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participants in research in which questionnaires or
interviews are used

[~ Abstract =i

Objective. To recognize the themes and situations that could
make research participants feel embarrassed when questionnaires
or interviews are used. Methodoly. Quantitative and descriptive
study, developed in 2008, involving a stratified sample of 1,1149
subjects who qualified the degree of shame in view of potentially
embarrassing themes and situations. Results. For the research
participants, it is embarrassing to answer questions related to
the following themes: betrayal (50%), physical violence (42%),
sexual harassment (42%), psychological violence (40%) and
death of loved ones (38%). The situations that most frequently
causes embarrassment were: start of the survey or interview
without requesting informed consent (83%); lack of information
about the type of questions that would be addressed (79%),
lack of guaranteed anonymity (78%), or use of images (66%)
or a recorder (58%). Conclusion. Themes and situations were
identified that caused embarrassment among participants in
research in which questionnaires or interviews were used, which
should be considered in the ethical evaluation of studies.

Key words: bioethics; ethics, research; data collection.

Temas y situaciones que ocasionan vergiienza a
los participantes en investigaciones que utilizan
cuestionarios o entrevistas

[ Resumen =

Objetivo. Reconocer los temas y las situaciones que podrian
ocasionar vergiienza en los participantes de investigaciones en
las que utilizan cuestionarios o entrevistas. Metodologia. Estudio
cuantitativo de tipo descriptivo realizado en 2008, en el que se
hizo muestreo estratificado de 1 149 sujetos, quienes calificaron
el grado de verglienza ante temas y situaciones potencialmente
embarazosas. Resultados. Para los encuestados es embarazoso




responder preguntas relacionadas con los siguientes temas: traicion (50%), violencia fisica (42%), acoso
sexual (42%), violencia psicolégica (40%) y muerte de personas cercanas (38%). Las situaciones que
produjeron frecuentemente vergilienza fueron: inicio de la encuesta o entrevista sin solicitar el consentimiento
informado (83%), la falta de informacion sobre el tipo de preguntas que serian abordadas (79%), la falta
de garantia del anonimato (78%), el uso de imagenes (66%) o de grabadora (58%). Conclusion. Los temas
y situaciones que ocasionan verglienza en los participantes de investigaciones que utilizan cuestionarios o
entrevistas deberian ser tenidos en cuenta en la evaluacién ética de los estudios.

Palabras clave: bioética; ética en investigacién; recoleccién de datos.

Temas e situacoes que ocasionam vergonha aos participantes
em investigacoes que utilizam questionarios ou entrevistas

[= Resumo

Objetivo. Reconhecer os temas e as situagdes que poderiam ocasionar vergonha nos participantes de
investigacoes nas que utilizam questionarios ou entrevistas. Metodologia. Estudo quantitativo de tipo
descritivo realizado em 2008, no que se fez amostragem estratificada de 1,149 sujeitos que qualificaram
o grau de vergonha ante temas e situacoes potencialmente embaragosas. Resultados. Para os interrogados
€ embaracoso responder perguntas relacionadas com os temas de: traicdo (50%), violéncia fisica (42%),
acosso sexual (42%), violéncia psicolégica (40%) e morte de pessoas proximas (38%). As situacoes que mais
freqlientemente produziram vergonha foram: inicio da enquete ou entrevista sem solicitar o consentimento
informado (83%) a falta de informacéo sobre o tipo de perguntas que seriam abordadas (79%), a falta de
garantia do anonimato (78%), ou o uso de imagens (66 %) ou de gravadora (58%). Conclusao. Identificaram-se
temas e situagdes que ocasionavam vergonha nos participantes de e investigacoes que utilizam questionéarios

ou entrevistas, os que deveriam ser tidos em conta na avaliacao ética dos estudos.

Palavras chave: bioética; ética em pesquisa; coleta de dados.

Introduction

The use of research instruments containing
questions such as questionnaires and interviews
is frequent in nursing and in the fields of research
in the Humanities, Social Sciences, and various
areas of health. In research, however, ethical limits
in the handling of these instruments are often
unconsidered — in the sense of focusing attention
on the possible risks to those participating in an
investigation. It is thought that the risk to such
subjects — as opposed to those participating in a
clinical investigation — is almost zero, as physical
harm is not involved. In addition to this, it is
considered that that it is difficult to define and
measure the potential harm, that is, to evaluate its
long-term effects.! For this reason, the importance

of reflecting on these types of collection instrument
(questionnaires and interviews) as possible causes
of non-physical risks (psychological, moral, social
and spiritual) seems not to be very clear to the
researchers. It follows that administering such
instruments to research subjects may cause harm,
unease and embarrassment.

