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Abstract: Objective: This article describes the feelings related to the experience of Chagas
disease in the Chilean regions of Tarapaca, Atacama and Metropolitan. The study focused on
feelings and emotions as subjective experiences of pregnant women and blood donors in
relation to the Chagas health problem, aspects that underlie their interaction with the social
and health system. Method: A qualitative methodology was employed and techniques such
as in-depth interview, semi-structured interview and focus groups were used. A total of 176
nationals and migrants participated. Results: The relevance of fear and guilt, mainly
experienced by women, was observed. Lack of knowledge and misinformation in the process
of diagnosis and treatment and the meanings attributed to the disease are determinants of
care. Conclusions: For the understanding of health processes and improvements in the health
system, feelings and emotions around this problematic must be known. Considering
subjectivities allows humanizing the strategies for approaching Chagas disease.
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Resumen: Objetivo: Este articulo describe los sentimientos relativos a la experiencia de la
enfermedad de Chagas en las regiones chilenas de Tarapaca, Atacama y Metropolitana. El
estudio se enfoco en los sentimientos y emociones como experiencias subjetivas de mujeres
gestantes y donantes de sangre en relacion con la problematica de salud de Chagas, aspectos
que subyacen en su interaccion con el sistema social y sanitario. Método: Se emple6 una
metodologia cualitativa y se utilizaron técnicas como entrevista en profundidad, entrevista
Note: This article is part of the dossier "Qualitative methods for social transformation, interculturality and
resilience", which brings together papers produced in the context of the VI Summer School on Qualitative
Methodologies for Social Transformation in the Border Zone, held on January 13 and 14, 2022 and coordinated
by the Escuela de Psicologia y Filosofia in conjunction with the Departamento de Ciencias Sociales de
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semiestructurada y grupos focales. Participaron 176 personas nacionales y migrantes.
Resultados: Se observa la relevancia del temor y la culpa, experimentada principalmente por
las mujeres. El desconocimiento, desinformacion, en el proceso de diagnéstico y tratamiento
y los significados atribuidos a la enfermedad son determinantes de la atencion. Conclusiones:
Para la comprension de los procesos de salud y las mejoras en el sistema de salud, se deben
conocer los sentimientos y emociones en torno a esta problematica. Considerar las
subjetividades permiten humanizar las estrategias de abordaje del Chagas.

Palabras claves: enfermedad de Chagas; sentimientos; investigacion cualitativa; mujeres
gestantes y donantes.

Resumo: Objetivo: Este artigo descreve os sentimentos relacionados com a experiéncia da
doenca de Chagas nas regibes chilenas de Tarapacd, Atacama e Metropolitana. Os
sentimentos e emocBes como experiéncias subjetivas de mulheres gravidas e doadores de
sangue em relacdo ao problema de salde da doenca de Chagas, aspectos que fundamentam
sua interacdo com o sistema social e de saude. Método: Uma metodologia qualitativa foi
utilizada e técnicas como entrevistas em profundidade, entrevistas semi-estruturadas e grupos
de foco foram utilizadas. Um total de 176 nacionais e migrantes participaram. Resultados:
Observamos a relevancia do medo e da culpa, principalmente experimentada pelas mulheres.
Falta de conhecimento, desinformacdo, no processo de diagnéstico e tratamento e 0s
significados atribuidos a doenca sdo determinantes para o cuidado. Conclusdes: Para a
compreensdo dos processos de salde e melhorias no sistema de salde, os sentimentos e
emocBes em torno deste problema devem ser conhecidos. Considerando as subjetividades, é
possivel humanizar as estratégias para lidar com a doenca de Chagas.

