is evidence that this puz-
zling illness represents a serious public health problem.




Chapter 2
Clinical issues

2.1 Diagnosis

In the absence of a biological marker, diagnosis of schizophrenia relics on
examination of mental state, usually through a clinical interview, and observa-
tion of the patient’s behaviour. Table 1 shows the diagnostic guidelines ac-
cording to the two major current classificarion systems.

As can easily be seen, the two systems overlap to a considerable extent, while
retaining some differences. The ICD-10 represents a compromise between
rescarch findings and various diagnostic practices in different countries and is
probably better suited for worldwide utilization.

Any approach to the diagnosis of schizophrenia should, however, ke into
account the following:

* Current operationalized diagnostic systems, while undonbredly very reliable,
leave the queston of validity unanswered in the absence of external validating
criteria. Diagnosis of schizophrenia should therefore be considered a provisional
tool that organizes currently available scientific knowledge for practical pur-
poscs, but leaves the door open to future developments.

+ Since the boundaries berween schizophrenia and other psychotic disorders
are ill-defined, differential diagnosis, particulatly during the carly stages, can
be difficult. No single sign or symptom is specific of schizophrenia 5o the
diagnosis always requires clusters of symptoms to be recognized over a
petiod of rime. Careful standardized diagnostic assessment, while useful for
rescarch, may not be necessary in clinical practice.

* The diagnosis of schizophrenia does not carry enough information for
treatment planning. Symptoms suggestive of schizophrenia can be found in
a number of neurological and psychiatric disorders. Therefore, differential
diagnosis should consider the following conditions:

*» epilepsy (particularly temporal lobe epilepsy);

= central nervous system neoplasms (particularly frontal or limbic);

+ central nervous system traumas;

+ central nervous system infections (particularly malaria and other parasitic
diseases, neurosyphilis, herpes encephalitis);

» cercbrovascular accidents:

+ other central nervous system discases (leukodysirophy, Huntington's
discasc, Wilson's discase, systemic lupus erythematosus cte.);

* drug-induced psychosis (especially related to use of amphetamines, LSD
and phencyclidine);

+ acute transicnt psychosis;

» affective disorder;

* dclusional disorder.




Schiophrenia and public health

Table 1. Diagnostic criteria for schizophrenia,

ICD-10

DSM-IV

A minimum of one vary clear symptom
belonging to any one of the groups
listad below as (a) to (d} or symptoms
fram at least two of the groups
referred to as {e) to (i) should have
bean clearly present for most of the
time during a period of 1 month or
more.

a) Thought echo, thought insertion ot
withdrawal and thought broadeasting

b} delysions of contral, influence or passivity,
clearly referved to body or limb movements
or specific thoughts, actions or sensations;
defusional perception

¢) hallucinatory voices giving a running
commentary on the patient's behaviour or
discussing the patient among themselves, or
other types of hallucinatory voices coming
from some part of the hody

d) persistent delusions of other kinds that are
culturally inappropnate and completely
impassibike, such as relfigious o political
identity, or superhuman powers and abilities
{e.g. being able 1o control the weather o
heing in communication with aliens from
another world)

& persistent hallucinations in any modality,
when accatnpanied either by fleeting or half-
formed delusions without clear affective
content or by persistent over-valued ideas, or
when occurring every day for weeks or
months on end

f) breaks or interpolations in the train of
thought, resulting in incoherence or
irelevant speedh, or nealogisms

g} catatonic behaviour, such as exciternent,

postunng, or waxy flextbility, negativism,

mustism and stupor

‘negative’ syrmptoms such as marked apathy,

paucity of speech and blunting of ikcongti-

ity of emotional responses, usually resulting
it social withdrawal and lowering of sodal
performance; it must be clear that these are
not due to depression of neutoleptic
medication :

a significant and consistent change in the

overall quality of some aspects of personal

behaviour, manifest as loss of interest,
aimiessness, idleness, a self-absorbed
attitude and social withdrawal,

)

=

A. Chavacteristic symptoms: Two or more of the
follewing, each present for a significant portion of time
during a 1-month periad, or less if successfully treated:
1) Delusions, 2) Hallucinations, 3) Disorganized speech,
4, frequent derailiment or incoherence, 4) Grossly °
disorganized or catatonic behavior, 5) Negative
symptoms, .2 affective flattening, alogia or avolition.

Note Only one criterion A symptomn is required if
delusions are bizatre or hallucinations consist of a
voice keeping up a running commentary on the
petsot's behaviour or thoughts, or two or more voices
conversing with each other,

8. Social/Occupational dysfunction. For 2 significant
portion of the time since the onset of the disturbance,
one of more major aress of functioning such as wark,
interpersonal relations, o setf-care are markedly below
the levet achieved prior to the onset (or when the
onget is in childhood or adolescence, failure to achieve
expected level of interpersonal, academic or
nccupational achievement),

. Duration. Continuous signs of the disturbance persist
for at least 6 months. This &-month period must include
at least 1 monith of symptoms (or lass if successfully
treated) that meet criterion A, i.e. active-phase
symptoms, and may indude periods of prodromal or
residual symptoms, During these prodramal o residual
periods, the signs of the disturbance may be
manifested by only negative symptoms or two ot more
symptoms listed in eritedon A present in an attenuated
form {a.g, odd beliefs, unusual perceptual experiences),

D. Schizoaffective and mood disorder exclusion.
Schizoaffective and mood disorders have been ruled
out hecause either {1) no major depressiva, manic or
mixed episodes have occumed concurrently with the
adtive-phase symptoms of (2) if mood episodes have
oecurred during active-phase symptoms, their tatal
duration has been brief relative to the duration of the
active and residual petiods.

E. Substance/general medical condition
exclusion. The disturbance is rot related to the direct
physiclagical effect of a substance {e.g. a drug of
abuse, a medication) or a general medical condition.

f. Relationship to a pervasive developmantal
dizorder. if there i a history of autistic disorder or
another pervasive developmental disorder, the
addifional diaghosis of schizophrenia is made only if
protminent delusions or hallucinations are also present
tor at least a month {or less if successfully troated).
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Most ncurological disorders can usually be ruled out by the presence of rypical
physical signs or by the findings of laboratory tests, However, the possibility of
a neurological or medical discase should be suspected and carcfully investi-
gated at the first onset of psychosis, especially if this occurs in childhood or old
age, in the presence of unusual features or when there is a marked change in
quality of symptoms during the course of the disorder.

Differentiation berween schizophrenia and other mental disorders requires
consideration of the patient’s history and clustering of symproms, sometimes
supplemented by longirudinal observation of the course of the illness.

@& Clinical picture

Although the clinical presentation of schizophrenia varics widely among
affected individuals and even within the same individual at diffcrent phascs of
the illness, some of the following symptoms can always be observed:

» Thought disorder: usually inferred from abnormalitics in spoken or written
language, such as loosening of asgsociations, contnuing digression in speech,
poverty of specch content and usc of idiosyncratic expressions.

