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ABSTRACT

Aim: Social pain, gender, and people with sickle cell disease: an exploratory study. Method: 
this is a qualitative and exploratory study and it was conducted in a Sickle Cell Disease 
Reference Center in a municipality in the interior of Bahia. The data obtained from theme-
story drawings and interviews with 16 people were submitted to thematic content analysis. 
Results: two categories have emerged: “Social pain in women with sickle cell disease is 
expressed in the impossibility of being a housewife, mother and woman sexually” and “The 
social pain of men with sickle cell disease is expressed in the difficulty of being a worker, a 
provider and a sexually active man”. Discussion: the exclusion of work, changes in sexuality 
and parenting interfere in life projects and maintain the reproduction of gender stereotypes. 
Conclusion: sensitive listening in a multiprofessional care approach should be part of the 
therapeutic plan for people with sickle cell disease.

Descriptors: Gender Identity; Hemic and Lymphatic Diseases; Chronic Disease; Anemia, 
Sickle Cell.
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INTRODUCTION

Social pain can be understood as painful sen-

sations associated with the actual or poten-

tial damage of social ties, that is, those that 

derive from social rejection, social exclusion 

or loss(1). It happens when social relation-

ships are threatened, damaged or lost, and is 

commonly described by metaphors or words 

used to refer to physical pain, such as “hurt 

feelings”, “broken bones” or “broken heart”, 

which help the interlocutor to understand 

the pain that is expressed(1,2). Unlike physi-

cal pain in which feelings are unlikely to be 

re-experienced after the painful episode is 

healed, the feelings arising from social pain 

can be revived even if the painful event hap-

pened long ago(2).

Social pain promotes the fear of isolation and 

abandonment, communication difficulties, be-

sides economic losses, and loss of the social 

role played with family and friends(1,2). The 

need for acceptance is so fundamental that 

social exclusion has negative consequences 

for affection, health and well-being(2).

Among the chronic diseases characterized 

by social pain, one is sickle cell disease 

(SCD), the most prevalent chronic and 

hereditary disease in the world, due to a 

change in the hemoglobin molecule (Hb): 

the abnormal Hb S is produced in place of 

the normal Hb A. In Brazil, every year 3,500 

children are born with SCD, predominantly 

in African descent individuals(5). It affects 

0.1 to 0.3% of the black population, with 

a tendency to reach an increasingly sig-

nificant share, due to the high degree of 

miscegenation in the country. In the State 

of Bahia the incidence of SCD is 1 for every 

655 live births(3).

The occurrence of vaso-occlusions, especially 

in small vessels, represents the pathophysi-

ological event that determines the majority 

of the signs and symptoms present in the 

clinical picture of patients with SCD, such as 

painful crises, lower limb ulcers, acute chest 

syndrome, splenic sequestration, stroke, 

retinopathy, chronic renal failure, and aseptic 

necrosis of the femoral(4).

Considering that the gender patterns are 

constituents of the social, it is possible to 

assume that the perspectives of feminine 

and masculine cross all the fields of human 

existence, imposing differences even in the 

field of sickness and care(5). In this sense, 

during the therapeutic listening in the con-

sultation of people with SCD in a reference 

center, the following question emerged: how 

does social pain affect the gender roles of 

women and men with SCD? To answer this 

question, this study was developed with the 

objective of understanding the repercussions 

of social pain on the gender roles of women 

and men with SCD.

METHOD

A qualitative, exploratory study was devel-

oped. The participants were five women and 

11 men, who met the following inclusion 

criteria: having a confirmed SCD diagnosis, 

being an adult aged equal or more than 18 

years and less than or equal to 60 years, 

having experienced painful crises and being 

registered in the Reference Center of Atten-

tion to People with SCD, in a municipality in 

the interior of Bahia. Those who reported dis-

comfort at the time of the interview were ex-

cluded in order to avoid bias in the research.