Palavras-chave: doenca de Chagas; sentimentos; investigacao qualitativa; mulheres gravidas
e dadores.
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Introduction

Chagas disease is caused by the Trypanosoma cruzi parasite that can be transmitted
through several ways. One of them is through hematophagous insects that inhabit the
American continent from the United States to the southern cone. Another is through the
transfer of the parasite by means of the contaminated feces of the vector known as vinchuca,
bedbug, kissing bug, barbeiro or pito @ through the skin and, orally, through food and liquids
contaminated with the depositions of these insect vectors. @ It is also transmitted through the
placenta during pregnancy, or due to uncontrolled blood transfusion or organ transplantation.
Complications caused by the parasite are mainly associated with cardiovascular, digestive
and, in some cases, neurological problems. However, it is estimated that only 30 % of
infected persons will develop any complications. Undoubtedly, timely diagnosis and
treatment are key for the prevention of vertical transmission (mother-child) and for a
satisfactory quality of life for people living with this condition. &4

Much progress has been made in reducing the number of infections; proof of this is
that Chagas disease has gone from a worldwide prevalence of more than 17 million people
in the 80's of last century to 6 to 7 million people today. ® Today, this health problem is
considered to be of a global nature due to urbanization, climate change and human mobility,
which have changed the profile of American trypanosomiasis; however, in the past it was
considered endemic to the American and rural continent. 610

In Chile, progress has been made in vector control, universal screening for transplants
and in creating the conditions for universal screening of pregnant women in public or private
health care facilities; however, progress still needs to be made to achieve screening of all
pregnant women in health care. Although diagnosis and treatment are universal and
guaranteed by the health system, it is estimated that more than 120,000 people are carriers of
the disease in the country, and progress still needs to be made in identifying those affected
by Chagas disease. V) To better address the problem, the Plan for the Control and Prevention
of Chagas Disease was created in Chile in 2014 by the National Ministry of Health
(MINSAL). In this context, the technical standard number 162-2014 set as a goal for the year
2017 the screening of 100 % of pregnant women, however, this figure only reaches 64 % of
the target population by the year 2020, at the national level, with a lower percentage in the
southern part of the country. 2 The latter is especially worrisome because the most efficient
way to avoid vertical transmission of Chagas disease is to identify the parasite in women of
childbearing age and treat them before future pregnancies, which effectively reduces
transmission through the infected placenta. @ This, together with the 1.2 % prevalence of the
disease, constitute the most important problems related to Chagas disease in Chile. %

It is evident that strategies to reduce the number of Chagas disease cases need to
transcend the traditional perspectives of biomedical observation of the condition, going from
zoonotic and clinical studies %) to dimensions that incorporate the emotions and feelings
of people in relation to Chagas disease. 9 In this regard, this study has considered the need
for health care with a comprehensive approach where feelings and emotions are raised as
fundamental aspects for the health of people. *” The feelings and emotions of people with
Chagas disease with respect to the disease hinder or favor adherence to treatment and
interaction with health teams at different levels of health care. @78 Ventura Garcia et al.
identify that fear of diagnosis is established as an important barrier to access health services,
and this emotionality is also linked to latent risk. ?? In the approach to the problem of Chagas
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disease and migrant pregnant women, according to Avaria and Gomez, fear and guilt are
closely related to the diagnostic processes linked to pregnancy. @1

The lack of information and knowledge about Chagas aggravates the negative
emotions of those who suspect they have the disease. ) Fear, sadness and feeling bad,
according to the reports of possible carriers, are negatively affected by the discrimination that
people diagnosed with T.cruzi have reported suffering ®? discomfort and the experience of
a low quality of life and depression emerge especially in chronic cases and people who
develop cardiac involvement. ¢ 23 The barriers faced by people, especially migrants, are
related to the difficulties in accessing health care, the side effects of treatments, the need to
address the complexities of mental health due to the possibility of developing depression and
the barriers related to the lack of knowledge of health teams. % Research shows the violation
of rights experienced by people with Chagas as workers, students, etc., and alarmingly, as
users of health systems. 629

Situations such as the one reported by Van Wijk et al. are of special attention, an
interviewee shared the experience of being told by a health worker when he went to donate
blood: “your blood is useless, we are going to burn it, and you are going to die of Chagas
disease, go to the doctor”. ® This type of cases observed in the Colombian context and in
others, show prejudices, tensions and asymmetries in which the concerns, feelings and
emotions of the people are not incorporated in the strategies for dealing with Chagas
disease. ?® The role of health technicians and professionals is fundamental in the diagnosis
and treatment process. In these critical stages, people require emotional support and place
great value on the communication they establish with technicians and professionals,
especially with members of the health care team. An example of this was reported by Jimeno
et al. in the testimony collected by them: “At each check-up, the doctor carefully explained
to me how I should take the pills, how Chagas disease comes and how I should take care of
myself, now | am healthy, now | am calm”. ® This global health problem is a challenge that
should actively involve health teams and the people affected through social
organization. 728