= Delusions: false belicfs bascd on incorrect inferences about reality, at odds
with the patient’s social and cultural background. Ideas of reference, control
of persecution can often be observed.

* Hallucinations: sensory perceptions in the absence of external stimuli,
Auditory hallucinatons (especially voices) and bizarre physical sensations
are the most commeon.

* Abnormal affect: reduction in emotional intensity or variation as well as
affective responses inappropriate or incongruous with respect to the context
of communication.

¢ Disturbances in motor behaviour: adoption for a long time of bizarre posi-
tionis; repeated, aimless movement patterns; intense and disorganized
activity or reduction of spontancous movements with an apparent lack of
awarcness of surroundings.

In the seminal International Pilot Study of Schizophrenia, carried out by
WHO, auditory hallucinations and ideas of reference were the most frequently
observed symptoms, found in about 70% of patients (WHO, 1973). This,
cannot hold true, however, in all social or cultural gronps.

Furthermore, considerable empirical evidence points w0 2 continunity berween most
psychotic symptoms and ordinary cxperience. The tendency to bizarre thinking
and peculiar sensory experiences is spread across the population more widcly than
is usually acknowledged by clinicians (Claridge, 1990). Therefore, symptom
assessrnent may be a threshold issue and should always be seen within the context
of the person’s overall emotional state and social functioning.
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Various attempts have been made to classify symptoms of schizophrenia in
order to define meaningful subtypes of the disorder. In the past 20 years the
distinction between the two broad categories of positive and nggative symp-
toms gained widespread popularity (Crow, 1980). However, more recent
multivariate analysis has suggested not two but three symprom clusters: reality
distortion, disorganization and poychomoror poversy (Liddle, 1987).




Chapter 3
Epidemiology

3.1 Incidence and prevalence

The distribution of a disorder in a given population is measured in terms of
incidemce and prevalence. Incidence refers to the proportion of new cascs per
unit of time (usnally onc year), while prevalence refers to the proportion of
existing cases (both old and new), Three types of prevalence rate can be uscd:
point prevalence, which is a measure of the number of cases at a specific point
in time; period prevalence, showing the number of cases over a defined period
of ime (usually six months or one year); and lifstime prevalence, reflecting the
proportion of individuals who have been affected by a disorder at any time
during their lives.

Incidence studics of relatively rare disorders, such as schizophrenia, are diffi-
cult to carry out. Surveys have been carried out in various countries, however,
and almost all show incidence rates per year of schizophrenia in adults within a
quite narrow range between (0.1 and 0.4 per 1000 population. This has been
the main finding from the WHO 10-country study (Jablensky ctal., 1992),

Taking into account differences in diagnostic assessment, case-finding methods
and definition of adulthood, we can say that the incidence of schizophrenia is
remarkably similar in different geographical areas (Warner and de Girolamo,
1995). Exceptionally high rates that emerged from the Epidemiologic Catch-
ment Area Study in the United States (Tien and Eaton, 1992) may be due wo
biased assessment. Although few data are available on incidence in developing
countries, early assumptions on consistently lower rates outside the western
industrialized countries have not been confirmed by recent thorough investi-
gations in Asian countries (Lin et al., 1989; Jablensky ct al., 1992; Rajkumar ct
al., 1991).

High incidence figures have recendy been reported in some disadvantaged
social groups - cspecially ethnic minoritics in western Europe, such as Afro-
Caribbean communitics in the United Kingdom and immigrants from Surinam
in the Netherlands (King et al., 1994; Selten and Sijben, 1994). Such findings,
plagued by uncertaintics about the actual size and age distribution of the
populations at risk, still await convincing cxplanations.

In the last 15 years a variety of reports from several countries have suggested 2
declining trend in the number of people presenting for treatment of schizo-
phrenia (Der et al., 1990). However, changes in diagnostic practices and
patterns of care or more rigorous definitions of new cases as a result of im-
proved recording systerns, have not been ruled out as an explanation. So far,
the case for a true decrease in incidence is suggestive but not proven

(Tablensky, 1993).
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Much wider variation has been observed for prevalence, which has been more
extensively studied. Poine prevalence on adults ranges between 1 and 17 per 1000
population, one-year prevalence berween 1 and 7.5 per 1000, and lifetime preva-
lence between 1 and 18 per 1000 (Warmer and de Girolamo, 1995). Variations in
prevalence can be rclated to several factors, including differences in recovery, death
and migration ratcs among the affected individuals,

Consistently lower point and period prevalence rates in almost all developing
countries have usually been explained by most investigarors as due to more

favourable course and outcome of the disorder (Leff cral,, 1992), However,

other factors, such as increased mortality in patients with poor prognosis may
contribute as well.

Pockets of high prevalence have been found in small areas of central and
northern Europe, in some scgregated groups in North America and in some
populations living on the margin of the industrialized world, such as indig-
enous peoples in Canada or Australia (Warner and de Girolamo, 1995),
Genetic isolation or selective outmigration of healthier individuals can explain
such findings. However, it has been suggested that social disruption caused by
the exposure of calturally isolated communities to western lifestyles, may have
increascd the risk of schizophrenia in valnerable individuals (Jablensky and
Sartorius, 1975}, Given the above figures, the number of people with schizo-
phrenia around the world can be estimated ar about 29 million, of whom 20
million live in developing or least developed countries.

3.2 Course and outcome

In recent years refinements in methodology have given rise to significant
advances in the study of patterns of course and outcome in schizophrenia. This
is especially important since the first definitions of the disorder about a cenrury
ago relied heavily on deterioraring course and poor outcome as a hallmark
{Berrios and Hauser, 1988),

Recent research has focused on prospective studics of representative samples of
first-onsct cases using standardized assessment tools, well-defined diagnostic
criteria and repeated follow-up assessmenes (Ram et al,, 1992; Thars and
Eaton, 1996).

The mode of onset can be defined as acute, in which 2 florid psychotic state
devclops within days or weeks, or insidious, in which there is 2 gradual transi-
tion from premorbid personalicy through prodromal symptoms to overt
psychoric illncss,

Impairment of social and interpersonal functioning prior to the onset of the
disorder can be found in up to 50% of patients. The frequency of different
types of onsct shows marked variations by location. In India and Nigeria acute
onset has been observed in 70-80% of paticnes, in contrast with less than 50%
in the United Seates and Europe (Jablensky eral., 1992).
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A tendency o carlicr onsct in males with a peak incidence in the early twenties
in contrast with the late twenties or carly thirtics in females, has been consist-
cntly asscrted. However, this assertion is mainly supported by studies that
cquate age of onset with age of first contact with the reamment system, which
can be related to various facrors - such as gender differences in symprom
severity, illness behaviour or social role expectations, other than true differ-
ennces in onset. A milder course and better prognosis in fomales, however, isa
well established finding.

