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Manifestations and strategies of coping with Chagas Disease 
that interfere in the quality of life of the individual: 
a systematic review

Abstract  We aimed to identify the manifesta-
tions and coping strategies of Chagas disease that 
influence the quality of life of the affected subject. 
This is a literature systematic review carried out 
in PubMed, SciELO and Lilacs databases, through 
which sixpapers were retrieved, in addition to six 
publications identified with the verification of the 
bibliographic list and four papers through man-
ual search, which were independently evaluated 
by two reviewers. The variables addressed were 
set in the thematic axes manifestations of Chagas 
disease that interfere in the quality of life of the 
individual and coping strategies that influence 
the quality of life of patients affected by Chagas 
disease, subdivided into three realms, namely, 
physical, psychological and social. The results seen 
in all addressed realms evidenced a quality of life 
compromised by the disease, measures mostly lim-
ited to the patient’s physical realm and incipient 
records of studies in the area. We suggest further 
exploring the proposed theme, believing that 
knowledge of the patient living with the disease 
promotes the development of effective health in-
tervention strategies.
Key words  Chagas disease, Trypanosoma cruzi, 
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introduction

Classified as one of the 17 neglected tropical 
diseases listed by the World Health Organiza-
tion (WHO)1, Chagas disease is transmitted by 
the protozoan Trypanosoma cruzi2 and, in Latin 
America, is the endemic disease with the great-
est impact on morbimortality in a group of 21 
countries, where it is estimated that it affects 5-6 
million people, of whom less than 1% receive 
treatment and approximately 7,000 cases result 
into death annually1.

In the case of the Brazilian setting, it stands 
out among chronic diseases due to the fact that 
it affects approximately 1.2 million individuals3 
and because it is the fourth cause of death among 
infectious-parasitic diseases in the age groups 
over 45 years4.

Before this burden, Chagas disease control 
and treatment became priorities for the World 
Health Organization5, suggesting the develop-
ment of new disease monitoring strategies in or-
der to promote the improvement of users’ quality 
of life2, here addressed broadly, and is illustrated 
with excellence by the concept elaborated by the 
World Health Organization (WHO)6, for which 
quality of life is understood as the individuals’ 
perception of own insertion in life, in the context 
of culture and systems of values in which they 
live and in relation to their goals, expectations, 
standards and concerns7. It is characterized, 
therefore, as a complex concept, which aggregates 
environment, physical and psychological aspects, 
dependence level, social relationships and per-
sonal beliefs of the subject8, not limited to the ex-
clusive approach of symptoms and dysfunctions 
of illnesses, as considered by other definitions 
portrayed in the literature9.

Thus, given the interference of Chagas disease 
in different aspects of life of individuals and their 
need to adjust to the condition of chronic dis-
ease, we aimed to identify the manifestations and 
strategies of coping with the disease that influ-
ence the quality of life of affected subjects, with 
the understanding that evaluation of the living 
conditions of carriers results in the improvement 
of care supported in the planning and organiza-
tion of actions10.

Methods

This is a systematic review of literature. Before 
the lack of revision protocols that considered the 
inclusion of several types of studies, the “Meth-

odological Guidelines for Systematic Review and 
Meta-Analysis of Randomized Clinical Trials” of 
the Ministry of Health were adopted11 and the 
protocol was adapted to meet the research propos-
al. The scientific question guiding the study was 
the following: “What are the manifestations and 
strategies of coping with Chagas disease that in-
fluence the quality of life of the affected subject?”

The search in the databases occurred between 
January and September 2016 and considered 
three databases: PubMed, SciELO and Lilacs, 
which cover literature referring to regions of ep-
idemiological relevance with regard to Chagas’ 
disease.

All references that met the following criteria 
were included: a) they showed primary data; b) 
they were characterized as full-text; c) and had a 
Portuguese, English or Spanish version. All stud-
ies that: a) were not available for free; b) did not 
classify as scientific paper or course final paper; 
c) and were not related to the topic of interest, 
and this should be conditioned by consensus be-
tween two evaluators were discarded.

