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The sickle cell illness experience under the qualitative lens

Abstract  This article aims to analyze the content 
of the qualitative production (2000-2023) on sick-
le cell disease to support the analytical category 
– the sickle cell disease experience. Methodologi-
cally, we conducted a qualitative, bibliographical 
study with a thematic content analysis anchored 
in the dialogue between the revised collection and 
the adopted theoretical-conceptual references. 
The thematic content analysis triggered eight in-
terpretative dimensions: daily life and itineraries, 
care, reproductive decisions, stigma and its ex-
pressions, gender, participation, ethnicity, and re-
ligiosity. The sickle cell experience emerges and is 
related to exclusion, devaluation, ignorance, and 
invisibility, strongly allied to race components in 
nuances that distance it from the generic illness 
experience.
Key words  Sickle cell disease, Experience, Chron-
ic disease, Qualitative research, Bibliographic 
study
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introduction

Initially, we emphasize that we consider the “sick-
le cell illness experience” as another expression 
of people living with it, embodied in their social 
places. This consideration’s starting point is not a 
pathophysiological essentialization of Sickle Cell 
Disease (SCD).

We also stress that we focus here on the un-
derstanding that we perpetrate to the analytical 
construct – sickle cell illness experience – and 
how it differs from a generic chronic illness ex-
perience. Besides the rapprochements becoming 
chronicity, the racial and social dimensions in-
ferred in the concept and all the different aspects 
that racism in Brazilian society infringes on the 
life and experience of Black people distance these 
two concepts. The terrible alliance between the 
impacts of racism on individuals and stigma, 
which is still directed at SCD, operates and marks 
the trajectory of those with this chronic illness.

We argue that the qualitatively-based aca-
demic literature – on the boundaries of human 
and social sciences identified with public health 
– justifies the review of this conceptual set called 
sickle cell disease experience. To this end, we need 
to resort – before triggering this literature that 
has interpretations about “sickle cell disease” and 
its derivations – to the encounter with the con-
cepts of experience, dialogued with chronicity, 
and the person, dialogued with the contempo-
rary expression of activism and associative orga-
nization.

We first turn to Schutz1,2 to define experience 
as a biographical stock. This sociologist argues 
that individuals build their world based on es-
tablished relationships1. An experience is always 
a place conjugated by the people in their social 
places and encounters3. Supported by phenome-
nological sociology, when thematizing the expe-
rience, one must focus on the subject who infers 
in the social interactions in which he is immersed 
as something that touches him/her, awakens pas-
sion, availability, interest, something singular, 
and not merely as an event.

Situating the origin of the disease in the ter-
ritories of the African continent ended up en-
closing it within the concept of “Blacks’ disease”, 
annihilated by stigma, marginalization, and in-
visibility of people with this diagnosis4. Even with 
our genetic heterogeneity in Brazil, SCD is still 
more prevalent in the Black population.

We need more than the set of digressions on 
SCD located by biomedicine. We are interested 
in the sickle cell disease experience, illuminating 

stigma at the intersections between race, class, 
and provision of care, with the burden gener-
ated by these processes. It is necessary to resort 
to the Social and Human Sciences in the Public 
Health lens to achieve these aspects and broad-
en the ethical and political interfaces, mobilizing 
several stakeholders linked to the theme, such as 
health teams, the Black movement, and associa-
tions of people living with SCD5.

We assume the racial component of the dis-
ease, not as a clinical, descriptive variable but a 
social marker of difference, a social and political 
category intrinsically related to oppression, pow-
er hierarchies, and classifications that generate 
inequalities and discrimination per what Almei-
da6 and Munanga7 underscore when working 
with race as a political category.