The number of participants was established by 
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the theoretical saturation criterion, achieved 

after 16 interviews. Data collection was per-

formed from March to May 2016. To ensure 

the anonymity of the participants, codes 

were used to represent them: the letter W to 

identify women, and M for men, followed by a 

number that determined the interview order.

Empirical data were obtained through the 

projective technique of the theme-story de-

sign and semi-structured interview. For the 

application of the projective technique, white 

A4 paper and colored pencils were made avail-

able and participants were asked to create a 

drawing from the following stimulus: “Draw 

something that represents a woman / man 

with pain and SCD”. After the drawing was 

completed, the participants were asked to 

elaborate a story, “look at your drawing and 

tell a story that has beginning, middle and 

end,” and give it a title. The story was recorded 

and later transcribed by the first author.

Afterwards, the interviews were carried out 

through a semi-structured script that con-

sisted of two parts: characterization of the 

participants and guiding questions about the 

experience of pain and the social roles of 

women and men with SCD.

All the interviews were carried out in a private 

room of consultation rooms, where only the 

participants and the interviewer were pres-

ent; they lasted between 15 and 20 minutes; 

and were recorded and transcribed in their 

entirety by the interviewer herself. 

The empirical material was submitted to the-

matic content analysis(6) and content analysis 

for story designs proposed by Coutinho(7) 

from data triangulation, obeying the following 

analysis scheme: (1) drawings observation 

and floating reading of interviews; (2) sepa-

ration of the drawings by graphic similarity; 

(3) application of drawings analysis form for 

extracting explicit and implicit contents with 

construction of text synthesis (Figure 1); 

(4) Re-reading of statements, of the stories 

with their respective titles and of the syn-

thesis texts with the codification of units of 

analysis (thematic unit); (5) categorization 

of themes and naming of categories; and (6) 

inference and data interpretation in the light 

of the literature on pain experience and on 

gender roles. 

It should be noted that the categories were 

validated by the research team, authors of 

this article, consisting of two doctors (nurse 

and psychologist), two doctoral students in 

collective health (nurses), and two under-

graduate students (nursing and medicine).

This study was approved by the Commit-

tee of Ethics in Research (CEP) of the State 

University of Feira de Santana (UEFS), under 

Opinion no. 1,254,708, and complied with the 

recommendations of Resolution 466/2012 of 

the National Health Council.

RESULTS

There were 16 people participating in this 

study, of whom five were women and 11 were 

men, all with HbSS hemoglobinopathy, aged 

between 18 and 52 years. Nine declared to 

be black. Only one participant had higher 

education. The occupations reported were 

merchant, homemaker, student and hair-

dresser. Eight were unemployed at the time 

of collection and only one received assistance 

from the National Institute of Social Security 

(INSS, acronym in Portuguese).

Among the participants, 15 reported ha-

ving low income (≤1 minimum wage) and 
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exclusive access to health services through 

the Unified Health System (SUS); only one 

participant at the higher level received four 

minimum salaries and, in addition to SUS 

services, provided private assistance servi-

ces. The repercussions of social pain on the 

gender roles of women and men with SCD 

were organized into two categories that will 

be presented below.

Social pain in women with sickle cell disease 

is expressed in the impossibility of being a 

housewife, mother and sexed woman

Gender relations imprint different marks and 

roles to be socially fulfilled by women and 

men. For women with SCD, the significance 

of having the disease added to the experience 

of frequent seizures directly compromises do-

mestic activities, leading to poor performance 

and frustration. 

Often simply getting out of bed and 

doing daily activities, such as swe-

eping a house, washing the dishes, 

washing clothes, and making some 

meal, gets in the way [...] (W4). 

It prevents taking care of children, 

taking care of the husband... (W5). 

In general, women have concerns about dif-

ficulties in exercising their maternal roles 

and home and partner care. In addition to 

the low performance in domestic activities, 

due to the low level of education, the women 

interviewed have difficulty entering the world 

of work, and when this occurs, it is usually 

linked to domestic and informal work, such as 

child care or cleaning. Thus, losing the capac-

ity to work affects the subsistence, autonomy 

and self-esteem of women.