In this scenario, health workers can contribute to detection and adherence to
treatment, incorporating family and community approaches in order to connect with people.
Uncertainty and lack of knowledge about Chagas disease decrease when the family and
community environment is used to intervene with people. @Y The data show the relevance of
health teams working not only with the affected person directly, but also, and this is
significant, with their family environment, friends, and community referents. Jimeno et al.
add that the family has a great psychosocial-emotional impact on living with, resolving or
eradicating the disease. ® Their research group detected, for example, that for women with
Chagas disease, it was fundamental to keep themselves in good health conditions to take
better care of their children and family. Mothers, fathers, sons, daughters, friends, and other
relatives are an integral part of the stories of support and emotional accompaniment that,
according to the people observed, have helped them to be diagnosed and treated. ©?® In this
sense, successful experiences in dealing with Chagas disease are linked to the
individualization of people, i.e., the consideration of their family and social identity crossed
by subjectivities and emotions, @V especially, but not exclusively, in migration contexts.
Sociocultural understanding is relevant, as well as the articulation of people through the
community approach, empowered peers or through associativity. ¢% 25 26.28)

On the other hand, regarding Chagas disease, the evidence indicates that the social
components of the problem are scarcely considered, with the biomedical approach being the
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most predominant. There is little or no incorporation of interpretative perspectives that
consider the experience of affected persons in the design of intervention strategies in Chile.
@ Although the guidelines of the National Plan for the Prevention and Control of Chagas
Disease through technical standard n.° 162 of 2014 and its consequent operationalization in
the Procedural Manual for the Care of Patients with Chagas disease ?® consider the family
context of the person with Chagas disease, this link is established from the active search for
the detection of T.cruzi. However, it is necessary to broaden the understanding of Chagas
disease, considering the subjective components that determine access and diagnosis, and
people's adherence to treatment.

The general objective of the research project was to analyze the experiences and
meanings of Chagas disease in national and foreign women and men and in health care teams.
Considering the current diagnosis, care and follow-up of Chagas disease in the regions of
Tarapacd, Atacama, and Metropolitan. Thus, improving people's health through the
implementation of the Technical Standard.

With all the above, we intend to justify, through this paper, the need to investigate the
aspects that involve the feelings and emotions of the people who experience the phenomenon
of Chagas disease in Chile in its various contexts, to know the personal and family
experiences of people with Chagas disease in the country. All this to build and analyze a
corpus of experiences that allow to advance towards humanizing strategies that favor the
diagnosis, timely and permanent treatment of affected people. The description of experiences
related to Chagas disease has the potential to obtain recommendations to bring health services
closer to more people, but with a personal, family and community emphasis that can
progressively lead to better living conditions and social and health outcomes that will bring
about improvements and benefits for those affected and their environment.

Methodology

The methodology used in the study is applied qualitative. To analyze the experiences
and meanings of Chagas disease in national and foreign women and men and in the treating
health teams, which occur in the current diagnosis, care and follow-up of Chagas in the
regions of Tarapaca, Atacama, and Metropolitan Chile between the years 2019 and 2021.
These geographical areas were selected both for being of historical prevalence for Chagas
disease @ and with an important presence of migrants from endemic areas. A total of 175
people were included, among whom pregnant women were interviewed. This is a key group,
since the technical standard indicates that all pregnant women should be screened. Nationals
and migrants positive for T.cruzi, diagnosed in blood donations, were selected to receive
information and treatment. Interviews were conducted with health teams and with health
teams involved in blood donation, the latter having been incorporated, after having noted the
low number of migrant donors with Chagas disease detected in each region. Interviews were
conducted with key informants. On the other hand, focus groups were conducted considering
people without Chagas disease who were treated at primary and secondary health care levels:
men, women and pregnant women in each region. For this article, we will only consider the
results related to pregnant women and donors (see Table 1).
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Table 1. Interviewees and technique applied