The possibility of reconstructing the experi-
ence of chronic illness in its public presentation 
– through racial activism or collective associative 
organization – is intrinsically anchored in this di-
alogue of people’s locations and interdependen-
cies. However, we will move away from a West-
ernized discussion – conducted by Duarte and 
Giumbelli8 and Duarte9 – about the individual’s 
public presentation, and we will approach anoth-
er cosmology, as proposed by Oyěwùmí10, who 
provokes us to deconstruct from the perspective 
of African Studies, in the knowledge undertaken 
in the Yoruba culture. As the author guides us: 
“[...] western science and history, [are] a history 
rooted in philosophical discourses about the dis-
tinctions between body, mind, and soul, in ideas 
about biological determinism and connections 
between the body and the ‘social’”10(p.20).

These binary and dichotomous distinctions 
also guide a certain academic view of chronic 
health conditions. At the same time, they are in 
crisis due to the health needs of specific groups, 
for whom living with a chronic health condition 
can mean other expressions of life and under-
standing. In the case of SCD, this biomedical 
definition can come into conflict with strong so-
cial stereotypes well beyond anatomophysiology 
and etiology to reach the political space of nego-
tiations with racial discrimination, of models of 
being and behaving in public spaces, where indi-
viduals with SCD experience non-recognition of 
their pain and interruption of common routines.

Affirming, among the myriad of illness ex-
periences marked by chronicity and long-term 
illness studied by other authors (Barsaglini11, 
Canesqui12, Castellanos13, Fleischer14, and Morei-
ra15), the experience of sickle cell illness means 
recognizing race-related discrimination and con-
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frontations rooted in Brazilian society. As Sou-
za16 points out:

Knowing oneself black is living the experience 
of having been massacred in one’s identity, con-
fused in one’s perspectives, subjected to demands, 
compelled to alienated expectations. It is also, and 
above all, the experience of committing to recover-
ing its history and recreating its potential16(p.18).

The recognition of Black identity, also in its 
community, guides meanings that traverse how 
people live and get sick and how health can be 
produced. With this expressed, we justify the at-
tempt to reach the dimension of the experience 
of sickle cell illness in its various axes and impli-
cations beyond the hegemonic Eurocentric the-
ories.

To think about the definitions, we guided 
the “Afro-Brazilian Civilizing Values” by Azoilda 
Loretto da Trindade17, which points to the im-
portance of Cooperativism/Communitarianism. 
According to the author, accompanied by bell 
hooks18, Sueli Carneiro19, Angela Davis20, and 
many others, the collective dimension is crucial 
for defining the Black person’s identity. In this 
sense, we indicate the community as a strong unit 
in establishing and defining the SCD illness ex-
perience, whether in building one’s identity and 
constitution or by the community involved in the 
illness.

We summon a parallel between the concept 
of stock of knowledge in Schutz2 and the “pas-
sion of experience” by bell hooks18, which points 
to the meanings, as a Black woman, of a body 
marked by suffering, which becomes, beyond an 
experience, the foundation for building knowl-
edge and expertise. Again, with bell hooks18, we 
agree with the caution of presenting an essen-
tializing experience for people living with SCD. 
We underscore, according to hooks18, how essen-
tialization can also oppress marginalized bodies, 
which does not allow space for specificities. As a 
result, we direct attention to the fluidity this sick-
le cell illness experience can assume in alliance 
with the social markers of difference.

This situated and interactional articulation 
appears in Lopes and Gomes21, expressing “liv-
ing with SCD”. The interactional and experiential 
dimension is justified in this overflow in the fam-
ily environment, including the person identified 
with the diagnosis and those identified as direct 
and indirect caregivers, family, and support net-
works in the environment of relationships.

With this theoretical introduction, this arti-
cle proposes to analyze the content of qualitative 
production, according to our predefined criteria 

situated around the construct “sickle cell disease” 
between 2000 and 2022 to substantiate the ana-
lytical category of sickle cell illness experience.

Methods

We undertook a bibliographical study with a 
qualitative approach, not limiting ourselves only 
to extracting and synthesizing the consulted 
sources. The discussions about the sources were 
analyzed to apprehend elements that would sup-
port us in defining the sickle cell illness experi-
ence.