Currant estimates of the distribution of patients over broad patterns of me-
dium-term course can be summarized as follows: abour 45% recover after one
or morc cpisodes, about 20% show unremitdng symptoms and increasing
disability, and about 35% show a mixed pattern with varying degrees of remis-
sion and exacerbations of different length.

Such figures, however, hide 2 wide variation across geographical areas. In the
WHO 10-country study at two-year follow-up, the percentage of cases with
full remission afrer a single episode ranged between 3% in the USA and 54% in
India, while the cases with continuous psychotic illness varied between 2% in
Nigeria and 33% in Japan (Jablensky et al., 1992). A subsrantial body of
evidence shows a more benign course and better outcome in developing
countrics. This observation, which has been one of the more siriking conclu-
sions of WHO studics, has been strengthened by prospective studies with long
follow-up carefully conducted in Colombia and India (Leén, 1989; Thara ct
al., 1996). This undoubtedly means that environment plays a crucial role as an
outcome determinant in schizophrenia. The factors that underlie higher
improvement rates in developing countrics, however, remain ill-defined,
although better tolerance of the sick role, availability of suitable jobs, support-
ive family attitudes and extended family nerworks have been suggested as
explanations (Leff ct al., 1987; Leff et al., 1992; El-Islam, 1982).

Although generally worse than in developing countrics, the outcome of
schizophrenia in industrialized countries appears nevertheless betrer than
previously described by classical psychiatry. Shepherd et al. (1989) reported
the following five-year outcome data for a sample of first admission paticnts
from a defined population in England: 22% had one episode with full remis-
sion, 35% scveral cpisodes with minimal impairment between cpisodes, 8%
several episodes with continuous impairment, and 25% several episodes with
increasing impairment.

Moreover, there is evidence that different dimensions of outcome, such as
social funcrioning, clinical symptoms and cognitive performance, arc often
only weakly related, showing heterogeneity within individuals and leaving
room for improvement in onc arca even though problems may persist in others
(Davidson and McGlashan, 1997).

Given this wide spectrum of outcome, 2 number of studies tried to identify
outcome predictors. Although the course in an individual patient remains very
difficult to predict, some well-known features are rclated to good prognosis:
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female gender, late onset, good premorbid social functioning and acure
presentation with flond positive symptoms.

The greatest vartability in clintcal morbidity is found in the initial stages after
the onset, After five years the course i3 less likely to display major fluctuations,
although a slight trend towards clinical improvement in old age can be ob-
served (Ciorapi, 1980).

The more optimistic picture emerging from recent studies should not, how-
ever, lead us to overlook the face thar in abour 60% of cases schizophrenia runs
a prolonged coutse,

3.3 Risk factors

Risk factors for schizophrenia can be grouped according to Cooper (1978) in
three categories:

+ sociodemaopraphic characteristics;
» predisposing factors;
s precipitating factors,

Within the first category, the association between lower social ¢lass and schizo-
phrenia in urban arcas of developed countries is one of the most robust epide-
micdogical findings. This is currently explained mainky by the selecrion-drift
Bypothesis, according ro which individuals vulnerable to schizophirenia or with
insidious onsct of the disorder are cither prevented from artraining higher class
statis or move progressively downward (Eaton et al., 1988). However, it is
possible that factors related to environmental conditions in lower class neigh-
bourhoods, such as occupational hazards, poor maternal and obsretric care or
high psychosocial stressors, can play a role in some subgroups of people with
schizophrenia. Morcover, it should be noted that in non-western countries,
such as India and clsewhere, the opposite pattern has been obscrved: preva-
lence of schizophrenia is greater in highest social groups (Nandi et al., 1980).
The complex social cliss-related factors leading to varying patterns of occur-
rence of schizophrenia in different countries need further investigation.

The findings for marital status are remarkable as well, The risk ratio for unmar-
ried individuals in comparison with their married counterpares is around 4
(Eaton ctal,, 1988). Although this is probably relared to a selection process
anzlogous ro that described for social class, there are some suggestions that
marriage, a8 well a5 any close interpersonal relationship, could act as a protec-
tive factor,

Among the predisposing factors, genetic ones are most imporrant. Genetic
contribution to liability for schizophrenia has been well established and is
estimated around 60% (Kendler and Diehl, 1993), although modecls of genetic
transmission, predisposing genes and the link between genetic factors and the
phenomenology of schizophrenia arc far from being identified. Available data
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leave considerable room for environmental influences, as shown by concord-
ance rates of less than 50% in monozygotic twins and lifetime risk of about
45% in children of two schizophrenic parents. Only 10% of people with schizo-
phrenia have an affecred parent (Gottesman, 1991). Given the heterogeneous
nature of schizophrenic disorders, it is also possible that both genetic and non-
genetic forms of the disorder exist.

The role of pregnancy and birth complications is less certain. Qverall, the
evidence suggests that a subgroup of people who later develop schizophrenia
will have experienced 2 greater number of such problems (McNeil, 1995),
although the strength of the association is not impressive. Moreover, this can
siply be an aspect of a trend towards increased rates of psychopathology in
persons who have suffered perinaral damage.

Among the varicty of interpersonal, social and cultaral variables postulated as
precipitating factors, family environment remains the best documented. A large
body of research shows that family interaction patterns characterized by unclear or
fragmented communication, negative affective style, criticism, hostility and over
involvement are strong predicrors of relapsc in schizophrenia, although evidence
of their influence on onset is quite limited (Miklowitz, 1994). There are also
indications that other less defined aspects of family environment may cxert protec-
tive ctfects on vulnerable individuals (Tienari er al., 1989).

3.4 Comorbidity

In recent years, a number studics of diagnostic patterns in both clinical and
community samples have shown that comorbidity among mental disorders s
fairly common (Kessler, 1995). Schizophrenia is no exception: the risk in
people with schizophrenia of meeting criteria for other mental disorders is
many times higher than in the general population. In relation to rreatment and
prognostic issucs, comorbidity with depression and substance abuse is cspe-
cially relevant,

The percentage of people with schizophrenia showing ar any point in time
clinically significant depressed moad is at least 25% (Roy et al., 1983). Depres-
stve symproms can be observed mainly in the early stages of a psychotic relapse
ot following recovery from psychosis. Paticnts experiencing depression when
in remission from a psychotic episode, at a time of inc¢reasing insight into their
illncss, are at high risk of suicide. This is especially true for young males with
good premorbid functoning and high expectations, showing sclf-reported or
perceived hopelessness (Caldwell and Gottesman, 1990).

Substance abuse associated with schizophrenia has emerged over the past few
years as a major problem, particularly in western countries. In the Unired
States lifetime prevalence of substance abuse or dependence in persons with
schizophrenia has been estimated ar over 30% for aleohol and around 25% for
illicit drugs (Regier et al., 1990). Prevalence of smoking has been reported at
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well above 50% (Masterson and (°Shea, 1984). There is some evidence thar
people with schizophrenia prefer, if available, activating drugs such as am-
phetamines, cocaine, cannabis and hallucinogens (Schneter and Siris, 1987).