I lost work [...], they fired me saying 

that they didn’t want anyone sick 

working for them. I got into a deep 

depression. [...] I worked as a house 

cleaner, raised four younger siblings, 

and was unemployed (W5). 

The sexuality of women with SCD was marked 

by the decrease in interest/libido, which is 

influenced by two occurrences. The first is 

DENOTATIVE CONTENT 
(Explicit)

CONNOTATIVE 
CONTENT (Implicit)

Woman
Tears

Woman’s mouth tilted down
Curriculum in hand
Removal of bodies
Man with briefcase

Man’s mouth tilted up
Table with business sign

A sad and tearful woman 
loses the opportunity to stay 
in the company where she 

delivered the resume.
Smiling man with folder in 
hand, near to the company 

sign

MENTAL MAP / MAKE THE SYNTHESIS: 
Woman with sickle cell disease loses the job opportunity because she has the disease, that causes her 
to suffer; while the man represented is happy to have been given the opportunity to work. Thus, we 
can infer that having a formal job, that is, a job, promotes fulfillment and happiness, and disease is 

an obstacle to reach this ideal.

Figure 1. Model evaluation sheet of drawings. Bahia, 2016
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related to the fact that they experienced 

episodes of pain during the sexual act, which 

causes the fear of exposing themselves to 

new stimuli, thus contributing to the decrease 

of desire, refusal to meet and deprivation of 

sexual activity. In the second situation, which 

is more evident in women with leg ulcers, 

it has been noticed that, because they are 

ashamed and embarrassed when exposing 

their bodies with a wound, women with SCD 

feel less attractive and this alteration of the 

self-image contributes to indisposition for 

the sexual act.

[...] I myself don’t feel like having 

sexual activity; I don’t like him to stay 

on top of me... It bothers me... (W2).

Pain also reduces the motivation for partici-

pation in daily activities, as well as changing 

the body posture that, over time, adds to 

individuals motor limitations and discom-

forts with their own image. In addition to 

the altered sexual experience, having SCD 

also showed interference in the maternity 

plans, which was influenced by the fear of 

experiencing abortion and the adversities of 

the illness of a child with this disease.

The issue of pregnancy is also... a 

complicated matter for me (tears)... 

because I’ve already lost two bro-

thers... I dream of having children, 

but I don’t want this life of struggle 

anymore. I’m afraid to get pregnant, 

and then something happens and I 

can’t have the baby... (W1). 

The social pain of men with sickle cell disease 

is expressed in the difficulty of being a worker, 

a provider and a sexually active man

In the perspective of the man with SCD, the 

social dimension of pain was directly related 

to the consequences of leaving the work 

and the expectation of changing the role of 

provider to the role of financially dependent 

on someone.

In my self-esteem, I interfere in this 

part because I worked and now I 

don’t work anymore (M3). 

The painful experience, during or after the 

sexual act, was commonly reported by men, 

and it sometimes contributed to the end of 

relationships. There is a prejudice about 

the sexuality promoted by the pain, whose 

interference occurs even before the sexual 

AN INJURED WOMAN
This drawing is from a woman who is going through a lot of pain; 
she is looking at that wound that bothers her a lot. She’s a little 

crooked, her neck turned aside because the pain bothers her a lot 
and she’s trying to help herself to see if the pain goes away. So this 
is what this drawing is; she tries to repair, but she can’t; she walks 

awkwardly. (W5).

Figure 2. Drawing story of a woman with sickle cell disease. Bahia, 2016  
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act, discouraging individuals to seek to meet 

their sexual need. However, when initiatives 

occur, the relationship is marked by pain that 

can occur in any part of the body.

Pain affects my sex life a lot, be-

cause if I’m at rest and have sexual 

intercourse, I feel my feet hurt, my 

knees hurt, my back hurts, my neck 

hurts, my elbows hurt... everything! 