In sequential terms, we searched for pub-
lished articles, including sickle cell disease and 
qualitative research and experience, published 
between 2000 and 2022 in the Virtual Health Li-
brary (BVS) and the Fiocruz Institutional Repos-
itory (ARCA). The BVS was selected because it 
gathers databases of great relevance in academic 
spaces on the national and international scene, 
such as SciELO, PubMed, and LILACS. The 
ARCA Repository gathers Fiocruz productions. 
It was included due to the Institution’s strategic 
place in scientific production in public health.

The definition of the keywords undertaken 
in the search for this research raises issues that 
brought a first analytical effort. The search results 
under the terms – sickle cell disease and race – 
under the same inclusion criteria addressed re-
turned only eight documents. We also highlight 
that when the term “race” was inserted in the 
search platforms, the results mostly focused on 
the biomedical dimensions, where race was read 
as a clinical and biological variable. Thus, we be-
lieve that by the chosen descriptors – sickle cell 
disease, qualitative research, and experience – 
the results broadly considered the chronic illness 
due to SCD experience.

A search was conducted in September 2021 
on both platforms under the criteria of full-text 
availability in Portuguese, English, and Spanish, 
in the proposed time bracket, with a qualitative 
approach, under the terms “SCD and qualitative 
research”. A new search was performed in Feb-
ruary and March 2023 with the same descriptors 
and the terms “SCD and experience” to add ref-
erences produced in the last year to complement 
this review.

The search “SCD and qualitative research” 
in the BVS, with the stipulated selection crite-
ria, returned 121 results. Fifty-eight articles were 
identified after removing the texts that still con-
tained biomedical content, without open access, 
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or that fit as theses, dissertations, or technical 
documents. In the search “SCD and experience” 
on the same platform, 14 of the 22 articles found 
were part of our collection, applying the same 
inclusion criteria. The ARCA search under the 
same descriptors and criteria returned 17 arti-
cles, six of which were included in this proposed 
analysis.

Our final collection totaled 61 articles (Chart 
1) after screening in light of the defined inclusion 
criteria and exclusion of duplicate articles. These 
works were submitted to full-text reading and 
content analysis. Then, we proceeded to extract 
the main considerations, discussions, or conclu-
sions from the sources found.

In the second essay stage, we debated the ex-
traction of the previous stage. To this end, as in 
Gomes84, we applied the following question to 
thematic analysis85, and the collection gathered 
and analyzed in its content: what are the ana-
lytical categories that emerge and thematize the 
discussion on the construct “sickle cell disease” 
that can make us assume the definition of sick-
le cell illness experience? Emerging themes are 
detached from the manifest content, based on a 
second-order interpretation. This interpretative 
process occurs through a dialogue between these 
themes and the theoretical-conceptual frame-
work presented in the introduction because, 
based on Bardin85, themes are units of meaning 
that we can identify in expressions, ideas, and 
sentences.

Thus, the themes’ discussion is grounded 
on the dialogue between the content extraction 
from the sources and the theoretical-conceptu-
al basis in the introduction of this study, which 
follows after the characterization of the consult-
ed collection. We point out that the articles were 
included in the category with greater depth in 
the discussion, and some include and encompass 
other dimensions also found in our proposal.

results

Thematic excerpts emerging from 
the analysis

The content analysis on the collection, which 
generated Chart 1, subsidizes our analytical cate-
gory, which we underscore here as a sickle cell ill-
ness experience. This elaboration makes us orga-
nize the Thematic Tree below (Figure 1), whose 
constituent elements lead us to define the Sickle 
Cell Experience as something that transcends an 

understanding encapsulated in the individuals. 
As our synthesis of ideas shows, the collection 
provides eight dimensions: daily life and itiner-
aries, care, reproductive decisions, stigma and its 
expressions, gender, participation, ethnicity, and 
religiosity.

