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Objective: to describe the procedures applied in the process of transcultural adaptation and validation of the content
of the instrument Sickle Cell Disease Health-Related Stigma Scale for the Brazilian context. Method: methodological
study, which held conceptual and item equivalence, semantic equivalence and operational equivalence. The
instrument, with 40 items divided into 4 subscales was assessed by a committee of 14 experts and 30 people with
sickle cell disease in the state of Bahia, Brazil. Results: in the overall assessment, the instrument presented CVI of
0.80 and 0.73 for relevance and clarity, respectively. All items with CVI below 0.80 were reassessed by judges and
readjusted. There were no added or removed items in relation to the adapted instrument and the final version was
named Sickle Cell Disease Health-Related Stigma Scale-Br. Conclusion: the adapted version of the instrument is
appropriate to the Brazilian context and brings contributions for nursing in facing and overcoming the stigma in
health.

Descriptors: Anemia, Sickle Cell. Social Stigma. Chronic Disease. Social Discrimination. Validation Studies.

Objetivo: descrever os procedimentos aplicados no processo de adaptacdo transcultural e validagdo de contetido do
instrumento Sickle Cell Disease Health-Related Stigma Scale para o contexto brasileiro. Método: estudo metodologico,
que realizou equivaléncia conceitual e de itens, equivaléncia semdntica e equivaléncia operacional. O instrumento,
com 40 itens subdividido em 4 subescalas, foi avaliado por um comité de 14 especialistas e priblico-alvo de 30 pessoas
com doenga falciforme, no estado da Babia, Brasil. Resultado: na avaliacdo total, o instrumento apresentou IVC de
0,80 e 0,73 para pertinéncia e clareza, respectivamente. Todos os itens com IVC inferiores a 0,80 foram reavaliados
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Translation and transcultural adaptation of sickle cell disease health-related stigma scale for the brazilian context

pelos juizes e realizadas adequagdes. Ndo foram retirados ou acrescidos itens ao instrumento adaptado e a versdo
Sfinal foi nomeada Sickle Cell Disease Health-Related Stigma Scale-Br. Conclusdo: a versdo adaptada do instrumento
estd adequada ao contexto brasileiro e traz contribuicdes para a Enfermagem no enfrentamento e na superagdo do
estigma em satide.

Descritores: Anemia Falciforme. Estigma Social. Doenca Crénica. Discriminagdo Social. Estudos de Validagdo.

Objetivo: describir los procedimientos aplicados en el proceso de adaptacion transcultural y validacion del contenido
del instrumento Sickle Cell Disease Health-Related Stigma Scale para el contexto brasilerio. Método: estudio
metodologico, que realizo la equivalencia conceptual y de elementos, la equivalencia semdntica y la equivalencia
operacional. El instrumento, con 40 elementos divididos en 4 sub-escalas, fuie evaluado por un comité de 14 expertos
y 30 personas con enfermedad de células falciformes en el estado de Babia, Brasil. Resultados: em la evaluacion
global, el instrumento presento CVI de 0,80y 0, 73 para la relevancia y claridad, respectivamente. Todos los elementos
con CVI por debajo de 0,80 fueron reevaluados por jueces y reajustados. No se eliminaron o agregaron elementos
para el instrumento adaptado y la version final fue nombrada Sickle Cell Disease Health-Related Stigma Scale-Br.
Conclusion: la version adaptada del instrumento es apropiada al contexto brasilerio y aporta contribuciones a la
enfermeria para afrontar y vencer el estigma en la salud.

Descriptores: Anemia de Células Falciformes. Estigma Social. Enfermedad Cronica. La Discriminacion Social.

Estudios de Validacion.

Introduction

The Sickle Cell Disease (SCD) is hereditary
and very common in the world. It is distributed
in all continents and, in Brazil, estimates show
that between 25 and 30 thousand people live
with the disease. Every year, 3,500 new cases are
registered. The average life expectancy is 45 years,
and affects mostly African-descendant people”.