In-depth interview Sex Atacama Tarapacad Metropolitana Total
M 8 5 3 16
National donors with Chagas disease
w 2 5 3 10
M 1 5 1 7
Migrant donors with Chagas disease
w 0 5 2 7
M 1 3 9
National donors without Chagas disease
w 5 4 14
N_atlonal pregnant women with Chagas 10 10 11 31
disease
Mlgrant pregnant women with Chagas 14 10 11 35
disease
Key informants 2 2 2 6
Total per region 43 52 40 135
Semi-structured interview
Health team 9 6 13 28
Health care team for emergent donor care 1 4 7 12
Total per region 53 62 60 175
Focus group (men/women/pregnant) 2 4 2 8

Source: Own elaboration (2022)

The techniques used to collect information were in-depth interviews, semi-structured
interviews, and focus groups. The first was developed using open-ended questions to identify
emerging issues. In the second, a series of questions were used to contrast the responses of
the health teams. For the focus groups, a guideline of questions was used, these instances
were constituted with pregnant participants attended in primary health care (PHC), also with
women and men attended in PHC, in both cases without Chagas. The research was initiated
pre-pandemic and closed during the pandemic, being this process particularly complex. The
result of the application of the techniques allowed the creation of an abundant textual corpus
from the transcriptions of the interviews and groups.

The fieldwork was carried out by a methodological manager for each region, initially
in person and then telematically. The management of contacts was facilitated by the treating
health teams. Field work was managed in each region. A team of assistants was trained and
supervised to support the interview work, and they were responsible for transcribing the
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material. The initial contact with the people affected was made by the health teams treating
them, in order to contextualize and invite them to participate in the study. Then, the project
research team framed the study, explained, and gave informed consent to the participants. It
should be noted that not all the people contacted by the health teams agreed to join the
process.

The analysis of the focal and global information was guided by the proposal of
constant comparison within the framework of Grounded Social Theory (GST). €% 3V In this
context, it was initially coded and analyzed in an open way, which was derived, in successive
and recursive stages, towards axial coding through a series of relationships between codes
(Table 2).

The analytical coding process was initially developed in parallel by the research team,
based on the construction of codes associated with the specific objectives and their
categories, on a selection of interviews, after which they proceeded to identify emerging
codes, i.e. those that were not previously considered and that became evident in the process.
The coding was subjected to discussion, and the codes and their meanings were unified to
create a codebook. The code book was used to be applied to all the interviews and focus
groups conducted, organizing this analysis in relation to the subjects: pregnant women,
donors, health teams. A process of open coding (in vivo) of the interviews was carried out,
the number of codes was expanded and adjusted, and they were grouped, based on more
complex interpretations that allowed unifying the codes, establishing relationships and
configuring categories related to the specific objectives.

We then proceeded to integrate the categories and their properties, to establish
relationships that could be of an explanatory relational nature of causality, results,
significance, relating each incident (axial coding) and subsequently relating previous
analytical evidence to configure an explanatory model (substantive analysis).

For this article, we evidenced the open coding, and its relationships and preliminary
groupings, only accounting for categories associated with the axes related to feelings and
emotions. This analytical process was accompanied by the advice of an external team of
expert researchers in GST, which favored a process of researcher triangulation. This support
made possible a series of interpretative adjustments and the improvement of the analytical
process.
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Table 2. Selection of categories and codes where feelings and emotions related to Chagas
disease are evidenced

Category Codes
Sentiments associated with the  Not much knowledge
information I don't know anyone with Chagas disease

Lack of knowledge regarding the origin of the diagnosis
I have not heard of Chagas disease

Fear of having Chagas disease

Unknown risks associated with Chagas disease
Unknown benefits of treatment

Distrust of the diagnosis

From fear to the guilt of Fear of daughters and sons having Chagas disease
knowing that daughters and Guilt for passing on Chagas disease to children
sons have Chagas disease. Responsibility to seek treatment alternatives

Joy at children's negative result for Chagas disease
Confusion because some children are born with Chagas disease and
others are not
Responsibility for the treatment of children
Perceptions of Chagas disease  Incurable disease
Synonymous with death
Silent disease
Disease with treatment
What is carried in the body
What stops me from donating
Emotions in relation to Chagas May God free me from this
disease It's desperate
Anxiety
I thought | was going to die
Not knowing how it is transmitted
It is possible to live with Chagas disease

Source: Own elaboration (2022)

A grouping of codes was constructed that favored the configuration of categories,
based on the axes of gender, national origin, territory, and between the experiences of the
participants in relation to gestation and donation and Chagas (explicit in the specific
objectives). It should be noted that for the purposes of feelings and emotions the gender axes
are more especially sensitive if we consider the condition of gestation, however, for the
purposes of the differentiations of donation and territory these are coincidental.