The impact of comorbidity with substance abuse i3 significant in reducing
treatment effectiveness, worsening positive psychotic symproms, increasing
social disability and raising the likelihood of violence (Cuffel er al., 1994),

Although medical comorbidity has been less investigated and 1 still often ne-
glecred, there is evidence that medical discases, particularly if they run a chronic
course, can be a serious problem in schizophrenia patients, leading to more
morbidity and mortality, This is particularly the case for cardiovascular diseases
(Jeste eral., 1996). Finally, in recent years IV infection has been reporred with
increasing frequency, prevalence rates being around 7% {Sewell, 1996).

1l
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Chapter 4
Consequences of schizophrenia

4.1 Mortality

Although schizophrenia is not in itsclf a fatal discase, death rates of people
with schizophrenia are ar least twice as high as those in the general population.
The cxcess mortality has been related in the past to poor condirions of pro-
longed institutional care, leading to high occurrence of tuberculosis and other
communicable diseases (Allebeck, 1989). This may still be an imporrant
problem wherever Jarge numbers of patients spend a long time in crowded
asylum-like institutions.

However, recent studics of people with schizophrenia living in the community
showed suicide and other accidents as leading causes of death in both develop-
ing and devcloped countrics (Jablensky et al., 1992). Suicide, particularly, has
ermnerged as a growing matter of coneern, since lifetime rigsk of suicide in
schizophrenic disorders has been estimated at above 10%, which is about 12
times that of the general population (Caldweli and Gottesman, 1990). There
scems to be an increased mortality for cardiovascular disorders as well
{Allebeck, 1989), possibly related to unhealthy lifestyles, restricted access to
health care or the side-cffects of antipsychotic deugs.

4.2 Social disability

According to the International classificarion of impatirments, disability and
bandicaps (WHO, 1980) impairment represents any loss or abnormality of
psychological, physiological or anatomical structure or function, while disabil-
ity is any restriction or lack (resulting from an impairment) of ability to per-
form an activity in the manner or within the range considercd normal for an
individual in his or her socio-cultural setting,.

In mental disorders, such as schizophrenia, disability can affect social funcrion-
ing in various broad areas (Janca et al., 1996), namely:
» self-care, which refers to personal hygiene, dressing and feeding;

* occupational performance, which refers to expected funcrioning in paid
activities, studying, homemaking;

= funcrioning in relation to family and household members, which refers o
expected interactions with spouses, parents, children or other relatives;

» functioning in a breader social context, which refers to socially appropriate
interaction with community members, and participation in leisure and other
social activitics.
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Darta from European and North American studics show persisting disability of
moderate or severe degree in about 40% of males with schizophrenia, in
contrast with 25% of females (Shepherd et al., 1989). Substantially lower
figures have been found in India, Africa and Latin America (Leff ctal,, 1992),
Global assessment of disability, however, hides wide variations across life
domaing, which can be affecred in different ways.

There is good evidence that for most patients nature and extent of social
disability are more relevant as outcome indicators than clinical symptoms,

4.3 Social stigma

Social stigma refers to a set of deeply discrediting attributes, related to neganve
artitudes and beliefs vowards a group of people, likely vo affecr a person’s
identity and thus leading to a damaged sense of self through social rejection,
discrimination and social isolation (Goffman, 1963). Stigma is strongly linked
with the label of menrally ill and is, to a certain extent, unrelated to the actual
characreristics or behaviours of those stigmatized. Various adverse conse-
guences may arise from the stigmatization process: use of pejorative language,
barriers to housing or employment, restricted access to social services, fewer
chances for marriage, increased mistreatment and institutionalization
(Dcsjarlais eral., 19940}

Stigma is decply rooted in the cultural background of society. Some observers
have pointed out that it is less pervasive in most rural socteties (Warner, 1985),
but this assumption has been challenged by cross-cultural studics (Fabrega jr.,
1991). There is no convincing evidence that there are cultures in which stigma
is not artached to major meneal disorders, whatever theorics people hold about
their causes, although the process of negative labelling may concern different
groups across cultures and the level of stigma may vary.

Stigma operates however, not only in the larger community but within the
mental health services as well. It may even be found at the level of the affected
individuals as internalized negative self-perception (Carling, 1995).

Undoubtedly, stigma represents a major challenge with regard to the integra-
tion of persons with schizophrenia and other mental disorders into the com-
munity. Many first-person accounts from people with experience of mental
disorder vividly portray the painful effects of stigmatization on their everyday
lives {Leere, 1982).

Stigma also acts as a powerful barrier to treatment, not only because of the tear
of being labelled as mentally ill, but also because too often mental healeh
professionals and mental health services as a whole hold, often in a subtle way,
negative or rejecting attitudes towards users and perpetuate practices fostering
segregation, dependency and powetlessness (Decgan, 1990).
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4.4 Impact on caregivers

The available data show that the proportion of persons with schizophrenia
living with their relatives ranges between 40% in United States to more than
90% in China ( Torrey and Wolfe, 1986; Xiong ct al., 1994). Morcover, family
involvement and distress is not necessarily lower when the sufferer lives away
from home (Winefield and Harvey, 1993), Nevertheless, the burden that is
often placed on familics or others living in close contact with a mentally ilt
person has only recently been recognized (Fadden et al , 1987).

Various aspects of impact on carcgivers should be considered, including:

+ the cconomic burden related to the need to support the patient and the loss
of productivity of the family unit;

cmotional reactions to the patient’s illness, such as guilt, a fecling of loss
and fear abour the future:

the stress of coping with disturbed behaviour;
disruption of houschold routine;
problems of coping with social withdrawal or awkward interpersonal behaviour;

curtailment of social activitics.

Various aspects of the caregiver’s burden have been reported across a variety of
geographical and social setrings. Finandial loss associated with schizophrenia
has been noticed in countries as different as Laos and United Kingdom
(Westermeyer, 1984; Davics and Drummaond, 1994},

The manifold facets of burden hinder any overall evaluation, making it difficuit to
identify factors that are likely o influence it. A surnrmary list includes patients’ and
carcgivers’ characteristics, family size and economic status, rolc cxpectations and
illncss-related beliefs. Such wide variability, combined with cross-cultural differences,
leads to estimates of prevalence of family burden ranging between 30% and 80%.