The complications of SCD reach all organic
systems. The visible changes produced give the
sick person a fragile appearance'”. Furthermore,
the constant algic crises, severe anemia, and
priapism lead to frequent search for emergency
services. When judged by the appearance,
people with SCD are constantly confused with
carriers of contagious diseases. Since they
require analgesics during the algic crises, they
are identified as drug-dependents, which leads
them to processes of stigmatization'™

The stigma has been considered a strong
devaluation in the social environment of certain
characteristics of individuals or population
groups that are at odds with social, cultural, and
economic conditions previously established”.
Social exclusion, isolation, difficulty of insertion
into the work, changes in self-esteem, low
adherence to care, depression and other psycho-
emotional disorders are effects of stigma on the

health of people with SCD documented in the
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(3,69 .
. Researchers concerned with these

literature
effects on health have developed instruments
that measure this phenomenon in various groups
and health situations, including the SCD®”.

The Sickle Cell Disease Health-Related Stigma
Scale (SCD-HRSS) is an instrument with 40 items
divided into four subscales that evaluates the
stigma perceived by people with SCD in the
interaction with the public, physicians, nurses
and family. In general measure of SCD-HRSS,
Cronbach’s alpha was 0.84; in the subscales,
Public = 0.73, Physicians = 0.68 and Family =
0.82 are considered acceptable. The subscale
of nurses was subsequently added. This tool
differs from others found in the literature, as it
is specific for people with SCD and brings in its
subscales items that explore situations in which
the stigma emerges in the Brazilian context, as
evidenced in qualitative studies carried out in
the country” .

Thus, in view of the lack of instruments, in
Brazil, that analyze the phenomenon of stigma in
different social interactions of people with SCD,
the existence of initial favorable psychometric
properties of this measure in the original
instrument of the North American context,
and the need to deepen the knowledge about

this phenomenon, the present study aimed to
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describe the procedures applied in the process
of transcultural adaptation and validation of the
content of the SCD-HRSS instrument for the

Brazilian context.
Method

Methodological study conducted at a City
Reference Center for the Person with Sickle Cell
Disease and at an Association for People with
Sickle Cell Disease, both located in the state of
Bahia, Brazil, between October 2017 and January
2018.

The SCD-HRSS was developed in the United
States and aims to identify the stigma perceived by
people with SCD in different social interactions.
It has 40 items divided into four subscales. The
first refers to the stigma perceived by people
with SCD in the interaction with the public;
the second, in the interaction with physicians;
the third, with the family; and the fourth, with
nurses. It is a Likert scale, with six degrees of
answers, which vary from 1 (strongly disagree)
to 6 (strongly agree). Thus, the larger the answer
values assigned to the items, the higher the score
and consequently the degree of stigma perceived
by people with SCD .

The transcultural adaptation of the scale used
the model of evaluation of conceptual and item,
semantic and operational equivalence proposed
P with the
adoption of five steps recommended by Beaton

a2
and colleagues

by Herdman, Fox-Rushby and Badia

for wvalidation of semantic
equivalence (translation, synthesis of translation,
back-translation, evaluation by a committee of
experts and pre-test with the target population).

The first step sought the Conceptual and
item equivalence, with the accomplishment
of an integrative literature review on the
stigma construct to understand the concept
that substantiated the theory of the original
instrument and to identify if the concepts
present in the items and in the subscales of the
instrument were relevant to the Brazilian culture.
It also evaluated whether the items portrayed
the stigma experienced by people with SCD in
the interaction with the public, family members,

physicians and nurses.

In the second stage, with the aim of achieving
Semantic equivalence, two Brazilian translators
translated the SCD-HRSS instrument, one health
professional with knowledge in SCD and the
other without approximation with the theme,
both fluent in English, originating two different
translations, which were called T1 and T2"*".

The synthesis of translations T1 and T2
occurred in meetings and discussions. After
the consensus of the team of researchers, the
first version of the instrument in the Portuguese
language (T12) was obtained, which was
submitted to Back Translation, that is, it was re-
translated into the source language (English) by
an American translator fluent in Portuguese and
with linguistic training. This re-translation aimed
to verify whether the translated version reflected
the same content from the original version or
would require adjustments, originating version
B1, evaluated and approved by the author of the
original instrument. Thus, the version Bl was
again translated into Portuguese and submitted
for evaluation by a group of specialists (T12).

To compose the committee of judges,
following criteria were obeyed: higher education
in different areas of knowledge; work with the
SCD thematic and stigma in health; participation
in validation of instruments, identified through
curriculum Lattes. Twenty professionals who met
the inclusion criteria were invited.