Both the Nuremberg Code and the Helsinki Declaration of the World Medical
Association, and local provisions that regulate the conditions of access to research funds for
access to people in care processes, placed the ethical considerations. The voluntary
disposition and confidentiality of the participants' personal information (fictitious identities
were assigned) was obtained by means of an informed consent, signed by the individuals.

The project, protocols and instruments were verified by the Ethics Committee of the
Servicio Metropolitano Occidente de Salud de Santiago de Chile, and the project adaptations
were ratified due to the pandemic context. The research team has access to the documents
and transcripts through password.
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Results

In this article we highlight the emotions associated with Chagas health care processes,
mainly: Feelings related to information, fear, guilt, among others, perceptions and emotions
around Chagas.

Sentiments associated with the information

The first family, Feelings associated with information, was made up of codes that
show the participants' previous knowledge about Chagas disease, the means they had to
obtain information and the evaluation of the quality of the information. These codes show
that people received little information about the disease.

The results of this first category made it possible to observe that most people indicated
that they had not previously heard about Chagas disease and had no information prior to
diagnosis. A Chilean woman in a highly endemic area reported a lack of information and the
need for it:

Yes, because of the concern, because obviously one starts with a disease that there
is not much knowledge, what is a little bit within reach is the internet. And on the
internet obviously you know you can find everything, and if you don't know how
to channel that information well it can be a bit overwhelming (Chilean woman
with Chagas disease, Atacama).

The accounts also refer to the formats and means through which it is necessary to
receive information. For the people interviewed, the knowledge of peers and the relationship
with peers on the issue is highly valued, as well as clear communication. In the words of a
Chilean man:

With monitors, with people who go out to inform the parties, where this disease
occurs, I think they should be aware of having trained people who have to do this
work (Chilean man with Chagas disease, Tarapaca).

It is especially relevant that T.cruzi carriers indicated that they did not know anyone
else with the disease. A code linked to the handling of information was "fear due to lack of
information”, the evidence of fear due to lack of information on Chagas disease was
especially noticeable in the discourse of the people interviewed from the Metropolitan
Region and mainly Chilean and Argentinean.

| have no idea, of course, for example, | can continue my normal life, but I do not
know what risks I am taking, but (...), if I were in a treatment, | would like to know
what benefits | will have, will I get rid of this disease or will | live until I die,
maybe | will die from this disease and because | did not do a treatment | did not
prolong my life any longer (Chilean man with Chagas disease, Metropolitan
Region).

From the above words, not only fear is evident, but also the guilt associated with the
actions and their consequences.

In this line, blood donors agree in indicating that the diagnosis of Chagas disease is
associated with anguish, strangeness, concern and fear, among other feelings, which is
produced because this diagnosis is communicated in a context in which people are informed
of an infection that they do not know they have. People coincide in showing surprise at the
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diagnosis and also state that they are suspicious of it, because they feel healthy and not sick.
In the following account, the explanations about the manifestation of the disease contrast
with what the interviewee experiences, which makes her doubt the veracity of the diagnosis:

| always thought that maybe they had made a mistake in the result, I would like to
take that test again to see if | really have it. | have a kind of doubt. I don't know
(...), because (...) I don't know, because of what | have been told, that | could have
intestinal problems, which | don't have, and when swallowing it also seems that it
was something like that, of the esophagus, | don't have either, only if I suddenly
have a pain here in the chest, yes, because when | force the muscles go “crac”, |
always get it (Chilean woman donor with Chagas disease, Metropolitan Region).