The terms employed for the search were 
previously selected considering the controlled 
vocabulary for indexing papers of the Health 
Sciences Descriptors (DeCS) and the Medi-
cal Subject Headings (MeSH) system, through 
which descriptors “Chagas disease” and “Quality 
of Life” were captured, used in SciELO and Lilacs 
and “Chagas Disease” and “Quality of Life”, cor-
responding to PubMed. The Boolean operator 
“AND” was applied to promote the combination 
between the two chosen terms, so that the associ-
ation “Chagas Disease AND Quality of Life” was 
used in SciELO and Lilacs and “Chagas Disease 
AND Quality of Life” in PubMed.

Initially, 92 papers were published in PubMed, 
21 in SciELO and 47 in Lilacs, totaling 160 pub-
lications. In PubMed, filters “free text”, “human 
species” and “Portuguese, English and Spanish 
languages” were selected, which downsized pa-
pers to 47, 38 and 38 respectively. In SciELO, re-
stricting the search by adopting the “Portuguese, 
English and Spanish languages” filters, the num-
ber of selected productions fell to 21. Finally, in 
the Lilacs database, using the “full text available”, 
“human species” and “Portuguese and English 
languages” filters the total number of produc-
tions identified were limited to 28, 24 and 24 in 
this order. The “year of publication” restriction 
criterion was not used, since its selection would 
substantially reduce the number of articles in-
dexed. Thus, the collection of references in the 
three databases returned 83 papers.
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Papers were stored in the reference manage-
ment software called Endnote Web. Extracting 
the publications in duplicate, the total number 
of papers was reduced to 57. In the identifica-
tion of potential eligible studies, these papers 
were analyzed independently by two evaluators, 
namely, a nurse with PhD in Health Sciences and 
a psychologist with a PhD in Psychology, and dis-
agreements regarding exclusion were resolved by 
consensus.

When the evaluation was carried out by the 
approximation between the title and the theme, 
the number of papers decreased to 38, of which, 
after applying the criterion of summary anal-
ysis and excluding literature reviews, 13 and 12 
remained, respectively. Of these productions, 
confirming the eligibility for the detailed reading 
of the manuscript and considering the approxi-
mation with the guiding question of this study, 
6 papers were selected through the mentioned 
databases, as shown in Figure 1.

We understand that the identification of 
studies mediated by search in electronic databas-
es is essential and useful. However, if only this is 
considered as an identification tool, a sensitive 
proportion of information that can contribute 
emphatically to the discussion can be disregard-
ed. By modifying the course of the review, other 
recruitment strategies were used, such as the ver-
ification of bibliographic references and manual 
search (hand searching)11.

In the investigation of the list of bibliographic 
references of studies captured through databases, 
120 publications were initially obtained. After 
extracting the duplicates found, this number fell 
to 116. Of these, after analysis of agreement be-
tween the title and the theme proposed, 58 were 
maintained. Considering the free full-text stud-
ies available, the number was further reduced to 
33. After discarding the publications that did not 
qualify as scientific papers or course final papers, 
21 papers remained, of which, after exclusion by 
summary, 11 were left out. Excluding literature 
review studies, papers were reduced to 10, arriv-
ing at sixpapers after a detailed full-text reading, 
as shown in Figure 2. 

We also considered the inclusion of works 
referring to gray literature, which includes lit-
erary productions that have not been formally 
published in books or journals, but which must 
also be considered in the process of searching for 
scientific evidence11, represented here by a dis-
sertation and a theses found during the process 
of visualizing the list of bibliographic references, 
which are indexed in the digital repositories of 

the State University of Campinas (UNICAMP) 
and the University of São Paulo (USP), sequen-
tially.

