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Intergenerational representations of schistosomiasis in endemic
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The analysis of the intergenerational process of disease/health representations constitutes a requisite for the
construction of projects and health education interventions. The objective of this work is to describe the meaning
attributed to schistosomiasis in the family context. Twenty-one residents of an endemic area were interviewed. The
interviews were submitted to content analysis. The results demonstrated different representations of the disease by
the children, parents and grandparents. This paper discusses the differences in these representations and its impact
in schistosomiasis control programs.
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Morbidity and the spatial expansion of schistosomia-
sis have demonstrated that the conceptual explanatory
models of the disease/health process and interventional
actions need to incorporate explanatory dimensions that
go beyond biomedical models (Schall 1998). In this per-
spective, Gazzinelli et al (1998) emphasize the importance
of investigating  the social and cultural process of the
determination of different health risks. This interpretation
overpasses the meaning of the biological perception of
diseases, leading to a comprehension of a more complete
reality, including the historicity of the phenomenon. In
this light, Schall (1998) propose an interpretative and
interventional model in schistosomiasis health education
which considers the transmission and maintenance of  the
disease as interaction between  material conditions and
the social relations of production. In other words, as
Trindade (1996) points out “health/disease, are concep-
tions constructed in social spaces delimited by the rela-
tions established by the production, beliefs, values, ac-
cess to the official health services and education, besides
other factors”.

Considering this perspective and breaking through
the compartmentalized interpretation of the disease/health
process, Diniz et al. (2003) developed studies  in Jabo-
ticatubas, state of  Minas Gerais, which have demonstrated
that there is no similarity between the representation of
students and the reality of schistosomiasis in the area.
According to the authors, these representations are an-
chored on the information passed on through  parents
and teachers,  based on former health campaigns dated
from the time when schistosomiasis was a more serious
health problem.
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As a result, the knowledge of the representation of
the family about the process of health/disease of schisto-
somiasis is fundamental because it allows for the reestab-
lishment of relations and representations constructed by
the subject in his social-historical context, in the perspec-
tive of the family, community and school. The family is
responsible for the primary socialization and the school
for the secondary socialization (Berger & Luckmann 1985).
Nonetheless, one hopes that the family and the school
propitiates its pupils with a continuous socialization, char-
acterized by Nicolaci-da-Costa (1985) as “the proximity
between values, attitudes and used of language in which
the subject socialized finds in his family and school envi-
ronment”. The integration of the individual in diverse
groups occurs through the process of socialization which,
according to Berger and Luckmann (1985) initiates with
primary socialization, which is the first one experimented
by the individual.

In intergenerational studies two central problems
stand out (Troll & Bengston 1979): (1) the socialization,
or, in other words, the transmission of characteristics
through generations; (2) the interpersonal relations be-
tween family members from different generations.

Thus, considering the relations and interactions be-
tween health and education in specific social-historical
context, this research has the general objective to iden-
tify the social representation of schistosomiasis in the
family context in order to produce subsidies for educa-
tors to integrate these representations in the learning-
teaching process and health actions.

METODOLOGY

Context and social representation - The context of
the social representation theory in studies of social phe-
nomenon are discussed by diverse authors, such as Farr
(1993), which emphasizes that it is only worth it to study
a social representation if it is relatively spread out in-
side a culture in which the study is done. This is the case
of schistosomiasis in Jaboticatubas where health control
actions have been taking place since 1953 organized by
the Ministry of Health. The studies conducted by
Massara and Schall (2004) in the area should be under-
lined.
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Social representations may be understood as a cat-
egory of thought  which a society uses it to elaborate and
express its reality. Durkheim (1898) was the first to use the
term collective representations, defined as categories of
thought that are connected to social facts, being in them-
selves social facts, which may also be observed and in-
terpreted. Social representations are a set of real phenom-
enon which behave in specific forms and may exert over
individuals a type of coercion leading them to act in a
determined way.

According to Spink (1989), the term social representa-
tion was rescued by Moscovici in social psychology
based on the idea of collective representation, already
presented by Durkheim.

For Moscovici (1978), social representations may be
defined as a system of values, notions and practices, which
has a double vocation. First, it installs an order which
allows individuals to orientate themselves in the social
and material environment and dominate it. Secondly, it
secures a communication between members of a commu-
nity, proposing to its members a code to nominate and
classify, in a unique way, the parts of their world, their
individual or collective history.  All representations
emerge from our need to transform what is strange into
something familiar.