Knowing that daughters and sons have Chagas disease: guilt and fear

This second category mainly considered the statements that testify to the relationship
between Chagas disease and the diagnosis of the children. The reports coincide in affirming
that the children “do not have the disease”. However, it is significant that the people
interviewed agree in indicating their willingness to undergo treatment, especially those who
have children. Among the emotions described especially by the women, guilt stands out,
associated with the possibility that their offspring would have been diagnosed positive for
the parasite. In this sense, having a child with a negative diagnosis is a relief:

It was already, it already happened, that is, for my happiness, because my daughter
was negative, but there began the issue of anxiety to start treatment, because [I]
was asymptomatic, then better before, because that decreases the risk of the
manifestation of the disease (Chilean woman with Chagas, Atacama).

For women, guilt is related to the possibility of passing on T.cruzi to their children,
as the following accounts illustrate:

I would have felt, well, actually, a little bad, because, well, even if it was not my
fault, wasn't it, that | would have had Chagas, and spread it to them, but still |
would have felt a little (...) | would have felt bad (Bolivian woman with Chagas
disease).

It complicated me a lot, how | was going to tell my parents, not because it was
something totally serious. Well, now I also know that | am a mother, any illness of
the children is like it throws you off balance (Chilean woman with Chagas disease,
Atacama).

When comparing the regional geographic distribution of the participants, i.e., when
considering the axis of the territory, it is interesting to note the absence of significant
differences in the feeling of guilt. However, it is possible to point out that guilt is mentioned
and, in the face of a positive diagnosis, the possibility of seeking means to treat the disease.
These narratives gain more strength among migrant women of Bolivian nationality, with sons
and daughters, the responsibility for treatment is reinforced:

| have to be cured, I am young, | am not old, if or if | have to get cured. My
daughters will also miss me one day, they will tell me: “my mother is not alive”,
“I need my mother”, they will also ask their father: “Where is my mother, why

10
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didn't you cure her, now we need my mother”, they will tell him too (Bolivian
woman with Chagas disease).

| would feel guilty, because if, | don't know, maybe if | had known before, | would
do a treatment, if | wanted to have a child, so | wouldn't transmit the disease or
something like that (Bolivian woman with Chagas disease).

Perceptions of the disease

The third grouping of codes was called Perceptions of Chagas disease. In this, a series
of codes are linked to significant associations linked to the belief that “Chagas is an incurable
disease, synonymous with death”, then, that it is “a silent disease that has treatment”, that it
IS “asymptomatic” and that it is “from the north of Chile”. This category is subgrouped
between codes, on the one hand, that express negative and alarming associations, such as
Chagas incurable, very dangerous, synonymous with death and, on the other hand, as a silent
disease, asymptomatic, “but not so serious”. In this last subgroup are the participants who
refer that it is a “treatable” disease, “that does not prevent having children”, “that can be
carried in the body”, “that allows one to live peacefully”, “that cannot be seen”. Interestingly,
a third subgroup of codes was identified in the family Chagas disease as (...), which shows
a “positive perspective on the disease”, in which there is evidence of a view of Chagas disease
as a “treatable disease” and “that does not disturb sleep”, especially when compared with
other diseases.

For those who have discovered Chagas through donation, this diagnosis constitutes
an impediment to continue donating blood, which results in a feeling of frustration because
it implies a limitation that also extends to the family. As observed in the words of a male
donor, he states the surprise of the diagnosis, has an impact on the family:

| came out [positive] with Chagas, | told my brothers, they took the test and they
both came out positive, so they cannot donate blood (Chilean male donor with
Chagas, Atacama).

Emotions in relation to Chagas disease

The last category recognizes the most significant emotions associated with the
disease. In this category, mainly concern, grief, depression, fear, surprise, anger, anxiety
about the diagnosis and treatment were identified. These emotions constitute responses to the
lack of information, to the reproduction of barriers.

Discomfort also translates into emotions such as hopelessness. In the words of a
Chilean woman, a divine solution is expected, real possibilities are left out. The consequences
of Chagas disease are experienced as complex:

I think | would start asking God to get rid of that bug, I don't know how(...),
because for me it is something desperate, just the same (...) | think about tomorrow
(...), if one of my siblings, because we are 11 siblings and most of my siblings
suffer from the guatita [digestive system], one has already died (...), he died very
young, at the age of 47 and now one of my siblings has had heart surgery, they put
a pacemaker, a little machine (Chilean woman with Chagas disease, Atacama).