Finally, through manual search (handsearch-
ing) carried out on the Google Scholar site, with 
descriptor “Chagas Disease”, four articles related 
to the topic under discussion were identified. 
Therefore, we concluded the selection of relevant 
papers with 16 publications.

The process of extracting data from papers 
that were screened was performed independently 
by two evaluators and was guided by a standard 
analysis form previously elaborated and used 
in the evaluation of the studies recruited in all 
the aforementioned search strategies. Any dis-
agreements in the data collected regarding their 
inclusion in the study was resolved by consensus 
between the two reviewers.

results

Papers found through databases were reviewed 
and are shown in Chart 1, in terms of authorship, 
year of publication, objectives, methodological 
course and variables studied. We identified pa-
pers published between 1997 and 2012, whose 
studies were carried out in the states of Rio 
Grande do Sul (1), Minas Gerais (2), Paraná (1), 
Rio de Janeiro (1) and São Paulo (1).

As to the type of study, three were classified 
as descriptive, one as ethnographic, one as pro-
spective intervention and one ascross-sectional. 
The number of participants involved in the re-
search ranged from 10 to 131 individuals. Among 
papers, three used the qualitative approach as an 
analysis method. Regarding data collection tools, 
the open-ended interview was used in three 
studies, the questionnaire and medical records 
verification was used in one study, one study per-
formed clinical tests and one combined the use 
of questionnaire with clinical trials.

The variables evidenced in the studies were 
listed in two categories of analysis: manifestations 
of Chagas disease that interfere in the quality of life 
of the individual and coping strategies that influ-
ence the quality of life of patients affected by Cha-
gas’ disease. Three realms emerged from these 
two categories: physical, psychological and social, 
as illustrated in Charts 2 and 3.

The physical realm evidenced issues regard-
ing the impact of the clinical condition of the 
disease on the normal functioning of the organ-
ism and on the maintenance of daily activities of 
the affected individual and therapeutic measures 
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that include physical exercises, pharmacologi-
cal therapy, pacemaker implantation and heart 
transplantation.

The psychological realm included feelings 
generated from the discovery, the coping and 
trend of the disease, the self-perceived quality of 

life and the influence of religious beliefs before 
the chagasic condition.

Finally, issues concerning the social realm 
were raised, considering the interference of the 
disease in the affective ties and introduction in 
the labor market, the repercussion of social se-

Figure 1. Flowchart to identify studies on the quality of life of individuals with Chagas disease, selected from 
PubMed, SciELO and Lilacs databases.
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curity and the access of the affected person to 
health services.

Discussion

Chagas disease manifestations interfering 
in the quality of life of the individual

Physical realm
In the differentiation between genders, it 

was revealed that women show greater risks of 
low quality of life in the mental, emotional and 
physical functioning areas12. Regarding the age 
groups, increased age was observed as a favoring 
factor of compromised psychological realm due 
to the individual’s apprehension vis-à-vis the in-
tensified possibility of death over time13.

The fact that most patients become aware of 
their condition belatedly, as a result of the mani-
festation of symptoms or even random discovery 
while at a health service10,14 promotes a situation 
in which the disease goes unnoticed through the 
acute phase, which is an aggravating factor in 
their quality of life, assuming that a well-directed 

treatment initiated in the expected time increases 
the survival of patients10.

Coping with physical pain in several seg-
ments of the body was found in cardiac, digestive 
and cardiodigestive forms, both forms of mani-
festation of the disease, which affects the produc-
tivity of individuals and compromises the sense 
of well-being10.

Configuring a greater limitation to the Cha-
gas’ disease patient, in relation to the develop-
ment of normal activities, the cardiac form was 
associated to decreased well-being and commit-
ment in the execution of labor activities and in 
the achievement of income necessary for surviv-
al10. In contrast, the digestive form, which accom-
panies significant changes in the digestive tract, 
impairs esophageal mobility and system mor-
phology14.