In one study undertaken with researchers
concerning the perception of risk in using
questionnaires and interviews, it was identified
that the researchers believe the word “risk” to be
too strong for the research participants, and that it
is generally associated with physical risks, and the
relationship between life and death. Possibilities of
moral, emotional and social risks were mentioned
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only a few times.? Although when speaking of risk,
its relation to the physical dimension is inevitable,
to take into account physical harm alone is also
to fail to conceive of the human being as a social
individual, imbued with values, culture, beliefs
and emotions.? It should be highlighted that
the possibility of risk exists for any type of issue
addressed in research. Depending on the context
in which the subjects find themselves, and when
issues are being addressed which lead them to
share personal and — frequently — intimate aspects
of their lives, the possibility of embarrassment
may be greater. Here one should include matters
concerning facts which profoundly interfere in
people’s lives or personal experiences, whether in
the present or the past.® In addition, one should
take into account the research subjects’ conditions
of circumstantial vulnerability. Vulnerability may
be described as a person’s inability to protect their
own interests due to impediments* where the
main characteristic is the limitation of capacity or
freedom.® The subject’s condition and the type of
topic, however, are not the only things which can
influence the risk of embarrassment; the way the
research is carried out itself can also do so, with
the lack of elucidated information, confidentiality,
anonymity and respect for the subjects’ privacy
standing out. The probable impact of the use of
questionnaires or interviews on the patients is
frequently not considered, and consequently the
balance between benefit and harm is not entirely
explored.®

Given that the present study focuses on situations
and issues which can bring risks to research
subjects, with the degree of embarrassment being
used as the parameter for the evaluation of risk,
it is appropriate to explain some conceptions of
the term “embarrassment”. Embarrassment,
also termed “unease”, is a central construct
when dealing with investigating aspects linked
to the feelings. One can assert that the feeling
of embarrassment influences many behaviors of
subjects across different cultures. The feeling of
embarrassment is an emotional experience or
state which may be expressed as a form of social
anxiety, related to shyness and shame, resulting
from the perspective or evaluation of others in real
or imaginary situations.” Embarrassment may be
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perceived as the result of the worry which people
show concerning their observed behavior and
the desire to act in line with others’ expectations
and interests. It covers a psychological and also
physiological response, resulting from the effects
of going against social demands.’” Thus, taking the
concept of embarrassment as a base, one cannot
ignore the possibility that any intervention, even
in the psychological or social fields, may mobilize
content with which the subject is not yet disposed
to enter into contact.®

The present study aimed to identify and compare
risk questions and situations in surveys with
questioning (questionnaires and/or interviews)
based on the evaluation of the “degree of
embarrassment” attributed by possible research
subjects, subdivided into the groups: vulnerable
and not vulnerable.

Methodology

This is a prospective, cross-sectional study, with
a quantitative approach and a descriptive nature.
Data collection was carried out in sectors of
hospital with over 500 beds, located in the north-
western region of the state of Sao Paulo, Brazil.
The subjects were selected using the technique
of stratified sampling, proportional to the size of
the population. A total of 1 149 (100%) subjects
were approached, covering the following groups:
vulnerable: oncology patients (201, 17.5%),
nursing personnel from the critical care sector
(44, 3.8%), undergraduate students (209,
182%), pregnant women (200,17.4%), mothers
of newborns (96, 8.4%), and oncology patients’
companions (200, 17.5%) and not vulnerable:
passers-by (199, 17.3%).

The choice of the vulnerable populations was
based on the conditions of vulnerability described
in the Brazilian resolution on ethical norms in
research involving human beings. This resolution
describes as criteria the cases in which there may
be restriction on freedom or on the necessary
clarification, and the cases in which the subjects
may be exposed to specific conditioning or to the



influence of authority.® Such a choice was also
based on a study which identified such populations
as being the most frequently approached in
research by professional nurses.'® The ‘not
vulnerable’ population, on the other hand, could
not present any of the conditions of vulnerability
as specified in the above-mentioned resolution.
The ‘not vulnerable’ population was approached
in a public square near a commercial center in the
municipality where the research was carried out.
A specific script was prepared for approaching
the populations, based on assumptions found in
the literature concerning the type of topics and
situations that can be discomforting for research
subjects and containing the items necessary for
achieving the desired objectives.