Everything hurts, especially after 

ejaculation (M5). 

Priapism is one of the complications of SCD 

presented by men, characterized by the 

painful and involuntary erection of the penis 

and usually causes sexual impotence, deeply 

shaking their referential masculinity. When 

speaking about priapism the participants 

were ashamed and embarrassed.

It prevents up dating. In the case 

of priapism, which we feel a lot, the 

sexual potency really decreases. I 

don’t have it, but when I had it, I felt 

strong pain in the morning... (M2). 

I had priapism all the time. Nowadays 

I don’t have it any more. I used to 

have it two or three times a week; it 

was more often at night (M4). 

The painful experience becomes disabling 

and interferes in the realization of personal 

development plans and projects, such as 

building a professional and family career. In 

this sense, men are hopeless, frustrated and 

very sensitive, with negative expectations 

about the outcome of the disease.

I had a dream of being a family man, 

having my children, my wife, my 

house, my job... If it rained or it was 

sunny, I would be there to secure my 

house... But that was a dream that 

I can’t make come true today. (M5)

For men, happiness is closely linked to the 

realization of paternity plans, but SCD ap-

pears as an obstacle to the success of their 

life projects.

While recognizing the ability to bear children, 

men, recalling the experiences of relationship 

rupture and erectile dysfunction, fear rejec-

tion by partners and abdicate the projects of 

being a father. For those who already experi-

ence paternity, the disease intervenes in the 

performance of expected tasks of the father, 

such as playing with the children, running 

with them and taking them to school, which 

leads to dissatisfaction.

For me it is terrible because the chil-

dren have to be taken to school, but 

somebody else takes them and I stay 

on bed taking medicine and moaning, 

waiting for the pain to pass. (M11).

The man with DF experiences economic loss-

es and the rupture of the social role played 

with the family and the community, as well 

as changes in sexuality and paternity.

DISCUSSION

Pain occupies a central place in the experi-

ence of people with SCD. Since childhood, 

they present pictures of dactylitis, painful 

crises, enlargement of the spleen, leg ulcers 

and hormonal changes with a consequent 

delay in sexual maturation, forging an iden-

tity marked by suffering, discrimination and 

inequality that characterize social pain.
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Together, these bodily alterations affect self-

image, self-esteem and self-confidence(8), 

provoking different reactions in patients, 

friends and relatives, which provoke the 

self-isolation and difficulties to initiate the 

first partnerships of friendship and courtship. 

Among women with SCD, social pain is shaped 

by the complexity of fears, limitations and 

frustrations of socially constructed expecta-

tions. In this sense, their social pain involves 

the fear of spontaneous abortion, fear of rais-

ing a child with the disease, or of not fulfilling 

what is expected of a mother. These findings 

are in agreement with the study involving 25 

women with SCD at reproductive age, which 

showed that the fact of wishing to become 

pregnant, satisfying the social expectation 

of motherhood, promotes conflicts, feelings 

of inadequacy and guilt. Most of them feel 

they are making a “mistake” when they get 

pregnant, given the possibility of the child 

being born with the disease. The experience 

of having an abortion or losses of other rela-

tives due to complications of the disease also 

contribute to increase the fear of women with 

SCD who wish to become mothers(8).

Frustrations, irritability, feelings of self-

disgust, mood swings and depression are 

evidenced from social losses due to chronic 

illness, both in women and men with SCD. 

Frustrations, irritability, feelings of self-

disgust, mood swings and depression are 

evidenced from social losses due to chronic 

illness, both in women and men with SCD(9).

According to a review study on the implica-

tions of chronic pain in family relationships, 

close people, such as spouses, may either 

overestimate or underestimate complaints 

of family pain. Both judgments, however, 

are detrimental to the relationship, since, by 

overestimating the complaints, there is a ten-

dency to adopt behaviors of overprotection 

that hinders the protagonism of the people 

and hurts their autonomy. On the other hand, 

underestimating implies more criticism and 

less support, which can intensify the feeling 

of abandonment and loneliness and, conse-

quently, lead to social pain(9, 10).