Symptoms such as palpitations, precordial 
pain and dyspnea10, related to the cardiac form15, 
and dysphagia, regurgitation, epigastralgia and 
dinofagia10, corresponding to the digestive form15 
are evidenced as manifestations that influence 
the lifestyle of patients affected by Chagas’ dis-
ease and individual routine maintenance, where 

Figure 2. Flowchart for the identification of studies on the quality of life of patients with Chagas’ disease 
collected through verification of the list of bibliographic references.
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a deficit was recorded in daily activities, domes-
tic work and work itself10. In situations in which 
individuals did not complain of decreased func-
tional capacity, the preserved possibility of main-
taining regular routine was conditioned to the 
appropriation of medication to minimize dis-
comfort caused by symptoms of the disease in its 
cardiac and digestive forms10.

When considering the findings of routine ex-
ams, it was observed that more minimal changes 
in the electrocardiogram12,16 and chest radio-
graphs16 may be related to the greater benignity 
of the disease12,16. In contrast, abnormal Doppler 
echocardiography with ventricular dysfunc-
tion, the evidence of 24-hoursHolter ventricular 
tachycardia and of heart failure syndrome, es-
pecially New York Heart Association functional 
class III and IV, were considered as depressing 
quality of life factors12.

Psychological realm
The disease was characterized as a precursor 

to high depression levels, possibly related to the 
uncertainty about possible sudden death related 
to the cardiac form17 and facing a megaesophagus 
surgery related to the digestive form18.

The moment of disease discovery was char-
acterized as an event that causes shock, appre-
hension and despair13, aggravated by the scarce 
information and the stigma surrounding the 
disease16 acting as a predisposing factor for the 
development of stress19.

Literature also portrays the perpetuation 
of feelings of sadness and fear of death13,19-21, so 
that this possibility becomes the only perception 
about the disease, to the detriment of other clin-
ical findings. Chagas’ disease becomes a type of 
condemnation21, the disease “that kills sudden-
ly”, and this outcome draws from the patient the 
unique depiction of this disease22.

When taking self-assessments of infected pa-
tients, we also observed that Chagas disease caus-
es dissatisfaction with the quality of life, general 
health and performance of daily activities17, as 
well as a lower resilience capacity19, so that the 
awareness of vulnerability caused by the disease 
transforms the individual’s relationship with his 
own life and changesown perception of himself, 
his resources and his capacities13.

In this context, patients who reported symp-
toms evidenced greater dissatisfaction with the 
quality of life and had higher stress indexes, even 
higher than physical symptoms19. Studies have 
revealed that even the diagnosis itself triggers 
negative feelings13,19 on a moderate or high scale, 
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regardless of the manifestation of symptoms19, 
that is, the stressor does not have to be there to 
develop stress13. Anticipatory suffering stands 
out as a stress promoter, with the proliferation of 
negative thoughts about one’s own life condition, 
causing, consequently, the complication of the 
established condition19.

Social realm
Faced with the social representations elab-

orated around the disease, we concluded that 
myths, cultural meanings and negative values 
that characterize the disease under the popular 
perception trigger psychological damages that set 
barriers in the life dynamics of carriers22.

In the labor context, it was observed that de-
creased physical vigor drives job’s loss21. Because 
they are included in unfavorable socioeconomic 
conditions, workers expand occupation of the 
informal sector, in which they perform manual 
or part-time labor activities and are subjected to 
the long working hours, which assure them only 
the minimum to survive, without the prospect 
of a more promising future23, and they are also 
confronted by obstacles that involve social reper-
cussions and cultural prejudices surrounding the 
disease22. The retirement process also has reper-

cussions and is accelerated by the progression of 
late complications of the disease, which require 
continuous treatment and special care10.

As for the maintenance of social ties, we find 
two different situations, since, controversial to 
the feeling of solidarity emanated by family or 
friends, that is, by the most intimate social group, 
the subject faces the process of weakening rela-
tionships at work, in which marginalization of 
infected individuals by the others occurs, high-
lighting the discrimination directed to the pa-
thology22.