The first dimension22-33, daily life and itiner-
aries, presents the academic literature focused 
on the SCD routine and recognizing the disease 
in family life and with children and adolescents. 
Living with this illness and its meanings are rep-
resented by the search for care based on therapeu-
tic itineraries and their interference in everyday 
life. Based on Schutz1,2, living is not just a private 
world of a single individual but an intersubjective 
world. In this sense, the sickle cell illness experi-
ence is built through the relationships established 
in living together. Thus, we highlight the extent 
of living with SCD, which, even when expressed 
in individual lines, has a collective representation 
of coping with it, from identifying the diagnosis 
to the daily care routine for the symptoms.

The second theme34-57, care, guided sever-
al articles in the collection of this review from 
different perspectives. Self-care34-39 focused on 
measures centered on people who live directly 
with the illness and their ways of coping with and 
controlling symptoms. Maternal care40-42 emerges 
under the aegis of this figure as responsible for 
protecting people affected by the illness, either in 
an attempt to measure knowledge regarding SCD 
or in care or maternal dedication in the face of 
the severe complications of the disease.

Another axis pointed out about care refers to 
family care43-49 and the importance of the family 
that, from the moment of diagnosis, even with 
feelings of fear for the severity of the illness, be-
comes a protective space guaranteeing the qual-
ity of life of those living with the SCD. The term 
coexisting, raised in an article21 of this review, 
demarcates how the experience of this illness 
extends to the family members, given the great 
mobilization required in providing care.

Health professionals50-55 are part of the collec-
tion under the role of care in formal health envi-
ronments in hospitalization contexts. They iden-
tify the vulnerabilities and attributions of these 
professionals in dialogue with those living with 
SCD. The subcategory care and technology56,57 
emerges, showing how diagnostic and treatment 
strategies and technologies integrate the care ex-
perience in the daily lives of people living with 
sickle cell disease.

From the discussion in the articles included 
in this category, we question the naturalization 
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chart 1. Characterization of the analyzed collection.
category references Source

Daily life and 
therapeutic itineraries

Batista et al., 201122 BVS
Cordeiro et al., 201323 BVS
Forrester et al.,201524 BVS
Foster and Ellis, 201825 BVS
Freire et al., 201526 BVS
Martins et al., 201927 BVS
Ola et al., 201628 BVS
Petri et al., 202029 BVS
Roman et al., 201930 BVS
Silva et al., 201331 BVS
Souza et al., 201132 BVS
Weis et al., 201333 BVS

Care Self-care Tavares et al., 201734 BVS
Cordeiro et al., 201435 BVS
Costa et al., 201836 BVS
Lacerda et al., 201937 BVS
Matthie et al., 201938 BVS
Nascimento et al., 202139 BVS

Maternal care Ramos et al., 202040 BVS
Rocha et al., 202141 BVS
Silva et al., 202142 BVS

Family care Bernal and Patten, 201043 BVS
Figueiredo et al., 201844 BVS
Gesteira et al.,202045 BVS
Graff et al., 201046 BVS
Miranda et al., 202047 BVS
Olwit et al., 201848 BVS
Silva et al., 201349 BVS

Health Professionals Campelo et al., 201850 BVS
Del Pino-Jones et al., 201951 BVS
Ferreira et al., 201352 BVS
Pimentel et al., 202153 BVS
Rodrigues et al., 201054 BVS
Soares et al., 201455 BVS

Care and Technology Calvo-Gonzalez, 201656 ARCA
Hawkins et al., 202057 BVS

Reproductive decisions Guimarães and Coelho, 201058 BVS
Cox and Beauquier-Maccotta, 201459 BVS
Guedes, 201260 BVS
Pedrosa et al., 202161 BVS
Silva et al., 202162 BVS

Stigma and its 
expressions

Brito et al., 202163 BVS
Carvalho et al., 202164 BVS
Santos et al., 202265 BVS
Sinha et al., 201966 BVS