In a qualitative study conducted in patients 

with neuropathic pain, difficulties in planning 

social activities due to the unpredictable na-

ture of pain were identified as the main cause 

of limitations to fulfill social commitments(11).

Men resent the loss of the ability to work and 

suffer from the impossibility of maintaining 

the material conditions of existence given 

THE DISEASE INTERFERE IN HAPPINESS SOMETIMES 

My drawing means the following: let’s say that here I am the father; the boy is the son I want to have; 
and the wall means the disease that prevents me from fulfilling my dream of being a father, because 

if it were not for the illness I would have already had a child, but I try to avoid it because I don’t want 
anyone suffering what I suffer. (M3).

Figure 3. Drawing on the story of a man with sickle cell disease. Bahia, 2016
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the limitations imposed by physical pain. 

They often feel a “burden” in assuming the 

position of financial dependency of family 

members. A study in which narratives of 

men with SCD were heard revealed that the 

disease prevents the continuity of work ac-

tivities, culminating in unemployment and an 

obstacle to remain as provider of the family 

and responsible for the maintenance of its 

members(12).

The fear of reliving the feelings of social pain, 

avoiding new contacts or moving away from 

family and friends, is similar to the experience 

of women with leprosy, in which self-isolation 

adopted as a way of self-protection against 

discrimination impoverishes the support net-

work or prevents the necessary support for 

people in situations of vulnerability(13).

A study that listened to people with low back 

pain and disc hernias identified that these 

people construct narratives that help them 

understand attitudes toward the limitations 

imposed by pain, such as “to continue life 

without pain” and “life with pain continues”. 

The first narrative influences the dogged pur-

suit of elimination of pain while maintaining a 

strict regimen of pain control. In the second, 

on the other hand, people tend to establish 

strategies and find ways to a functional life 

even with the continuity of pain(14).

Both the women and the men in this study 

revealed the interference of pain in their daily 

activities, as well as participants in another 

study that included people with neuropathic 

pain after spinal cord injury. The latter alleged 

that they perceive themselves in a constant 

battle for the control of their own life, the 

pain being the adversary. This perception of 

loss of control is directly related to the low 

acceptance of pain, while the sense of greater 

acceptance of pain leads the person to choose 

to stop fighting it(15).

The social pain in women is based on the 

failure to perform domestic tasks, whereas 

in men it is based on the non-fulfillment of 

the role of worker/provider. This perspective 

links women to the home space, historically 

reserved for the female sex, and the public 

space destined for men in the sexual division 

of labor(5) 

Although women have occupied public spaces 

in the last decades, it can be seen in this re-

search that women with chronic diseases are 

increasingly confined to the domestic space 

and the role of caregiver in an informal way. 

This does not guarantee them financial au-

tonomy or labor rights capable of maintaining 

their material subsistence when pain prevents 

them from working. While recognizing their 

limitations in meeting social expectations, 

the power of reproducing gender stereotypes 

becomes explicit when women feel unable 

to continue caring for family members and 

resentful recalling that they fulfilled that role 

before disability(5).

The status conferred on men by their work 

plays an important role in the sense of iden-

tity, self-esteem, and psychological well-

being(15). Thus, men with chronic disease 

with various manifestations in the body, as 

in the case of the SCD, who are unable to 

enter or remain in the labor market, are to-

tally dependent on their relatives and, as a 

consequence, the frustration, impotence and 

uselessness to the world and life emerge(15).

Another aspect of the social pain of people 

with SCD evidenced was the change on the 

exercise of sexuality. Women, on the one 

ONLINE BRAZILIAN JOURNAL OF NURSING, 17(4): e20186142

Silva JGT, Carvalho ESS, Xavier ASG, Ramos MS, Maia HAAS, Araújo TM. 
https://doi.org/10.17665/1676-4285.20186142

Page | 8

https://doi.org/10.17665/1676-4285.20186142


hand, complained of loss of interest due to 

altered self-image, because they perceived 

themselves less attractive. Men, on the other 

hand, complained that pain prevents them 

from performing the sexual act due to pria-

pism and erectile dysfunction(16). Negative 

sexual experiences affect socially constructed 

referrals of masculinity and alter paternity 

projects(16).