There is a widely held belicf that distress is more often related to patients’
apathy, inactivity or failure to comply with social dutics, than with more
evident positive psychotic symptoms or behavioural disturbances (Leff and
Vaughn, 1985). However, this may not be true in all social or cultural groups.
According to a recent survey in Malaysia, in which subjective emotional
burden has been found in 41% of families, hostility, violence and disruption of
family activitics was perceived as the main source of stress (Salleh, 1994),

4.5 Social costs

In recent years a major cffort has been made towards the quantfication of the
global social burden of all ilfnesses and injuries, taking into account not only
mortality but the extent of disability and allowing comparisons between
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different categories of llness. The measure of disability-adjusted life years
(DALYs) lost has been uscd as a health status indicator (Murray and Lopes,
1996). Although this approach may not be completely snitable for most
mental disorders, including schizophtenia, becanse of their variable course and
the flucreating nature of the related disability, it enables social scientists and
policy-makers to put the burden associated with schizophrenia within a com-
prehensive publie health framework.

The toss in DALY caused by schizophrenic disorders worldwide was estimated
in 1990 ar slighty below 13 million, which represents about 1% of the global
burden of the disease deriving from all causes. Schizophrenia is 26th in the list
of the diseages, ranked aceording to their contribution to the overall burden.
Howevet, if one takes into account the predicted modifications in social
structure in most developing countries and the increase of populations at risk
over the coming decades, schizophrenia is projected to be in 20th position by
the vear 2020, with more than 17 millions of DALYs lost, accounting for
1.25% of the overall burden (Murray and Lopez, 1996).

Estimates of cconomic costs of schizophrenia are available only for some indusui-
alized countries. A broad distineton should be made berween direct costs, i.e.
money spent on providing care to affected individuals, and indirect costs, 1.¢. loss
of resources and productivity due to morbidity and mortality. Direct costs of
schizophrenia in western countries range between 1.6% and 2.6% of total health
care expendinures, which in mrn account for between 7% and 12% of the gross
national product. This means £396 million in the United Kingdom and $138
bitlion in the United States (National Advisory Mental Health Council, 1993
Davies and Drummond, 1994} These costs, however, are very unevenly distrib-
uted among subgroups with differing severity of the disorddr, According to a
British study, if we consider a sample of people with schizophrenia from onset to
death, it can be estimated that care of padents with long-term disabling course
{(which represent only 10% of the affected population ) will absorb abour 80% of
the rotal lifetime direct costs. About 75% of these high costs are due o inparient
or residential care, whike drugs represent bess than 5% (Davies and Drummond,
1994). Therefore, any strategy aimed at reducing che costs of care for schizophire-
nia should target the small group of most disabled patients in order to improve, as
far as possible, their independent living skills.

Less reliable data are available on indirect costs, which are much more difficult
to assess and probably show more variation. They have been cstimated at
slightly below the direct costs in the United States and, in contrast, four times
the direct costs in the United Kingdom,

An analysis conducted in the United States showed that the economic impact of
schizophrenia, taking into account both direct and indirect costs, is close, in terms
of per capita cstimates, to that of 2 well known chronic discase such as diabetes.
However, higher indirect costs indicate that prospects for potential gains by
reducing morbidity and morrality through treatment are greater for schizophrenia
than for diabetes (Report of the Mational Advisory Mental Health Council, 1993).
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Chapter 5
Prevention, treatment and care

§.1 Preventive interventions

Primary prevention refers to an intervention that is intended to reduce the
incidence of an illness in a population which is as yet unaffccted by the discase,
Two broad primary preventive strategics can be used within a public health
framework: illness prevention and health promotion (Eisenberg, 1993). Tlness
prevention aims to cstablish specific interventions for specific disorders by
modifying onc or more risk facrors, while health promotion aims to enhance
health-promoting behaviours in the community to maintain well-being and
prevent the onset of broad groups of disorders,

Secondary prevention aims at carly identification of individuals with prodromal or
early symptoms of an illness to reduce morbidity through prompt treatment.

A distincton between primary and secondary prevention depends on accurate
knowledge of the natural history of the illness, with clear detection of pro-
dromes, precursors and full-blown symptoms. At some point in time, when the
onsct of a disorder becomes inevitable, preventive strategics conceptually shift
from primary to sccondary (Eaton ct al.,, 1995).

The complex multifaceted interplay that underlies the onset of schizophre-
nia, the low specificity of risk factors and prodromal symptoms, the lack of
rchiable methods to assess vulnerability to the disorder, and the uncertain-
ties surrounding the pictures of its carly course limit the development of
targeted preventive interventions. Although the role of genetic transmis-
sion in liability to schizophrenia has been well documented, incomplete
penctrance, the probable existence of non-genctic forms of the disorder
and the absence of genetic markers make genetic risk prediction highly
inaccurate. Morcover, only a small minority of people who develop schizo-
phrenia come from familics with a relarive who is also affecred. Such
problems, in addition to ethical considerations, rule out the feasibility of
genetic counsclling.

It can be assumed that the prevention of obstetric complications, through the
cstablishment of safer conditions for pregnaney and childbirth, could make a
small contribution to the reduction of risk of schizophrenia, as well as of many
other mental and newrological disorders. No data, however, are available to
support this assumpton.

Models for a psychosocial approach to the prevenrion of schizophrenia have
recently been advocated (Laporta and Falloon, 1992; Birchwood ¢t al., 1997).
They involve various combinations of the following strategies:
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= community education programmes about psychoses;
= integration of mental health services in primary care;

+ detection by general practitioners and other community agencies of early
warning signs of severe mental disorder;

= intensive home-based asscssment and interventions targeted at people at risk
and key persons in their social networks to cnhance stress management
strategies and problem-solving skills,

The underlying hypothesis is that the development of health-promoting
coping attitudes in people showing at-risk mental states and in their social
environment could prevent the onsct of overt schizophrenic disorders, even
through non-specific interventions, Moreover, active treatment can be started
quickly if frank psychosis oceurs.

Such approaches deserve attendon msofar as they focus on the primary health
care setting, thus reducing the stigma associated with psychiatric services and
Facilitating access to carly weatment. All such aspects are particularly impor-
tant, given that the treatment lag in first-episode schizophrenia has been
estimated at one year or even mote (Birchwood et al., 1997). Their value a3
truly preventve strategics, however, remains so far uncertain, Motc research is
needed in chis area.

5.8 Drugs

The place of medications in the treatment of schizophrenia has been firmly
established for some 40 years. Given the recent advances in psychopharmacology,
it s useful o distinguish between conventonal and atypical andpsychouc drugs.