In the words of another woman, the relationship between the lack of information, the
representation of Chagas associated with death, and emotions such as anxiety, anger, product
of the lack of prevention related to transmission routes is evident.

11
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Then he contacted me, the technologist, contacted me with the doctor and | talked
to her on the phone and, she kind of lowered my anxiety a little, as well as | thought
| was going to die and that | was going to almost have an infarction or that | was
going to start with arrhythmia at that very minute and they told me already, it was
another Friday on top of that. On Monday we have to prick [blood tests] your
[older] daughter, we have to prick your mother and depending on her results we
will see what to do, if your daughter is positive we have to treat her, for me that
was the worst thing, the worst, the worst, the worst. To think that | have something
that | don't know how old it is, that | don't know how it is, that | don't know how
it is transmitted, not even through sexual relations that you can say like HIV, that
| got it because I didn't take care of myself, because I didn't use a condom, no, here
it was like it never depended on me, so it was like a rage, a shame, but more than
anything a rage that you don't know who to feel it against because finally with the
other question if you didn't take care of yourself you feel rage against yourself
(Chilean woman with Chagas disease, Metropolitan Region).

In this set of experiences of the subgroup of codes that denote fear of death, fear of
contagion of sons or daughters and uncertainty and concern about the possibility that the
disease could affect relatives, stand out in this set of experiences. It is worth noting in these
accounts the naturalization of the diagnosis. This is evidenced in statements such as "you
have to die of something", which can be interpreted as the need to accept the diagnosis and
accept the consequences of this. The diagnosis is dissociated from consequences or physical
discomfort. In this sense, not having symptoms related to the disease has an impact on the
perception of a lower risk of the disease.

Not having evident consequences of the development of a disease is experienced with
less anguish. It is a relief, it does not affect daily life, as it happens with other diagnoses.

Let a doctor explain it to you, | think, but yes, afterwards | would talk, ‘well, be
calm', if it is that, and it is not cancer, or AIDS, which is terrible, or some terrible
disease; for me Chagas is something super (...), calm (...), it is just there, my
children came out well, it was not activated, as far as | know, it was not activated
and that's fine, if that is all it is (Chilean woman with Chagas disease, Tarapacd).

Living with Chagas is the same as living without Chagas, | think, because it does
not affect me in any way, your daily life, yes, | think that hypothyroidism affects
me more, when | am unbalanced, dead sleepy, tired, but Chagas until today, and |
am very grateful for it, for me it does not have any difficulty, that is, we associate
it with constipation problems in my family, which can be, that the colon feels (...),
besides, we are all a bit nervous, we are all a bit nervous, we are all very nervous,
we are all a bit nervous. ), besides, we are all nervous people, so it is like (...), we
do not know if it is a nervous colon or Chagas colon [laughs] (Chilean woman with
Chagas, Tarapaca).

Living with Chagas, without feeling sick, is a challenge for people and for health
teams.
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Discussion

The results of the study allow us to highlight emotions related to fear, sadness, and
hopelessness, which are closely associated to the information given to people. These feelings
are linked to the experiences of illness or death of family members. Guilt, anger, and
responsibility are observed especially in women, because of the possibility of passing on the
parasite to offspring. Emotions such as joy and gratitude emerge in the face of negative
T.cruzi results.

This study coincides with Ventura Garcia et al., ®® Ventura Garcia, ®” and
Sanmartino et al., ®? especially in the link established between the lack of information about
Chagas disease and the feeling of fear of diagnosis by people, especially blood donors and
pregnant women. Sadness and feeling bad are recurrent feelings in the testimonies of women
and men who received little information during diagnosis. Feelings and emotions such as
anguish, surprise, strangeness and worry, and depressive symptomatology, ?* are observed
in donors who are unaware of the routes of transmission of the infection.