All judges received, via e-mail, the invitation
letter and the Informed Consent Form with the
presentation of the study and its objectives. Once
accepted, instructions on the assessment of the
instrument in general were sent, as well as on the
appropriateness of the items from the translated
version of the instrument in comparison with the
original instrument and the original and translated
versions of the instrument. A deadline of 15 days
was established to return the assessment. Fourteen
professionals answered the invitation, with
graduation in nursing, social services, nutrition,
physiotherapy, speech-language therapy, sociology
and pedagogy, with ages between 24 and 49 years,
and time since graduation ranging from 2 to 27
years. All acted in teaching, research, extension
and assistance. Regarding their degree, six had

specialization, seven were MSc and one, PhD.
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The judges held global assessment, focused
on the completeness of the contents and their
acceptability to the Brazilian target public, and
individual assessment, focused on items for the
clarity and relevance/representativeness criteria
Y This evaluation consisted of assigning to each
item one of the four answer options: regarding
clarity — 1=unclear, 2=little clear, 3=clear and
4=very clear; relevance — 1=not relevant, 2=little
relevant, 3=relevant and 4=very relevant. They
were instructed to suggest changes in the
instrument, in case they had marked the options
“I=not relevant”, “2=little relevant”, “l=unclear”
"> Then, the Content Validity
Index (CVD) was calculated. The items with CVI

below 0.80 were reassessed by the research

and “2=little clear

team, taking into consideration the specialists’
Suggestions(m)‘

In the third step, Operational equivalence,
the instrument was subjected to a pre-test,
when the target population evaluated the
disposal of items and graduations of answers,
presentation format of the instrument, visual
elements used, time required to answer the
instrument and evaluation of the application
mode of the instrument, whether through an
interview or questionnairem’m.

The pre-test was conducted between October
and January 2018 at a Reference Center and an
Association for People with Sickle Cell Disease,
both located in Bahia, state with the highest
prevalence of SCD in Brazil. The sample was
composed of 30 adults who met the inclusion
criteria: being an adult, of both sexes, with SCD.
Through an in-person individual interview, the
sociodemographic questionnaire and the SCD-
HRSS were applied, to which was added space
for participants to record impressions.

The recommendations of Resolution n.
466/2012 were met. The study was approved
by Opinion n. 2.299.220 of the Research Ethics
Committee of State University of Feira de Santana.

All participants signed the Informed Consent Form.
Results

For the Conceptual and Item Equivalence, an

extensive research in the literature was performed.

Rev baiana enferm (2019); 33:€34572

The discussion with specialists, including the
author of the instrument, led to the acquisition of
concepts that supported the original instrument.
The concepts involved in the instrument in focus,
originated in the American culture, converged to
the Brazilian culture. Thus, the SCD-HRSS was
considered relevant for the Brazilian culture, not
requiring the introduction of new items to work
non-evaluated facets.

In the analysis of the specialists’ committee,
some suggestions were incorporated into the
proposed synthesis version and there was
agreement that the items that compose the
original instrument properly represent aspects
and concepts that involve the phenomenon of
stigma perceived by people with SCD in the
Brazilian cultural context.

For semantic equivalence, the researchers
evaluated translations T1 and T2 to reach a
synthesis version. All 40 items had similar
translations, adopting the words most commonly
used in the daily life of the Brazilian target
population.

Regarding the Content Scope, the judges
considered the relationship between the
subscales presented and the 40 items
appropriate. However, they suggested a change
in the degrees of answers, going from six to five:
strongly disagree, disagree in part, neither agree
nor disagree, agree in part and strongly agree.

In the individual assessment, eight items
had CVI smaller than 0.80 for relevance: items 3
(0.79), 9 (0.71) and 10 (0.71) of the first subscale;
2 (0.79) and 5 (50%) of the second subscale; 6
(0.64) and 9 (0.57) of the third subscale; and
5 (0.71) of the fourth subscale. Thus, the total
instrument presented CVI for relevance of 0.80.