Before beginning data collection, the research
project was evaluated and approved by the
Research Ethics Committee (CEP) of the
institution where the data on the vulnerable
populations was to be collected, under approval
decision n° 037/2007. Following the approval, a
pilot study was carried out with 10 subjects so
as to test the instrument’s applicability, regarding
its content, clarity and understandability, the aim
being to improve it and correct shortcomings. It
should be noted that this instrument constituted
a simulation of research, that is, the subject
was approached in the following way: If you
were invited to participate in research, which of
the following topics and situations would most
embarrass you to respond to or talk about? In this
way, the subjects were able to indicate which types
of topics, questions and/or situations in surveys
with questioning would make them embarrassed,
without needing to talk about them. The responses
identified were classified into the categories: 1:
Not discomforting, 2: A little discomforting, 3:
Discomforting, 4: Very discomforting, and were
later discussed according to data found in the
literature, indicating those responses which most
called attention.

For statistical analysis of the data, the researchers
used frequency distribution (absolute and
percentage values), the Z-test for comparison
of two proportions, and the Chi-squared test
for comparison of more than two proportions.

The data was analyzed, considering a level of
significance of 0.05, given the dispersion of the
phenomenon studied. The statistical software
used for the analysis was Minitab, version 14.

Results

When a script containing sensitive questions
and situations was administered to possible
research subjects, [N=1 149 (100%) subjects]
subdivided into the Vulnerable and Not-vulnerable
groups, the authors found some topics/situations
indicated as causing greater embarrassment
when spoken about during surveys, in both
groups, with the results presented below: betrayal
(575, 50.0%), physical violence (499, 43.4%),
sexual harassment at work (482, 41.9%), sexual
abuse (468, 40.7%), psychological violence
(458, 39.9%) and the death of people close to
one (438, 38.1%). Also identified as potentially-
discomforting topics were: sexual behavior (777,
67.6%); sexually-transmitted diseases — STDs
— (708, 61.6%), number of sexual relations per
week (666, 58.0%), number of sexual partners
(659, 57.4%), sexual difficulties (575, 50.0%)
and questions about behavior in matters of
romance, dating etc. (551, 48.0%). These
results were identified based on the combination
of the collection instrument’s constant categories
Discomforting and Very discomforting. It should
also be noted that each subject was able to mark
more than one item in the instrument.

Note that although the topic of Betrayal was
mentioned as being potentially discomforting
by the majority of the subjects (575, 50.0%),
the result of the Z test for comparison of
proportions between the sexes, for each situation
of marital status, and according to the degrees
of Discomforting and Very discomforting did not
identify significant differences (p>0.05) between
men and women or among the different marital
statuses when talking about this topic. The
questions involving human sexuality were cited
by the subjects as being the most discomforting
for talking about in surveys. The results of the Z

Invest Educ Enferm. 2013;31(1) ® 73



test for comparing proportions between the sexes
(male and female) according to the categories
Very discomforting and Discomforting for the
topics of sexual behavior, number of sexual
partners and number of sexual relations, showed
the degree of embarrassment to be significantly
higher (p< 0.05) for women. Also through the
Z test, percentages for embarrassment for the
topic of sexual behavior were compared between
Roman Catholics (692, 60.2%) and Protestants/
Evangelicals (240, 20.9%), with no significant
difference (p >0.05) in embarrassment being
identified between the two branches of Christianity.
The choice of these churches was due to their
higher absolute frequencies identified in the study.

The results of the Chi-squared test for comparing
between three populations (vulnerable oncology
patients, vulnerable companions of oncology
patients, and not-vulnerable passers-by) for the
topics of serious accident, experience of illness,
iliness of a family member, illness of a friend,
hospitalization and death of people close to
one, evidenced that in the population studied,
there was no significant difference (p>0.05) in
the degree of embarrassment for the vulnerable
populations (patient and companion) and not
vulnerable. A statistically significant difference
(p<0.05) was, however, identified for the
vulnerable population ‘companion of oncology
patient’ and the vulnerable population ‘oncology
patient’, evidencing greater embarrassment
in the first population. Statistical tests were
undertaken with the aim of comparing degrees
of embarrassment, considering the ‘vulnerable’
and ‘not vulnerable’ groups. However, the
comparative tests administered did not evidence
a significant difference in embarrassment among
the populations mentioned.