It is important to emphasize that negative emotions and feelings are also present in
the experiences related to children. Coincidentally with Sanmartino, ©?? the research
identified that guilt is a significant concept for women diagnosed during pregnancy. Joy, as
a feeling, emerges when observing a negative result in the children, which differs from guilt
and fear in cases in which the result is positive. However, the lack of or little information is
again positioned as a relevant aspect in the testimonies of the participants who suspect they
have the disease, whether they are blood donors or pregnant women or women of
childbearing age; the latter is also observed by Van et al. ©®

Most of the feelings and emotions with a negative effect on people are related to the
positive diagnosis in pregnant women and blood donors in Chile, due to the lack of
information, or to the perceptions of Chagas disease, which translate into emotions such as
fear, sadness and guilt predominant in the stories. It should be noted that the lack of
knowledge and scarce information regarding the forms of contagion is linked to the fear of
death, the belief that this is a disease with no solution or treatment, which coincides with
other studies. .29

Clearly, feelings about Chagas disease have a negative impact on timely care and
adherence to treatment. Pregnant women in particular feel sad, discouraged and fearful as
Chagas disease is seen as a disease without a cure and is directly related to death.

Addressing people's feelings and emotions during diagnosis has an impact on the
success of the implementation of Chagas disease prevention and care policies in Chile. @ |t
Is important to note that feelings such as fear and silence go hand in hand with experiences
of stigmatization, as pointed out by Castaldo et al. ?7

Timely and clear information to reduce feelings and emotions that hinder adherence
to treatment and health follow-up, as Acosta-Romo et al. ®?) agree, is essential to humanize
care and health care.

Final considerations
The study reaffirms the findings of predecessors research conducted in various
countries. There is coincidence in underlining the relevance of making visible the feelings of

the people affected by the disease and of the population in general. The feelings expressed
speak of the impact of the positive diagnosis and its significance. They show, through their
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expressions, the discomfort it produces and the complex relationships that occur within
families, and in the interaction with the teams and with societies in general. It highlights the
place of information and communication about Chagas disease, its significant weight in
processes of humanization of health care. Focusing on emotions and feelings helps to ponder
the gaps or lack of information that affects people.

Understanding the family, social and community context of people with Chagas
disease is fundamental in the development of humanizing strategies, appropriate to the
particularities of the population. Communication between the system and people is a
determining factor in health processes.

Similarly, it is recommended that these contents be included in the improvement of
the implementation of Technical Standard N.° 162, and in its revision. And actions to increase
information, diagnosis, treatment and follow-up processes. Likewise, education and training
strategies for health personnel would increase feelings of proximity. Empathy is closely
related to good practices in health and in Chagas disease.

Understanding the origin of feelings related to diagnosis, information, and
significance of this problem, and undoubtedly, the improvement of indicators associated with
screening, adherence to treatment and follow-up, not only in the Chilean context, are
necessary.

The results and their analysis show the importance of considering the interpretations
and intersubjective scopes in a complex health problem such as Chagas disease, advancing
in the comprehensive description of feelings, favors illuminating the implementation of the
national plan and the technical standard in relation to this specific population. Undoubtedly,
improving strategies to inform about the disease, communicating the results of the diagnosis,
and about the alternatives associated with health controls and treatment, are fundamental
aspects, and contribute to reduce fears, fears of death, feelings related to the implications of
the disease, considering feelings as indicators that favor feelings for the positive impact of
screening and its universalization.

Direct contact, containment based on active listening and the development of empathy
on the part of the health teams are fundamental to stimulate a dignified treatment, based on
the axis of health rights. It is essential to advance in social organization, associativism, which
also allows to contain, accompany, and legitimize needs in the context of a highly unknown
infection and with an important stigma that is reproduced based on ignorance.

Transforming feelings of sadness, disappointment, strangeness, discomfort, concern,
guilt, among others, is the task of the health teams, sectoral technicians, and health policy
guidelines; we should consider these feelings as evidence of the deficit in the implementation
of the policy. Clearly, the enunciation of feelings of tranquility, trust, empathy, respect, will
be signs of efficient and effective progress in information, communication, and education
about Chagas disease.

Undoubtedly, the transformation of the feeling about Chagas disease must summon
the whole community and validate the support of informed and organized peers. Clear,
inclusive information will favor interactions without stigmas or mistaken preconceptions.
The opportunity that the research opens for us through the understanding of people's feelings
allows us to advance in the recognition of others, their needs, differences, social, cultural and
territorial contexts. It allows us to build a dialogic, empathic relationship, from an ethics of
recognition, of dignified and humanizing treatment, on the recognition of health as a right.
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