Gender Berghs et al., 202067 BVS
Cordeiro and Ferreira, 201168 BVS
Cordeiro et al., 201569 BVS
Silva et al., 201870 BVS
Sousa et al., 202171 BVS

it continues
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of care as a women’s vocation. In order to break 
this cycle, we refer to Tronto86, interpreting with-
in practices with relational materiality, immersed 
and traversed by class, race, and gender inequal-
ities. Such a reference refers to the definitions of 
reproductive work by Federici87 to interpret ma-
ternal overload in assuring care for children liv-
ing with SCD. We also establish, under hooks88, 
how dedication to others is uniquely reflected in 
Black women, historically delegated and impos-
ing, perpetuating stereotypes inherited from the 
enslavement period.

The third theme58-62 refers to the reproductive 
decisions of those living with SCD. Given its he-
reditary nature, the statements of “prevention” 
and “eradication” prowled the illness in Brazil and 
still permeate actions in several countries. Genet-
ic counseling emerges as a health education prac-
tice directed to conscious decision-making and 
oriented to the reproductive decisions of people 
living with SCD.

The coercive discourse for women with SCD 
about the immediate denial of possible gesta-
tion was also found in the analysis. According 
to the articles, the risk discourse and the lack of 
knowledge around SCD escalate uncertainties for 
pregnancy under the lens of specialized care and 
remove the process from the decision of women’s 
power.

We should emphasize how decisions and re-
productive freedom are at the heart of feminist 
and Black women’s movements. As bell hooks88 
points out, in discussing the right to abortion, 
the rationale that operates and guides reproduc-

category references Source
Participation Bakshi et al., 202072 BVS

Chakravorty et al., 201873 BVS
Cho et al., 202074 BVS
Jabour et al., 201975 BVS
Lopes and Gomes, 202021 ARCA
Young et al., 200976 BVS

Ethnicity Figueiró and Ribeiro, 201777 BVS
Maio and Monteiro, 200578 ARCA
Ramos et al., 202079 ARCA
Rizzo and Fonseca, 201980 ARCA
Silva et al., 202081 ARCA

Religiosity Cotton et al., 201282 BVS
Gomes et al., 201983 BVS

Source: Authors, 2023.

chart 1. Characterization of the analyzed collection.

Figure 1. Thematic tree: Sickle cell experience. 

Source: Authors, 2023.
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tive rights is still grounded on white Eurocentric 
ideals, excluding Black or impoverished women 
from autonomy over their bodies.

Genetic counseling in this niche stumbles on 
possible eugenic practices81. We cannot fail to 
emphasize how eugenia trailed with racism, for 
the white ideal of Nazi purity and oppression of 
Black and Indigenous populations. Directing ge-
netic counseling in the light of “prophylaxis” or 
“eradication” partake of the ideas of exclusion of 
individuals suffering from chronic diseases such 
as sickle cell disease81.

On the fourth dimension63-66, the social loca-
tion based on stigma permeates how people build 
their sickle cell illness experience. As with Lopes 
and Gomes21, the chronicity of the SCD diagno-
sis is traversed by stigma63-65, the Afrocentrality 
linked to the disease, and the blatant ignorance 
about illness. We employed stigma here by re-
sorting to Goffman89 in understanding this at-
tribute that operates as the basis for what can be 
read as discrimination, stereotype, and exclusion. 
SCD displays visible trauma that can put people 
in a non-place, escaping a specific body model 
free of marks and everything that can still join 
other demands generated by living with the dis-
ease, such as the pain that interrupts work rou-
tines and ordinary life.

Another theme imbricated to the context 
of stigma overarches the main SCD symptom, 
which is chronic pain, first, for the devaluation 
of the algic crisis, under the discourse of health 
professionals who do not recognize the severity 
and intensity of the pain experienced by those 
living with SCD, and because they disapprove 
the reactions against pain, such as screaming and 
crying. We highlight here how this agenda also 
communes with racism embedded in society, for 
the dehumanization of Black bodies, which are 
not allowed physical suffering manifestations.