The present study also evidenced greater
embarrassment resulting from the conditions of
the place where interviews or questioning could
take place, the following situations being cited: the
researcher initiating the survey without requesting
the subject’s authorization (956, 83.3%), lack of
prior information concerning the type of issues to
be addressed (902, 78.6%), lack of guarantee
of confidentiality and anonymity (895, 78.0%),
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the use of images (757, 65.9%) and the use of a
recorder (668, 58.2%).

Discussion

The topic of betrayal was cited as potentially
discomforting by the majority of the subjects.
The literature indicates that the issue of betrayal
has an important relationship with the changes
that have occurred in the concept of “marriage”.
The valuing of love and fidelity as fundamental
elements for marriage has been altered as a result
of the advent of capitalism and the dissemination
of a liberal and feminist ideology.!! Therefore,
such liberalism may be associated with the
increase in rates of betrayal. The results of the
statistical test comparing the sexes on this topic,
however, did not evidence a significant difference
for embarrassment for men and women. In
this way, it was observed from the results that
although liberalism and feminism have caused an
increase in the rates of betrayal, the topic is still
considered discomforting for both sexes.

The topic ‘violence’ was also mentioned frequently
by the participants. “Violence” is conceptualized
as the use of physical strength capable of
overcoming the victim's strength and “threat”
as the promise to cause considerable harm. The
literature further indicates that the true incidence
of violence is unknown, it being believed to be one
of the world’'s most under-reported and under-
recorded conditions.'? In this way, this study’s
results suggest that one of the possible causes
for the under-reporting may be the fact that the
subjects feel embarrassed by such situations.
However, the importance of undertaking
complementary studies on the real causes for
this under-reporting is emphasized. Another topic
mentioned was sexual harassment at work. The
literature indicates that this practice has been
recurrent in recent years, featuring in the media in
general, in claims made by various categories of
workers and in the specialized literature.3 In this
respect, the present study’s results support the
data from the literature, given that although the



workers feel embarrassed, spaces for discussion
and mobilization so as to control such situations
have been occurring.

It stands out that issues involving sexual and
amorous behavior were mentioned most as being
potentially discomforting in surveys. Regarding
the administration of the Z test for comparing
proportions between sexes (female and male) for the
topics of Sexual Behavior, Number of Sexual Partners
and Number of Sexual Relations per Week, it was
evidenced that the embarrassment was greater for
the women in the group studied. Such results may
be related to the understanding of human sexuality
as a production of the culture rather than as a
biologically determined instinct. In this context, the
representation produced is that female sexuality is
passive, directed at men’s pleasure and that sexual
pleasure not only is not a necessary component, but
is dispensable for procreation.!

Another topic presenting a high level of
embarrassment was the STDs; such results
corroborate those found in the literature, since
acquiring a Sexually Transmitted Disease (STD)
can provoke intense suffering in the subjects. This
suffering is objectified in the disease’s symptoms
and treatment, in the guilt for having infected the
partner, and in the repercussions in the subject’s
affective and sexual life. Having a sexual disease
is a situation of unease and discomfort. STDs are
filled with negative social and cultural values.
The stigma is very strong and the subjects are
ashamed for having acquired an STD.!®

It is relevant to discuss the results of the Chi-
square test for comparing between the populations
‘Vulnerable oncology patients’ and ‘vulnerable
companions of oncology patients’; here it was
identified that, for the population studied, the
patient’s companion could feel more discomforted/
embarrassed to talk about issues related to
accidents, hospitalizations and death that the
patient population. In regard to this, the literature
describes that although finitude is inherent to life,
Western man still has death as one of his major
concerns. Accepting the death of another has
been frequently indicated as more problematic,
since the loss may become an ordeal, as much
for the person facing the loss as for those around

her, who often do not know what to do. Mourning
is a complex experience which can transcend the
individual scope.'®