Regarding the evaluation of clarity, 11 items
had CVI smaller than 0.80: items 3 (0.79) and 7
(0.50) of the first subscale; 1 (0,79), 4 (0,71), 5
(0,79), 6 (0,79, 7 (0,79), 8 (0,71) and 9 (0,79) of
the second subscale; and 4 (0.79) and 7 (0.71) of
the third subscale. The fourth subscale had no
item with CVI for clarity smaller than 0.80. The
total instrument presented CVI for clarity of 0.73.
The assessment of clarity was not satisfactory.
Therefore, after evaluation of the specialists, the

items that presented agreement smaller than 80%
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were rewritten, with addition and/or exclusion
of some terms, to become understandable to the
target population, and were submitted again to
the evaluation of judges for approval.

Charts 1 and 2 show the CVI smaller than

0.80 of the Portuguese version of the instrument

before and after evaluation of the specialists’
committee, with the considerations made
for each item. Chart 1 shows the changes
recommended for subscales 1 and 2, which
explore the stigma in the public and in the

interaction with physicians.

Chart 1 — Content Validity Index for relevance, clarity and Portuguese version after evaluation of

subscales 1 and 2 by the committee of judges

uestion (item) before the
Q ( ) Relevance

Clarity Question (item) after the judges

judges’ evaluation evaluation
SUBSCALE 1 — Public

3. People understand when they 0.79 0.79 People understand when I talk

hear me talking about my pain about my pain.

condition.

7. People think and despise -
someone who is unable to work
because of sickle cell disease.

0.50 People think that someone with
sickle cell disease is unable to
work.

9. People think that someone 0.71
who takes prescribed pain
medications regularly is a “drug
addict”.

- People think that anyone that is
always taking pain medication is a
drug addict.

SUBSCALE 2 — Physicians

1. Most physicians believe that -
there is a real physical cause for
sickle cell pain.

0.79 Most physicians believe that there
is a real cause for sickle cell pain.

2. Physicians think people with 0.79
sickle cell disease exaggerate
their pain.

- Physicians think people with
sickle cell disease exaggerate
when they talk about their pain.

4. Physicians think that sickle -
cell pain is mostly a mental or
emotional problem.

0.71 Physicians think the pain of
people with sickle cell disease
is often a mental or emotional
problem.

5. Most physicians think people 0.50
with sickle cell disease use pain
medication appropriately.

0.79 Most physicians think people
with sickle cell disease use pain
medication correctly.

6. Most physicians think people -
with sickle cell disease complain
about their disease as much

as people with other medical
conditions do.

0.79 Most physicians think people with
sickle cell disease complain more
than others with other health
problems do.

7. Many physicians believe that -
people with sickle cell disease
could be more physically active if
they wanted to.

0.79 Many physicians believe that
people with sickle cell disease
could be more physically active if
they wanted to.

8. Many physicians think people -
with sickle cell disease are less
emotionally stable than people
with other health problems are.

0.71 Many physicians think people
with sickle cell disease have more
emotional problems than people
with other health problems do.

9. Many physicians think people
with sickle cell pain are “drug -
addicts”.

- Many physicians think that people
with sickle cell disease who take
pain medicine are “drug addicts”.

Source: Created by the authors.
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Chart 2 shows the changes in four items
of subscale 3 and in one item of subscale 4,

which seek to know the stigma perceived in

interactions between people with SCD in the

family and with nurses.

Chart 2 — Synthesis version in Portuguese T12, Content Validity Index for relevance, clarity and

Portuguese version after evaluation of subscales 3 and 4 by the committee of judges

Question (item) before the judges’
evaluation

Relevance

Question (item) after the judges’

Clari .
ty evaluation

SUBSCALE 3 — Family

4. My family understands that T can -
use only the prescribed amount of
pain medication.

0.79 My family understands that I
can use only the amount of pain
medication in the prescription.

6. My family thinks that taking pain 0.64
medication regularly makes me a
“drug addict”.

- My family thinks that taking pain
medication regularly makes me a
“addicted to medications”.

7. My family understands that -
sickle cell disease is a real medical
condition.

0.71 My family understands that sickle
cell disease is an actual health
problem.

9. My family thinks that sickle 0.57
cell pain is more of a mental or
emotional problem than a physical
problem.

- My family thinks that my pain is
more of a mental or emotional
problem than a physical problem

SUBSCALE 4 — Nurses

5. Most nurses think people 0.71
with sickle cell disease use pain
medication appropriately.

- Most nurses think that people
with sickle cell disease use pain
medication correctly.