The social impact was also illustrated in the 
statements of patients with Chagas’ disease, in 
which they said that they did not enjoy life prop-
erly and had higher rates of dissatisfaction with 
sexual activities when compared to seronegative 
groups17.

Coping strategies that influence the 
quality of life of patients affected by Chagas 
disease

Physical realm
Regarding the direct benefits of physical ex-

ercise for patients with Chagas’ disease, scien-
tific evidence is still incipient and controversial. 

Chart 2. Manifestations of Chagas’ disease that interfere in the quality of life of the individual classified 
according to physical, psychological and social realm.

variables

Physical realm Psychological realm Social realm

Female gender Depression Social representations

Advanced age Reaction on discovery of disease Job loss

Late diagnosis Sadness Early retirement

Physical pain Fear of death Change in social relationships

Clinical form Dissatisfaction with the quality of life Change in social dynamics

Compromised daily activities Lower resilience capacity Dissatisfaction with sexual life

Stressing events
Source: Own elaboration.

Chart 3. Coping strategies that influence the quality of life of patients with Chagas’ disease

variables

Psychological realm Social realm Social realm

Performing physical exercises Religious beliefs Schooling level

Drug therapy Access to health services

Pacemaker implantation Social security

Heart transplantation Preservation of social relationships
Source: Own elaboration.
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While results suggest that regular physical ac-
tivity is beneficial for physical conditioning and 
functional capacity, no improvement or worsen-
ing of cardiac symptoms through exercise pro-
grams24 was detected. However, possibly, only 
movements of an individual with a chronic dis-
ease and was still at rest provides a bonus on the 
quality of life, with the understanding that indi-
viduals who used to perform little physical activ-
ity and included it in their routine contributed to 
decreased general mortality rate, when compared 
to those who adopted a sedentary lifestyle25.

Regarding drug use, such as beta-blockers, 
when applied to major and more severe manifes-
tations of heart disease related to Chagas’ disease 
can attenuate symptoms and produce benefits in 
physical and mental mood, ability to perform ac-
tivities, psychological satisfaction and social in-
volvement, leading to an improved quality of life 
and extended life in a large number of patients26.

Psychological realm
As to the psychological confrontation of the 

disease, it was observed that, in order to justify 
own Chagasic condition, patients anchor their 
beliefs in religious notions, so that answers 
they need are sheltered in the divine will, and, 
thus, medical science gaps are filled by religion 
through effective explanations for “life’s drama”. 
In this context, two distinct currents arise: on 
the one hand, the unshakeable belief in divine 
providence, which provides strength to individ-
uals so that they may receive and face the daily 
disease-related difficulties and fears and, on the 
other, the accountability of the divine for the cur-
rent situation and the resignation of the affected 
individual22.

Social realm
The association between the higher formal 

educational level and a better quality of life of 
the individual, regarding whether physical, psy-
chological, social or environmental aspects17 
was evidenced. In this context, the low level of 
schooling was characterized as one of the trig-
gering elements of feelings of hopelessness and 
emotional conflicts, which represent low resil-
ience capacity19.

In the evaluation of access to health services, 
it was found that scarce health resources compro-
mise the quality of life, since individuals affected 
report the need for routine medical follow-up17. 
According to this rationale, if access to health 
care is difficult, stressful or of poor quality, the 
disease tends to progress and compromises the 

way of life of the individual. On the other hand, 
the possible contact with an adequate and acces-
sible health system triggers improved physical 
health and minimizes associated psychological 
and social conflicts, promoting the acceptance 
of the disease, the sense of well-being, social be-
longing and patient safety, which implies a better 
quality of life of the affected groups24.

The process of accelerating retirement has 
also been mentioned, however, the financial value 
offered by social security also does not exceed the 
expenses with the treatment and the minimum 
for the individual’s livelihood, which disrupts 
the psychological and social plan, since it stands 
adrift from the normal development of society10.