Another datum which called the authors’ attention
is that the majority of the results from the
comparative statistical tests did not evidence a
significant difference in embarrassment between
the ‘vulnerable’ and ‘not vulnerable’ groups. The
authors suppose that the fact of there not being
a difference in embarrassment between these
categories is due to the dynamics and continuous
character of the experience of vulnerability, which
does not represent a sequence of linear events,
but, rather, repetitive and interactive events,
permitting there to be alternation in relation to
the consequences!’ Thus, the subjects identified
as not vulnerable circumstantially by the criteria
proposed in the Brazilian resolution on ethics in
research involving human beings could, at the time
of responding to the collection instrument, be in
other types of disadvantageous personal or social
circumstances, just as the vulnerable subjects
could present such conditions in a lesser intensity.

The data also indicates that the situations to
which the subjects are exposed in surveys using
questioning can result in greater embarrassment.
Theresultsindicated thatthe risk of embarrassment
is mainly related to the lack of information and
agreement/authorization and clarification on the
part of the researchers vis-a-vis the participating
subjects. It should be emphasized that such risks
can be minimized or even eradicated in research
through appropriate administration of the Terms
of Free and Informed Consent. The ethicality
of a research project entails, primarily, the free
and informed consent of the target individuals
and the protection of vulnerable groups and
the legally incapable. For this, a term must be
elaborated using accessible language, including
all the information related to the study and
offering the subjects complete liberty to refuse to
participate or to withdraw their consent. The act
of consenting must be genuinely voluntary and
based on adequate disclosure of information.!®

The lack of prior clarification regarding the type
of questions to be addressed, therefore, deserves
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some consideration. Considering the ethical
principle of autonomy, one of the main steps for
risk prevention is the guarantee that all the subjects
have truly understood the objectives, as well as the
instruments to be used in the study. This principle
refers to people’s freedom of thought and action,
in which they must feel free and capable to decide
and choose between the alternatives presented to
them, without internal or external coercion.!® Before
initiating data collection, therefore, the researcher
must duly clarify the subjects as to the type of
issues to be addressed and, should the participant
not feel comfortable conversing on such topics, the
researcher must guarantee the same the freedom to
withdraw from the study at any time. In this way, the
risk of embarrassment resulting from participating in
the research can be minimized or removed through
the expression of the desire not to participate.°

The participants also attributed high levels of
embarrassment to the issue of lack of guarantee
of confidentiality and anonymity in research.
The difference existing between anonymity and
confidentiality should be stressed: in anonymity,
the researchers are unable to establish a link
between the data and the research subjects to
which it refers, whereas with confidentiality,
although the researchers can establish links
between the two, they commit themselves not
to reveal these.?! The issue of using images or
recordings in research was also mentioned as
discomforting. However, it is known that such
methods are extremely important in observational
and phenomenological research, and that if the
appropriate preventive steps are taken, such
embarrassment can be reduced to practically
zero. The principal recommendation is that the
subject should be previously elucidated about the
objective of the use of such images or recordings
and how they shall be made, and that it should be
made clear that the subject may withdraw from
the research whenever he or she wishes.?? In this
way one can see the importance of analyzing the
differences between research projects of a clinical
and pharmacological nature and those from the
Humanities or social sciences, so as to show the
latters’ specific character, whose diversity and
methodology is threatened by the biomedical and
experimental hegemony.!
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One should also note that the definition of the
Brazilian resolution does not identify its grounding
in the paradigms of positivism, and asserts that
the provisions of the same must be applied to all
types of research involving human beings. Thus the
reader, and especially the ethics committees, are left
with the false impression that there is one, and one
only, way of undertaking a scientific investigation,
and that the definition is applicable to this.?

Conclusion. Although the present study has
neither exhausted the analysis of all the possible
topics and situations of embarrassment or risk in
research using questionnaires and/or interviews,
nor explored such risks considering various
other conditions of circumstantial vulnerability
not addressed in the present study, given the
diversity of such questions and populations, it
brings important pointers concerning the risks
of research which use such instruments. The
identification of topics or situations or risk in
research using questionnaires and/or interviews,
therefore, is relevant for Nursing, since it uses
such instruments frequently in its research, and
also for the field of Research Ethics, as it allows
researchers and CEPs to make use of support for
better ethical analysis of research, contrasting
risks and benefits.
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