Most conventional antipsychotie drugs in commeon use are listed in Table 2.
Although their chemical structares vary widely, their common mode of action is to
block dopaminge I?, receptors mostly in mesolimbic and nigrostriaral brain arcas.
Their activity on psychode symptoms is probably related to their action in the
mesolimbic system. Although many are available, none has been shown to be
more effective than any other, although for unknown reasons a particular patient
may respond o one drug and be unimproved or ¢ven made worse by anothet,

Evidence for their efficacy in reducing acure posidve syrmproms (not only in
schizophrenta, butin any disorder with psychotic features) is dear-cut, while therr
impact on negative symptoms looks modest. Findings from a large number of
clinical trials indicare 3 substandal improvement within 6-14 weeks in 75% of
patients with acute symptoms of schizophrenia treated at a dosage of 300-750 mg
of chlorpromazine cquivalents, in comparison with less than 25% weated with
placebo (Dixon et al., 1995). Their efficacy in preventing relapse or recurrence
after clinical remission, although well established, is less impressive. Risk of relapse
during dhe first yvear following an acute episode in patients on antipsychonc
medications & reduced to about 20%, in comparison with about 60% on placebo.
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Data for more than one year are quite
limited and relapse rates on placebo
and on medications may become
sirilar after two or three years.
Therefore, drug therapy delays but
docs not suppress relapses. There is
no consensus on how long treatment
should be continued following an
acute cpisode. For first-cpisodc
patients, in case of full remission, it
has been snggested that medication
should be tapered or discontinmed
within six months o two vears
(Dixon et al., 1995). For patients
with multiple episodes or who show
incomplete remission, there are no
agreed puidelines; decisions about
medication should be made on
individual basis, balancing the costs
and bencfits of treatment.

With respect to maintenance doses,
concern about UNNCCESSAry CXposuye
o high amounts of medication,
resulting in risk of tardive dyskinesia
and other side-effects, ed to the
developmernt of methods for deter-
mining the lowest effective dose, Two
approaches are the foens of interest:
targeted and low-dosc straregies. So
far, the use of low-dosc strategy scems
best supported by research {Schooler,
1991). In fact, the benefits of such
drugs in real practice are limited by 2
numnber of probleras,

Table &. Conventional

antipsychotic drugs
Class Relative
and generic name potency
Phenotiazines
Chlorpromazine® 100
Thioridazine 100
Prochlorperazine 15
Perphenazine 10
Trifiuoperazine 5
Trifupromazine 25
Fluphenazine 2
Fluphenazine decanoate’” o
Thioxanthenes
Thiothixene 5
Chlorprothixene 100
Flupentixol 2
Zuclopentixol )
Butyrophenones
Haloperidol* 2
Haloperidol decanoate' .
Pimozide 2
Draperidal 4
Dibenzoxazepines
Loxapine 10
Mhydroindolones
Molindone 10

* Included in the World Health Organizarion’s
essential drags list (WHO Expert Commit-
tee on the Use of Essential Drugs, 1998}

! Long-acting, injectable preparations,

First of all, these drugs induce side-effects that are often distressing and
sometimes dangerous. The most common are:

+ scdation;

= extrapyramidal side-cffects, such as tremors, acute dystonias, akathisia,

akinesia, stiffness and shuffling gait;

¢ tardive dyskinesia;

» anticholinergic effects, such as dry mouth, blurred vision, arinary hesitancy,

consripation;

= cardiovascular cffects, such as rachycardia and postural hypotension;

* cndocrine effects, such as amenorrhea, galactorrhea, breast enlargement in

women and gynecomastia in men;




* weight gain;

+ skin and eye effects, such as cutancous rash, photo toxic skin reactions,
pigmentary changes in skin, granular deposits in the cornea and lens;

= neurolepric malignant syndrome, which is a rare bur sericns and potentially
fatal complication. It is an idiosyncratic reaction, presenting initially as
muscular rigidity and progressing to high fever, fluctuating consciousness
and unstable vital signs. Mortality has been reported in 20% of cases (Guze
and Baxter jr., 1985). ‘

Although most side-effects are mild and time-limited, some represent serious
problems and deserve special attention. Akathisia and other extrapyramidal
SYmproms, occurring to some degree in up o 70% of paticnts, are associated
with considerable subjective distress that includes restlessness, anxiety, irritabil-
ity and inability to feel comfortable. Some reports suggest that severe akathisia
can result in aggressive or suicidal acts (Van Putten and Marder, 1987).

Tardive dyskinesia is a severe complication of long-term use of antipsychotics,
characterized by a wide range of abnormal involuntary movements involving
maouth, tongue, jaw or any other part of the body. Dyskinesia can be seriously
disabling in its more severe forms and may atfect walking, eating and breath-
ing. Its incidence has been cstimated at around 4% per year for 5-6 years of
drug cxposure and its prevalence in patients on maintenance treatment has
been estimated to be at least 20% (Kane et al., 1988).

The effects of extrapyramidal symptoms and abnormal movements go beyond
thetr medical consequences. According to research findings, strengrhened by
the personal accoutits of patients, they may add ro negative symptomarology
cven when unnoticed by clinictans and may impair, in morc or less subtle ways,
interpersonal skills (Estroff, 1981).

Treatment resistance is another relevant issuc. Current data suggest that
between 20-30% of patients fail to respond to acute treatment and the same
proportion will relapse despite adequate maintenance therapy (Kane, 1996).
No conclusive cxplanations arc available for this finding.

Poor compliance with drug prescription is fairly common in the trearment of
schizophrenia: about 50% of outpatients and 20% of inpatients fail vo rake
prescribed medications, Even highly supervised settings and the use of depot
infections cannot resolve the problem (Young et al., 1986). Explanations
offered for noncompliance centre on several arcas: staff-patient conflic,
adverse rexctions v drogs and side- effeces, lack of insighe due o psvchotic
disorder, inadeguare information on drugs, and the patents’ negative view of
medications {Estroff, 1981).

Although any explanation, or combination of explanations, may be truc for a
single paticnt, the issue of compliance points to a major limitation of
antipsychotics: the active refusal by a number of usces to take medications and
the unpleasant feelings and discomfort reported even by some who comply,
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willing or not, with treatment. Such problems, overlooked by most clinical
trials, came only recently to the attenton of rescarchers and clinicians (Awad,
1992). Health professionals should listen carcfully to the subjective expericnce
assoclated with medications to discuss in a collaborative way with users issues
related to long-term drug treatment,

In recent years great hopes have been raised by the introduction of so-called
“new” or “atypical” antipsychotics, deemed free from most of the shortcom-
ings of conventional ones. Atypical antipsychotics share two common features:
action on mesolimbic neurons with little effect on nigrostriatal ncurons, and
higher 5-HT, than D, receptors affinity. This implics an effect on psychotic
symptoms with a low incidence of extrapyramidal side-effects.

Clozapine is the first atypical antipsychotic to be introduced. It has been found
o e as effective as antipsychotics on positive symproms in both acute and
rmaintenance treatment. Further, it has been found effective in improving
psychotic symptoms in some 30-60% of schizophrenia patients who failed to
respond to adequate dosage of conventional antipsychotics, and it is associated
with a greatly reduced likelihood of developing extrapyramidal symptoms,
neuroleptic malignant syndrome or tardive dyskinesia (Buchanan, 1995).