Algic crises refer to stigma due to the nec-
essary use of opioid-derived painkillers with 
dependence potential. The stigma of addiction 
to these medicines is evidenced in this review66. 
SCD pain integrates an invisible mark that pro-
duces and reproduces the expression of opiopho-
bia.

The stigma regarding the functionality of 
those coexisting with the disease is highlighted 
by Carvalho et al.64. The authors point to the la-
bels involved in fatigue-fracture interpreted as 
laziness and demotivation. Overlapping stereo-
types and obstacles to remain in the formal labor 
market increase stigma and interfere with the 
construction of the sociality of those coexisting 

with the SCD. They also establish social relation-
ships that reinforce the stigmatizing process, af-
fecting the construction of a positive self-image.

The stigma described here, illuminated by 
literature, which is bound beyond visible marks, 
adds to the concept of corporeality described 
by Trindade17, who affirms that Black bodies 
encapsulate trauma, memories, ways of living, 
and resilience before several experiences. As 
bell hooks18 highlights, these marks, trauma, 
pain, and suffering, coupled with a racial mark-
er, underpin a close experience and producer of 
knowledge and expertise.

The fifth dimension67-71 refers to gender re-
lationships within SCD. Feminist perspectives 
emerge by analyzing the perspective of mothers 
or reproductive decisions. In contrast, gender 
inequality undergoes strong obliteration. From 
the collection, we could observe how the arti-
cles highlight the imposed logic of masculinity, 
which distances men from self-care measures 
and health environments and highlights their 
functionality as providers and workers. Although 
closer to health environments, women fail to be 
housewives and exert a socially customized ma-
ternity.

In the Sierra Leone setting, Berhs et al.67 
mention maternal blame for SCD in the family. 
Beyond the logic of care, women are placed un-
der genderized surveillance of violence in child 
upbringing, encouraging men to initiate sex life 
and encouraging girls to postpone maternity. Al-
though the disease genetically affects both sexes, 
the way to experience illness and reactions are 
different, given the aspects such as care, posture 
towards symptoms, acceptance of illness, and 
even treatments. Gender asymmetries are also 
expressed by the erasure of male discourses as 
caregivers of people with SCD.

The sixth dimension72-76 that emerges in the 
collection is the participation of those living with 
SCD in decision processes, either in participat-
ing in clinical research or communicating with 
health professionals to choose treatments. We 
highlight how participation is crucial in building 
self-esteem in the face of illness. It promotes the 
consent of treatment and can enhance the qual-
ity of life of those coexisting with the disease, as 
they integrate autonomously, listening to their 
bodies. We emphasize here, as would Lopes and 
Gomes21, the great role of the associative move-
ments of those living with the disease in promot-
ing social participation in the health councils or 
disseminating information to secure rights and 
access to healthcare.
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Regarding the seventh dimension77-81, the ra-
cial discussion is inserted in countless controver-
sies, for example, how to integrate sickle cells as 
a health agenda of the Black population and the 
Black people and Black women movements. Re-
vised articles on the racial bond of illness were, 
and the field, diverse and contradictory, regard-
ing the origin of the disease, the role of miscege-
nation in the current incidence of the illness, and 
high frequency in the Black population and so-
cial implications aggregated to the racial marker.

Another field of interpretations of the SCD 
in the collection – which theoretically supports 
this exercise of rehearsing and defending the an-
alytical category of sickle cell experience – turns 
to the aspects and definitions of intersectionality. 
Although the term is not cited as such in some 
cases, the need to highlight the intersections be-
tween race, class, and gender was in place. By this 
concept, we understand, with Collins and Bilge90, 
the non-hierarchization of social markers of dif-
ference.

The collection provided supporting elements 
to incorporate institutional racism as a relevant 
component of the analytical category we propose 
as a sickle cell experience. Regarding care in the 
Unified Health System (SUS), we underscore the 
Black population’s low social and therapeutic 
indicators. Dialoguing with Mota et al.91, we un-
derstood how the action of institutional racism 
also feeds on the lack of knowledge about SCD 
and the insipience of health professionals vis-à-
vis the subject.