The self-devaluation of women in this study 

is similar to the result found in a study on 

women with chronic wounds who, because 

they live with odors, secretions and scars, 

lose self-confidence and self-esteem(17). It 

should be noted that in the SCD, leg ulcers 

appear at a very young age in the periods of 

greatest effervescence of social contacts(17).

In the case of men, the harm that can be 

caused on sexuality can happen even before 

the sexual act, since physical pain discour-

ages them from seeking to meet their sexual 

need. In addition, at times when there are 

initiatives, sexual interaction is marked by 

pain that can occur in any part of the body. 

Moreover, the social pain left by the conse-

quences of priapism hurts the masculinity of 

men with SCD who suffer from early shame 

when they are mistaken for sexual perverts, 

and once their sexual performance is modi-

fied by erectile dysfunction, they suffer from 

the constant fear of “failing” at the time of 

sex(18).

As found in the reports of men with SCD 

from this study, the results of another study 

indicate that chronically ill men avoid get-

ting close to representations of fragility and 

passivity, considered attributes or qualities 

typically feminine. And, in addition to feeling 

pressured to play a sexual role in interact-

ing with partners, they test their masculin-

ity through active action in the relationship, 

denying the problem, and often subjecting 

themselves to undesirable or painful situa-

tions to meet social expectations(19).

As for changes in paternity, the social pain 

was revealed in the non-realization of the 

plans to be a father, either by infertility or 

erectile dysfunction, by the lack of financial 

autonomy to fulfill the parental function 

(provide care with food, clothing, education, 

health, and others) or by not being able to 

follow the activities of the children as they 

idealized(19,20).

The way women and men experience social 

pain in SCD is closely related to how they 

see themselves within the frame of reference 

defined by and in the culture, projecting ide-

als to drive their plans of being in the world.

CONCLUSION

This study aimed to understand the reper-

cussions of social pain on the gender roles of 

women and men with SCD. The participants 

in this study were characterized by low level 

of schooling, low socioeconomic status and, 

consequently, greater financial dependence 

on family members.

The social dimension of pain is experienced by 

women and men, with similarities in suffering 

because of the lack of job opportunities that 

guarantee them a place socially recognized 

and valued. As for sexuality, it can be inferred 

that men, even under stress caused by pain 

before and after the sexual act, maintain the 

initiative for sex, failing to do so only in view 

of the limitations on erection caused by the 

subsequent events of priapism. Women, on 

the other hand, seemingly lose their sexual 
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interest because they fear new seizures or 

because they feel less attractive when they 

have leg ulcers. 

In both sexes there is frustration over un-

planned projects of building a family and 

exercising motherhood/parenthood either 

because they fear that their children will be 

born with the disease or because the com-

plications prevent them from maintaining re-

productive functions successfully or because 

the economic needs restrict access to the 

material conditions of existence that assure 

them to assume the expenses foreseen in 

parenthood.

Regarding the methodological limitations, 

because it is a qualitative research, its results 

cannot be generalized. Moreover, the fact that 

the sample was composed mainly of socially 

and economically disadvantaged people from 

a city in the interior does not allow us to infer 

that the social dimension of pain is a reflec-

tion of the same causes that afflict people of 

different social classes residing in capitals, 

since social pain is influenced by context, the 

availability of services and support networks.

This study highlights that people suffering 

from SCD can benefit from sensitive listening 

in a multiprofessional care approach, which 

considers gender determinations as a marker 

of social expectations that influence their 

life projects, helping them to cope with the 

changes that cause them pain that cannot be 

minimized with medicines.
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