However, clozapine produces other serious side-effects. It is associated with a
risk of agranulocytosis of 1-2%, which is most likely to occur within the first six
months of treatment. Because agranulocyrosis can be fatal if nor detected and
requires immediate discontinuation of the drug, patients on clozapine must
undergo monitoring of white blood cell count weckly for the first 18 wecks
and subsequently every four weeks as long as they take the drug. Other
unwanted effects include seizures in up 1o 10% of patients, weight gain,
hypotension, tachycardia and scdation,

Clozapinc is very cxpensive: the average annual cost per patient has been
estimated at around £2000 in the United Kingdom and $8500 dollars in the
USA, i.e. 10 or more times higher than the cost of standard drugs (Fitton and
Benficld, 1993). Although preliminary studies suggest that clinical benefits
may lead to medium-term cost savings, primarily by reducing hospitalization,
maore investigations arc needed to clarify this important issue. Moreovet, it
should be remembered that cost-bencfit analyscs can hardly be generalized
across social and health care systems,

The need for regular blood sampling ¢learly limits the use of clozapine and
may scriously affect patients® adherence to treatment, as shown by noncompli-
ance rates of up to 50% found in some studies (Hirsch and Puri, 1993). The
complexity of clozapine therapy seems at odds with the flexibility and easy
access to treatment required by community care.

Onher arypical antipsychotics that are currently being marketed or developed
inclade risperidone, olanzapine and quectiapine (Pantelis and Bamnes, 1996). Some
promising data are available on tisperidone, although further research is necessary
to assess its efficacy both as a maintenance weatrmnent and in non-responders, It
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does not carry a risk of agranulocytosis but it induces dystonias and akathisia above
a cerrain dose level. High cost is a problem with risperidone as well, as it will
probably be for any other novel antpsychotic,

In summary, atypical antipsychotics represent to some extent the first innovation
in biological rrecatment of psychoses in 40 years. However, many facrors limit their
widespread use at present. In the near future we shall sec whether today’s promises
will be kepr.

5.3 Family interventions

The causal role of dysfunctional child-rearing patterns and disturbed family commu-
nication was a cornerstone of early social theories of schizophrenia between the
19505 and the late 1970s. Such theorics, although weakly supported by empirical
data, enjoyed wide popularity among professionals, particularly in the USA and
ather westem countries, unfortunately contributing to negative ardtudes towards
patients’ relatives and adversanal relatonships between professionals and families.

Subsequent research moved away from ambitious causal explanations to identify,
within the framework of studies of expressed emotion, factors related to family
intcracdon and family members’ beliefs and expectations that are likely to influ-
ence the course of schizophrenia, and other mental and physical disorders (Leff
and Vaughn, 1985).

This approach resulted in the development of family-based interventons designed
to enhance the resources of the family unit in its caring function, relieve family
burden, and modify family interactions and affective adtitudes predictive of relapse.
Such intervendons, variously called “psychoeducational”, “supportive” or “behav-
wural”, share some common clements (Goldstein, 1995), namely:

« cngagement of the family early in the treaoment process in a “no fault” atmosphere;

= cducation about schizophrenia (the vulnerability-stress model, risk factors,
variation in prognosis, rationale for various treatments, suggestions for
coping with the disorder);

+ communication training dirccted at enhancing the clarity of communication
and improving the exchange of both pasitive and negative feedback within
the family;

+ problem-solving training aimed at improving ways of managing everyday
problems, coping with stressful life events, and planning to deal with
antcipared stressors, by generalizing problem-solving skills;

» crists intervention at tmes of extreme stress or when signs of relapse are evident.

A number of studies conducted in various geographical and cultural scttings
show that the inclusion of culturally sensitive famnily interventions in the
comprehensive care of people with schizophrenia significantly reduces the nisk
of rclapse and increases patients” and relatives’ satistaction with service.
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Ir is worth noting that some clinical trials supporting this evidence have been
conducted in developing countries, such as China (Xiong et al., 1994). In fact,
in many cultures in Africa, Asia and Latin Amcrica familics do represent the
core community support system and family members have always been consid-
ered primary caregivers for their ill relatives. Therefore, collaboration berween
them and health professionals has been the rule and conflicting relationships
have rarcly developed (Menon and Shankar, 1993).

The identification of family intervention as an important component of com-
munity care entails a conceptual and pracrical shift: family intervention should
now be viewed, in most cases, as a long-term support rather than as a short
time-limited treatment (Dixon and Lehman, 1995).

5.4 Other psychosocial interventions

For several decades insight-oriented long-term psychodynamic psychotherapy,
stemming from the psychoanalytic tradition, has been the mainstay, particularly
in France, the TUSA and to 2 lesser extent other European countries, of the
psychological approach to treatment of schizophrenia. The psychodynamic
model enjoyed high status and heavily influcnced the training and professional
attitudes of many clinicians, although it has never been within easy reach for
the average patient. Over the last 20 years disappointing results of carefully
designicd clinical trials, high costs and limired flexibility and adaprability o
community sctrings, led to widespread dissadsfaction with exploratory psy-
chodynamic psychotherapy (Mueser and Berenbaum, 1990). Artention shifted
to a variety of other psychosocial interventions, deriving from cognitive-
bchavioural models or developed within the framework of psychosocial reha-
bilitadon.

Dircer treatment of cognitive functioning through structured psychological
interventions has been recently introduced as a byproduct of neuropsychologi-
cal studies of schizophrenia. The goal is to remedy problems of basic informa-
tion-processing skills, such as memory, attention and conceptual abilities. So
far, no consistent conclusion can be drawn about the cfficacy of such an
approach, which has to be considered in the early stages of development,
Moreover, it is uncertain to what cxtent improvements in the basic domains of
cognitive functioning, detected by neuropsychological tests, can affect more
cotnplex social performances (Penn and Mucser, 1996).

Another, perhaps more relevant, cognitive approach focuses on subjective
response to dysfunctional thoughts or perceptions. It attempts to modify
belicfs associated with delusions and ways of coping with auditory hallucina-
tions. The strength of this model lics in its purpose, which is to build on
natural coping strategics already used by people with schizophrenia when faced
with positive symptoms, thus linking professional intervention with self-help
cfforts. Moreover, it emphasizes that psychotic symptoms lic on a continuum
of diffcrences in thought or behaviour and do not arise from fundamentally
different psychological processes, challenging a long-held belicf about the
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discontinuity berween schizophrenia and ordinary experience {Chadwick etal,,
1996). Preliminary results show that such rechniques have promise. We
should, however, await furcher investigations with more subjects across differ-
ent settings (Penn and Mueser, 1996),

Other interventions are usually included under the heading of psychosocial
rehabilitation and sometdmes psychosocial rehabilitation itself is referred to as an
intervention. This is misleading because psychosocial rehabilitadon is not a tech-
nique, or a set of techniques, but an overall strategy cncompassing not only health
scrvices but also legislation, social policy and cconomy (WHO, 1996).