According to the author, working with the prerequi-
site that knowledge and the experience  individuals have
of the world depend on the form in which they come to-
gether with other beings, things and people that are
present in their surroundings,  or in other words, how
they experience something.

The meaning that is attributed to the disease, perceived
subjectively by “ill” individuals, is significant when it is
affirmed real by other members of the society. As Alves
(1993) states it, the meaning is only real when it is origi-
nated from the common sense. Schutz (1962) also observed
that the world in daily life functions as a code of refer-
ence for individuals, and lastly Alves (1993) remind us
that every meaning is only logical for the individual be-
cause it is socially and culturally legitimated by its fel-
low members.

Consequently, it is in social space that people inter-
pret a given episode of disease, considering determined
cultural patterns which are, in the last instance, social
creations, formed by definitions and interpretations con-
structed intersubjectively. Only within given coordinates
established by the intersubjective world of the common
sense is that the experience of disease will be objective to
others (Alves 1993).

Procedures - There is a multiplicity of methodological
design for a study of social representations. Therefore,
this investigation will search different instruments to
evaluate the social representation of schistosomiasis in
the family context.

The instruments utilized were naturalistic observa-
tions, semi-structured interviews and focal groups in the
family context. Some theoreticians of the Social Repre-
sentation Theory (Spink 1993, 1994, De Rosa 1993) sup-
port a methodological triangulation as a strategy of ap-
proximating to the reality which one hopes to study.

In agreement with Marconi and Lakatos (1985), the
observation is considered here as a data collection tech-
nique that has the objective to bring the researcher closer
to the investigated reality, focalizing on a specific social
context.

Some authors (Debus 1988, Roso 1997) argue that the
use of focal group methodology is adequate in qualita-
tive studies, and others present its utilization in a specific
area of health research. It is also a technique that permits
certain flexibility, since it opens space for the construc-
tion of “mini-groups” in which questions that need a more
profound approach may be analyzed.

The focal group technique is considered a procedure
of data collection that offers some advantages, such as:
in a short space in time there is the possibility to obtain a
vast array of information; the wealth of the information
acquired through the interaction is vast; the emotional
involvement in the net of transferences and counter-trans-
ferences is great; among other advantages.

The semi-structured interview is chosen  due to its
flexibility and possibility to obtain information through
direct contact with subjects. In this way, a “conversation
with finality” is proposed as states Minayo (2000). This
instrument supposes the utilization of a script which is
minimaly structured and also considers the interaction of
the researcher/object, as a data also to be analyzed.

The interviews were semi-structured and divided into
three units of context, term loaned from Bardin (1994), in
maybe a non-conventional form – (1) the person; (2) the
disease; and (3) the family. In each of these contextual
units, a series of questions were related and served as a
form of orientation for the development of interviews.

This work was approved by the ethical committee of
CPqRR-Fiocruz.

RESULTS AND DISCUSSION

The representations of schistosomiasis, in this phase
of the study, may be considered as preliminary, since more
in depth analysis will be conducted a posteriori. One may
conclude that distinct representations exist in the family
context according to generations (children, parents, and
grandparents).

The first generation, the grandparents, when inter-
viewed about the disease supplied much information, with
richness in details, evidencing a considerable amount of
knowledge in relation to the symptoms and treatment of
the disease. All of them affirmed that they had the dis-
ease, and some were hospitalized, demonstrating that the
perceived morbidity made schistosomiasis familiar to this
social segment. In the time in which they were infected
with the disease, it was endemic and with high prevalence
in the area. Nowadays, they believe that schistosomiasis
is eradicated since they do not observe classical clinical
cases, as demonstrated in the speech bellow:

Look, I’m a very practical man. I only believe in what
I see. I’ve seen many people with “xistosa”. I’ve had two
brothers that had this dreadful thing. He had to take out
the spleen because he had a big tummy. Today there isn’t
anything like this. I only believe in what I see  (male, 71
years old).
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The second generation, the parents, reflects a situa-
tion of the disease where it is experimented in different
ranges. They affirm that when a certain apathy or tired-
ness comes over them, with some difficulty to work, the
older family members send them to a medical service, since
they seemed to present “xistose”. The parents affirm that
the only seriousness of a case is when a disease “messed
up” the functional capability and the utilization of the
body. In general terms, this segment held the notion that
the disease is associated to their productive capacity.
They question the asymptomatic cases denominated as
serious, believing that successive treatments diminished
the gravity of the agent.