Source: created by the authors.

In the “pre-test” phase, the instrument
was applied with the target population, after
changes in the basic instrument with specialists’
considerations. In this phase, there were
consensuses, disagreements and difficulties
to understand the items highlighted by adults
with SCD.

The participants suggested modifications in
writing of items 1 and 5 of subscales 2 and 4,
proposing replacing the term “real physical cause”
by “actual cause”; in item 4, they suggested
replacing the term “appropriately” by “correctly”.
They argued that the terms could transmit the idea
of referring to the “cause” of the pathophysiology
of the disease, medical knowledge or origin of
the disease in the population. The suggestions
were discussed, accepted and the writing of the
items was revised.

In item 5, of subscales 2 and 5, participants
suggested putting the enunciation of the

question in a negative way, to make it more
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understandable. The suggestion was accepted
and the enunciation was then rewritten: “Most
physicians think that people with sickle cell
disease do not use pain medication correctly”
and “most nurses think that people with sickle
cell disease do notuse pain medication correctly”.
The participants with lower level of schooling
presented difficulties understanding the Likert scale,
and the researcher had to repeat some questions,
so that the item content could be understood.
Regarding the operational equivalence of the
instrument, the participants observed the disposal
of items and their aesthetics and suggested
reducing the options of the Likert scale for five
answers, and organizing the scale as a booklet,
with a subscale in each page, or its fractional
application. The application of the instrument
to each individual lasted from 15 to 30 minutes
and had the researcher’s aid, who, in the end,
indicated the use of supervised application. The

instrument was accepted by the audience, which
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reinforced the importance of being heard. During
the reading of the items, many felt motivated to

talk about their experiences more deeply.
Discussion

In the Brazilian context, there are no
instruments measuring the perceived stigma
in SCD. The transcultural adaptation has
considerable advantages in relation to the
creation of a new instrument, because its items
have already been validated in other cultures, in
relation to the content validity and psychometric
qualities, which saves the researcher’s time and
effort, in addition to enabling the comparison of
data obtained in different cultures'*"*"”.

This process not only involves the translation
into the new language, but also draws attention to
cultural issues, for subsequent application in the
new context. Meeting the equivalence between
the original source and the target population
requires the use of rigorous methodology”.
Having the presence of professionals who know
linguistics and of a multidisciplinary committee
of judges, with extensive knowledge about SCD
was essential to ensure the content quality and
validity during the adaptation process.

The construction of the original instrument
based on the concept of health-related
stigma, which includes the co-occurrence of
components - labelling, stereotypes, loss of
status, discrimination, devaluation, judgment or
disqualification of individuals or groups - basing
on a health-related condition'™*”.

Initiated by the review of the theory of
stigma and of characteristics of the phenomenon
adopted in the original instrument, the process
of translation and cultural adaptation of the SCD-
HRSS followed all the steps systematically and
judiciously, a condition required to ensure its
validity. During the evaluation of the translated
and synthesized versions, there was application
of both qualitative, with assimilation of experts’
individual opinion, and quantitative strategies,
with application of statistical measures, to measure

the degree of agreement between these'”.

The target public of the pre-test of the
instrument was composed of 30 individuals.
The literature recommends that this step should
involve 30-40 participants individually interviewed
about the understanding of items, words and
answers, ensuring greater breadth of opinions
and the quality of the instrument for the future

psychometrictests' ' ?

. The data collection through
interviews favored a detailed critical analysis of
the instrument, as it allowed for knowing aspects
of expression of participants, such as spoken
and written language, body language, emotions,
gestures and glances, as recommended by the
Systemic-Functional Theory(m.

The individual analysis of the items of the
instrument showed the content relevance
regarding the studied phenomenon, but
there was need for adequacy of some words,
replacement of terms and expressions by
synonyms, as well as adaptations of tenses.
These changes are already expected, as
they aim to keep the semantic equivalence,
since cultural particularities, beliefs, religion,
ethical and moral values of certain population
group can influence the understanding and
operationalization of the instrument and make
its applicability not viable, if not appropriate to
the context of its application”"*”.