It is more appropriate, therefore, to present such interventions, which are prima-
rily addressed at the reduction of some aspects of disability and handieap agoci-
ated with schizophrenia, as components of overall rehabiliration packages.

Social skills training refers to a class of interventions, based on social learning
theories, that aim to teach the perceprual, motor and intcrpersonal skills deemed
relevant to achisving community survival, independence and socially rewarding
retationships. Complex behaviours are assessed and broken down into smaller
discrete components taught through various behavioural tochniques such as
problem specification, instruction, modelling, role playing, behaviourat rehearsal,
coaching, reinforcement, structured fecdback and homework assignment., The
focus of socal skills maining programmes has recently moved from topographical
features of overt behaviour to a more comprehensive range of communication and
independent living skills (Faiford and Hayes, 1992),

There is little doubt that people with schizophrenia can learn a variety of social skills,
ranging from simple motor behaviours to more complex ones such a3 assertiveness
and conversational skills. The mmprovement is evident for specific behavioural
performances but is fess pronounced for interpersonal and daily living skills, How-
ever, it remains unclear whether such effeces transfer from the fraining environment
to cveryday life. Furthermore, the impact of sodal skills training on aspects of
patients’ outcome has not yet been demonserated (Penn and Mucser, 1996}

Changes in social skills training methods, including implementation in nataral
settings by utilization of cues and prompts in cveryday life, are probably
necessary to overcome such limirations. Vocational rehabilitation has a long
history and has traditionally been provided through hospital or clini¢-based
workshop activities. However, the value of such an approach has been ques-
tioned on the basis of consistently negative data on patients” employment
following discharge. A subsequent evolution of the ficld, i.¢. sheltered employ-
ment programmes, also failed to show any impact on employment outside the
sheltered environment (Lehman, 1995).

More promising recent developments include vocational training linked to
supported employment (Lehman, 1995) and the creation of self-sufficient
cnterprises to cnsure permanent jobs for disabled people organized in 2 flexible
way as workers® cooperatives, known in Ttaly as seciad enterprises (Savio and
Angelo, 1993).
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In judging the value of vocational rchabilitadon, the patients” social context is
of paramount importance. As previously stated, there are suggestions thar in
predominantly agrarian societies the greater availability of job opportunities
provides grounds for people’s reintegration into the labour market even
without formal vocational rehabiliaation programmes.

At the end of this review on psychosocial interventions it should be remem-
bered that the failure of psychodynamic therapics to show their effectivencss
should not tarnish the importance of the psychodynamic conrribution in
contacting the inner world of psychotic experience and building the supportive
interpersonal relationship that is the core of any cffective intervention,




Chapter 6
Service delivery

Any health care intervention takes place within the context of a service delivery
systemm. For schizophrenia, ways of providing care, treatment servings and
scrvice organization are probably more important as outcome determinants
than any single treatment modality. A few decades ago, care for schizophrenia
was almost exciusively delivered in large institutions where most patients spent
years, The negative effects of such an environment, particularly on social
outcomes, have been well documented since the 1960s (Wing and Brown,
1970). Although custodial carc is still a reality for many patients around the
world, a broad array of community-based care services are currently judged by
widespread opinion to be the best context for service delivery to people with
schizophrenia (Santos ¢t al., 1995).

Advanced models of community care have been deseribed and implemented, to a
greater or lesser extent, in countries as diverse as Australia (Hambridge and Rosen,
1994), France (Kovess et al,, 1995), India (Menon and Shankar, 1993}, Iraly
{Lesage and Tansella, 1993), the United Kingdom (Marks et al,, 1994), the USA
{Test, 1992) and many others. Although such models are known by a varicty of
names { “asscrtive community eatment”, “eraining in community living”, “com-
murity support programme”, “assertive outreach”, “continuous weatment
tcams”, “comprehensive community care™ and so on} and differ in many ways in
relation to social, culiural and economic characteristics of the countries ¢oncerned,
they share at least most of the following core elements (Santos et al., 1995):

= services arc offered to the whole population in a well-defined catchment area;

* services are based on needs assessment and provide individualized treatment
aimed at empowering users and building on their assets and strengths;

* services arc primarily targeted at the most disabied and seriously ill patients;
= continuity of carc over ime and across treatment settings is provided;

» services are outreach-oricnted, available where they are needed for as long
as they arc needed, preferably in the users’ social environment;

+ services are offercd in the least restrictive setting and long-term hospitaliza-
tion is avoidad as far as possible;

* services are part of mainstream health services and are closely linked with
primary health care;

» soctal and vocational rehabilitation is provided in a natural environment;

* scrvice providers are accountable to the users and are monitored 1o cnsure
quality of carc and relevance to users’ needs;
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= users and their caregivers are involved in planning, implementing and
cvaluating services:

*+ components of services include patient identification, crisis intervention and
acute hospital admission, residential facilities, a full range of mental health
care interventions, medical care, assistance with housing, income support,
family and social support, and assistance with instrumental functioning in
areas of work, social relations, leisure and daily living activitics through skill
teaching, support, environmental modificarions and advocacy.

The above elements arc steadily updated by ongoing innovations and the
addition of new strategies. They need to be put in the conceptual framework
of 1 biopsychosocial model of schizophrenia, which should be an integral part
of the education and training of health and social professionals.

The balance of service provision between the primary care and specialist
sectors or between direct care provision and the use of natural social networks,
the range and type of professionals involved, and also the funding strategics
will depend on the local conditions. Evidence from various countries is avail-
able to support borth the feasibility and the benefits of comprehensive commu-
nity carc for pcople with schizophrenia and other severe mental disorders
(Santos et al., 1995).

Last, but not least, no service, even one offcring the most updated treatments,
will ever be effective in the absence of major efforts to challenge, through
political action and public cducation, the stigma associated with mental disor-
ders and psychiatric treatment.
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Chapter 7
Conclusion

Schizophrenia is a disorder associated with high levels of social burden and
cost, a5 well as an incalculable amount of individual pain and suffering. How-
cver, there is evidence that the outcome of care can be as succegsful as ic iy in
many other diseases reated by medical or surgical procedures (National
Advisory Mental Health Council, 1993),

Implementaton of an effective care system for schizophrenia, however, is more
than 2 technical endeavour. It has to be sustained by a vision and must be put
within 2 unifying overall frame of reference. The vision can be that of a recor-
ery-oriented mental health system, 1.c. a scrvice oriented o promote recovery
from mental disorders by fostering sclf-csteem, adjustment to disability,
empowerment and self-determination (Anthony, 1993). Poyehosocial rehabilita-
#ign ¢an provide this vision with 4 frame of reference, linking mental health
services to a complex and ambitious social perspective that encompasses
different sectors and levels, from hospitals to homes and work scttings, with a
central aim of ¢nsuring full citizenship for people irrespective of their disabili-
tes (WHQ, 1996),
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