When the person has “xistose” she gets worn-out. A
weary person can’t do anything, it gets in the way. A
tired person, good gracious! (...) For a person to do some-
thing she has to be up for it, be well. (female – 46 years
old).

For the representation of health/disease, in terms of
transmission and treatment, within children and teenag-
ers (third generation), it is clear that the majority of state-
ments affirm that there is little knowledge about the dis-
ease. Viruses and bacteria are commonly pointed out as
agents in the transmission cycle of different helminthes.
In the representation of the disease, the interviewees re-
veal a contradiction between what is learned within fam-
ily relations with what is learned to them at school or
observed in their daily life.

Furthermore, the majority of the interviews demon-
strated a great influence of the representations of the
grandparents over their grandchildren’s representation,
as pointed out in the interview bellow:

I was going to do my science homework (…) and I
asked my mother (…) she said that “xistose” gives people
pain in the legs (…) the teacher didn’t said this (…) my
grandfather explained it to me (…) he knows things.
(male, twelve years old)

Many studies have shown the importance of the par-
ticipation and influence of grandparents in the life of their
grandchildren, such as: behavior, personality and psy-
chosocial conscience (Roberto & Stroes 1992, Franks et
al. 1993). Grandparents are seen as important figures in
many social aspects (ex: respect, influence in the behav-
ior, participation in family gatherings, among others) and
also in the personal formation of the children (ex: source
of knowledge, sense of perspective, emotional bonding)
(Sanders & Trygstad 1993). Other studies have demon-
strated that the meanings that what young people attrib-
uted to their grandparents were also important, such as
historians, confidents, substitute parents and friends.

In general, it was observed that it was in the collective
space that people interpret the process of health/disease
of schistosomiasis. This interpretation is constructed
intersubjectively through cultural patterns.

The family context is fundamental in the construction
of meaning, since it is through this social institution that
man acquires his behavior, values, norms and attitudes.
This socialization is only possible through an emotional
bond of identification of the person with other people

which are important to him.
The secondary socialization introduces the individual

into new sectors of the objective world of his society. It
occurs through the interiorization, by the child, of new
institutionalized worlds. This interiorization does not oc-
cur as a pattern, since it is dependent on the social and
material conditions of production and distribution of
knowledge.

It is important to underline that these models of so-
cialization play different roles in the construction of iden-
tity. While in primary socialization the child interiorizes
the world of their parents as being the world, that is, as
being the only world existent; in secondary socialization
it is the institutional context that will be perceived and
evaluated. In this way, the internalization only completes
itself when there is identification, when the subject ab-
sorbers the roles and attitudes of other social actors.

In layers of society with low income, there are classi-
cal studies which show the distance among values and
practices that children find between their family context
and school. (Nicolaci-da-Costa 1988). Silva (1996) states
that there is a social-cultural barrier between school and
family and that it produce a true sociological cleavage.

Consequently, nowadays a great challenge presents
itself in the field of education: the integration between the
instances that act on children and teenagers, specifically
the school and family. Brought to new generations, not
only knowledge and abilities, but also the ability to incor-
porate values and to participate in their society consoli-
date the access to citizenship. The interaction between
school and family should be approached in a perspective
which leads to the comprehension of everyday life, where
leaning and  formation of individuals take place.

In the perspective of the pedagogy of autonomy, Freire
(1996) affirms that it is necessary to read the understand-
ing of underprivileged groups which do not produce ab-
stract discourses, but plastic discourses, rich in meta-
phors. They do not mold concepts: they tell facts. It is
necessary to establish a dialogue in which one devises
the group to think its own history, in this case, the rela-
tion with schistosomiasis. One of the tasks of health edu-
cators is to stimulate new comprehension of the context.
As Freire (2002) states, the educative process may be pre-
scriptive or dialogical.  The first is the act of transference
of knowledge, while the second is the act and method of
actions which may transform reality.

Considered as a central point the relationship between
health/disease and family, from subjective and socio-his-
torical contexts, new conceptual paradigms and interven-
tion actions need to be constructed (Vasconcelos 2000,
Cecconello 2003, Serapioni 2005).

Diverse areas of knowledge, specifically psychology,
sociology and history should place themselves as a start-
ing point for new reflection and interdisciplinary dialogues
(Wagner 2002, Nogueira et al. 2003, Petrini & Cavalcanti
2005).

This approach contributes for the comprehension of a
complex and multireferential reality, like the dimensions of
contemporary family and shistosomiasis, in specific so-
cial spaces.
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