Although the research team has sought
participants from different levels of literacy,
the comprehension difficulties observed in the
audience were decisive for the adjustments
in the language of the adapted instrument,
for better understanding of this group in the
Brazilian context”'"*”.

A study developed with women showed
that “[...] although the scale was applied by
researchers, difficulties have arisen regarding the

. . (24:302)
understanding of some items”

. In the present
study, the individuals from the target population
with less schooling demanded more time to answer
it and presented limitations to suggest adaptations
of language and reformulations of items of the
instrument. This difficulty was not found in the
original study, in which all participants answered

the instrument individually(m.
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Due to the diversity of manifestations that can
be expressed in the body, people with SCD are
vulnerable to suffering discrimination and being
stigmatized due to the difference and disabilities
caused by the disease in their bodies in various

(4,9-10) . .
P Thus, the organization of

social contexts
the SCD-HRSS in subscales allows for knowing
the stigma perceived by the sick in different
groups of interaction, revealing aspects that can
be directed to cope with the stigma in each of
these groups.

In health services, the stigma perceived in
interactions with health professionals may be
related to racial issues, invisibility of the disease
in society, unawareness of clinical signs and
symptoms by health professionals and to the
idea of a disease related to disadvantaged groups,
such as black people, with low schooling and

(9-25) .
”. In this sense, the

low socioeconomic power
content validity allows for achieving a version
of an instrument that is able to understand
these nuances of experience in the context of
its application. The SCD-HRSS-Br reached index
of agreement among the judges, who confirmed
that the instrument properly explores the stigma
in people with SCD in the Brazilian context.

Among the items of the SCD-HRSS-Br, judges
agreed that many explore the discrimination that
emerges in moments of pain, basing their opinions
on studies that show that the person with SCD
presents frequent painful crises. These influence
the quality and expectations of interactions
established between the sick and other social
subjects. The instrument allows for exploring the
existence of disrepute, guilt assignment, label
application, isolation attitudes and discrimination
in relation to the pain narratives .

The importance of painful crisis events for
expansion of stigma in people with SCD was
verified in the original study, in which more
hospitalizations per year, to treat algic crises,
showed greater stigma in interactions with
physicians'”.

Judges and the research team considered
that, although the instrument SCD-HRSS-Br have
covered stigma characteristics, it can undergo

future modifications, because an instrument can

Rev baiana enferm (2019); 33:€34572

be improved to keep pace with the changes of
the phenomenon it intends to measure and the
context in which it is applied"”.

In the present study, the author of the
original instrument directly participated in the
whole process of transcultural adaptation of the
SCD-HRSS, aspect that adds value and certifies
the safety and the quality of the final product"”.

The SCD-HRSS-Br can support studies and
evaluations before and after implementation of
plans for coping with the stigma in healthcare,
allowing for comparing the effects of the life
dimensions that tend to be affected in stigmatized
individuals, such as physiological, psychological

. . (6,20)
and social well-being ™

, upon application in
conjunction with other instruments.

The subscales intended to evaluate the stigma
in the interaction with several audiences may
produce specific knowledge about attitudes
and discriminatory practices that occur in the
care contexts and support plans to overcome
them, involving both the training curricula and

the qualifications of permanent education and
(1-2)

information campaigns about the disease

A limitation of this study is the absence of
national studies on cross-cultural adaptation and
reliability of instruments for the phenomenon of
stigma, which hindered possible comparisons.
The original scale was widely used in the context
of origin, but it was the first exposure to a

different context and culture.
Conclusion

The evaluation of the instrument by experts
and by the target population allowed for content
adaptations in the SCD-HRSS, allowing for
affirming that it is appropriate to the Brazilian
context, provides content validity to be applied
and brings contributions for Nursing in coping
with and overcoming the stigma in health.

Health care professionals and researchers will
be able to access a valid instrument to analyze
the experiences of stigma of people with SCD in
different social relations, with direct implications
for the health, which can act in overcoming the

stigma in health through health education and
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inclusion of the theme in the training curricula.
Moreover, there stands out the contribution of the
study for measurement of stigma in interactions
with the nurses.

This translation and adaptation of the SCD-
HRSS-BR concludes the step that enables the
future application of psychometric tests of the
instrument with a view to its reproducibility in

the Brazilian context.
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