Regarding the preservation of social relation-
ships, this has been described as facilitating ac-
cess to information regarding health care, disease 
monitoring, support in times of crisis and partic-
ipation in social events18.

Coping strategies for individuals with 
evere chagasic heart disease 
Due to the constitution of the analysis cate-

gories, the need to highlight Chagas disease pa-
tients with severe heart disease emerged, which 
includes the following cases: a) quickly develop-
ing severe acute heart diseases, with important 
limitations of the individual’s work activities; b) 
chronic heart diseases in a situation of limitation 
of the patient’s physical and functional capaci-
ty, despite the indicated clinical and/or surgical 
treatment; c) chronic or acute heart diseases with 
total pharmacological or mechanical inotropic 
support dependence; d) terminal heart disease, 
which reduces life expectancy and does not re-
spond to the stimuli of maximal pharmacological 
therapy or to external hemodynamic support27.

In this perspective, the studies also demon-
strated coping strategies for two situations relat-
ed to severe chagasic heart disease: patients who 
underwent implantation of implantable devices 
(pacemaker and/or cardiodesfibrillator) and in-
dividuals who required heart transplantation.

In the specific case of patients undergoing 
pacemaker implantation, it was observed that the 
experience assumes divergent values through-
out the process. The initial idea is that one has 
a fragile heart, of such intensity that it requires 
surgical intervention that will convert all the nor-
mal functioning of the organism to an unknown 
apparatus, instigating dread. In the long run, the 
pacemaker becomes a natural extension of the 
organism and is seen as a keystone of the bear-
er’s existence, as a tool that rescues life from the 
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moment it was being lost. It thus takes on an un-
questionable responsibility: it replaces the heart 
with what it is no longer able to do, becoming a 
source of life22.

Regarding the appropriation of the heart 
transplantation strategy, the literature revealed 
that patients with Chagas’ disease who under-
went this therapy, while not achieving an optimal 
stage of quality of life, obtained positive results 
in at least some markers, such as with regard to 
limited actions and life perspective28.

Final considerations

Results in all realms addressed showed a quality 
of life compromised by the disease, in addition 
to coping strategies mostly limited to the phys-
ical realm of the patient, suggesting the need to 
strengthen the individual in the physical, psy-
chological and social fields, so that interventions 
may encompass the preservation or recovery of 
the individual’s functional capacity, through the 
acceptance and empowerment of the subject in 
the daily coping with the disease, through the 
provision of accessible and effective health ser-
vices and the reintegration of the individual into 
the family and social core.

The limitations of the study build on the lack 
of a universal concept of quality of life, as well as 
a standard tool for the evaluation of this concept, 
in relation to the individual affected by Chagas’ 
disease. The search for studies that address this 
subject showed scarce records, privileging aspects 
that go back to the physical realm of the individ-
ual, to the detriment of psychological and social 
elements, which also absorb a dizzying impact 
of the illness situation faced by the subject and, 
thus, require measures that meet the correspond-
ing needs.

Moreover, the damage caused to the quality 
of life originating from the chagasic condition 
is not very detailed as to the stratification of the 
disease, since in most findings, individuals are 
treated only as Chagas’ disease carriers, without 
specifying the clinical form, except severe Cha-
gas’ heart disease cases.

We recommended the elaboration of specif-
ic tools for the analysis of the impact of Chagas’ 
disease on the experience of the affected subject, 
in addition to the exploration of the highlighted 
area, starting from the premise that knowledge 
about the life of the individual affected by Chagas 
disease in its different clinical forms may guide 
the design of more effective health strategies, 
highlighting the need for studies that promote 
space for the manifestation of the individual’s 
perception of own health-disease process.

Collaborations

MAF Cavalcanti, EGC Nascimento, JC Alchieri 
and CM Andrade worked on the design, out-
line, analysis and interpretation of data, writing, 
critical review and approval of the version to be 
published.
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