Starting from the analysis of the racial theme, 
as proposed under the light of Souza16, Trin-
dade17, and Oyěwùmí10, we shed light on the role 
of ancestry in building the setting of the sickle 
cell illness experience. Ancestry is addressed 
here beyond the genomic sense but in the sense 
of African cultural belonging, which can be rep-
resented by having (or not) sickle cell disease. 
The origin of illness and its historical burden that 
crosses oceans brings strong clashes over race 
centrality in the discourses around the disease.

The eighth and last dimension82,83 of the col-
lection points to religiosity, also raised as one of 
the values treated by Trindade17. Under the col-
lection, religion emerges as an important prac-
tice for coping with SCD illness. Searching for 
miraculous healing, support for the constant fear 
of death, or facing the disease’s clinical manifes-
tations are the main motivations for integrating 
individual or group religious rituals. The recep-

tiveness/encouragement promoted by religiosity 
to those coexisting with the disease should be 
observed as a well-being promoter and part of 
a sickle cell illness experience grounded on this 
article. Religiosity combined with health and 
well-being is still strongly distanced from the Eu-
rocentric care logic. It needs to include dialogue 
with health professionals in their understanding 
and practice of living with SCD and configuring 
sickle cell experience.

conclusions

We have achieved two goals from the thematic 
analysis and meanings in the collection: (1) De-
fining sickle cell experience as something prop-
er to the intersections of people living with this 
health condition markedly related to race com-
ponents and stereotypes that can relate treat-
ment to devaluation, ignorance, dependence, 
and invisibility. Singularizing care is part of this 
analytical construct to assign value and political 
strength for effective transformation of care, de-
cisions, and reproductive justice, recognition of 
differentiated needs in work and education, how-
ever, not reinforcing historical and socially con-
structed stigmas; (2) Given the questions asked 
to the collection, we underscored which inequal-
ities and asymmetries are enlightened or delet-
ed in the face of exposed positions. Importantly, 
absence in this setting is as relevant as presence.

In our interpretation, we considered looking 
at the social markers of the traditionally recog-
nized difference – class, race/ethnicity, territory, 
gender – to understand how they are triggered 
and intersected (or not) to discuss specific ex-
pressions typical of the sickle cell illness experi-
ence, such as pain, and a compromised function-
ality that is often not recognized.

The sickle cell illness experience sheds light 
on the hierarchization and erasure suffered by 
chronicity intercepted by the race-discrimina-
tory debate as a historical and political category. 
This statement emerges as one of the contribu-
tions to the field of studies on chronic illness ex-
perience, which removes it from an alleged ge-
neric perspective of this category. That said, it is 
urgent to assume needs not limited to the defini-
tions of chronicity and reach the experience and 
its anchorages related to the meanings of body 
and race. The racial issue is present and linked to 
SCD, discussing the institutionalized racism ex-
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perienced by those living with sickle cell disease 
and strongly integrating how the sickle cell expe-
rience is configured in a markedly racist society.

We highlight how the sickle cell experience 
we have built here can subsidize public policies 
aimed at quality of life and access of patients with 
the disease to health services. Although this cat-
egory did not emerge from the statements, it was 
identified in theses and dissertations not included 
in our proposed analysis. As a result, we strongly 
recommend that other efforts be made in future 
works that cover the sickle cell experience con-
struct and health policies for their patients.

Thus, we aim to delimit the analytical con-
struct – sickle cell experience – to measure its 
distancing from the generic chronic illness. We 
understand the illness experience for its unique 
and intersubjective dimension of the encounters 
it entails. We recognize that a stock of memories, 
representations, and discriminations act in the 
intersubjective exercise of the encounters. We 
outline how sickle cell disease uniquely marks the 
experience of those living with it, underscoring 
its racial, social, and political aspects in specific 
dimensions that demand attention to the theme.
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