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Abstract 
Introduction: Sickle cell disease, the most frequent hemoglobinopathy, is one 
of many causes of psychological repercussions. Objectives: To determine the 
prevalence of psychological disorders in children/adolescents living with sickle 
cell disease and to identify the associated factors. Patients and Method: An 
analytical cross-sectional study was conducted from June to September 2019 
at the national sickle cell center and at the mother-child consultation of the 
University Hospital of Brazzaville. Children/adolescents aged six to 19 years 
old followed for sickle cell disease were included. Psychological disorders 
were assessed using the Diagnostic and Statistical Manual of Mental Disord-
ers “DSM-5” which assesses depression and anxiety disorders, the Rosenberg 
Self-Esteem Scale, and the Brief Illness Perception Questionnaire which as-
sesses representations of chronic diseases. SPSS 20.0 software was used for 
statistical analysis. Results: Out of 201 children/adolescents included, a drop 
in self-esteem was noted: 76.1%, anxiety 29.9%, depression 5.5% and a nega-
tive impact on daily life in all cases. These were significant negative conse-
quences 39.3%. Advanced age, duration of illness, delay in school and puber-
ty, use of upper-level analgesics, number of complications and hospitalizations, 
and occurrence of complications were associated with psychological disord-
ers. Conclusion: The frequency of psychological disorders during the expe-
rience of the child/adolescent living with sickle cell anemia, requires that edu-
cation, behaviour change communication be strengthened in order to improve 
the quality of care. 
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1. Introduction 

Sickle cell disease is a public health problem. According to the WHO about 300,000 
children are born with sickle cell disease each year [1]. In Africa, the homozyg-
ous form affects around 2% of the population [1], including 1.22% in a pediatric 
population and 0.9% in newborns in Congo [2] [3]. It is responsible for both 
acute and chronic complications [4], as well as disturbances in psychosocial de-
velopment [5] [6], including low self-esteem, negative feelings and depression 
[7] [8]. 

In Africa, the psychosocial experience of children/adolescents living with sickle 
cell disease is poorly documented [9] [10]. In Congo, only one study on the psy-
chosocial experience of mothers of children with sickle cell disease is available 
[6]. In order to improve the psychological experience of children/adolescents liv-
ing with sickle cell disease in Brazzaville, the objective of the study was to deter-
mine the prevalence of psychological disorders in children/adolescents living with 
sickle cell disease and to identify the associated factors. 

2. Patients and Methods 

An analytical cross-sectional study was carried out from June to September 2019 
at the national sickle cell reference center and at the mother-child consultation 
of the Brazzaville University Hospital. Children/adolescents living with sickle 
cell disease followed in these centers constituted our study population. Those six 
to 19 years of age homozygous (hemoglobin S level ≥ 75%), in the intercritical 
period were included. Heterozygosity or composites (AS, SC and thalassemia 
S/β0 composites), unaccompanied children/adolescents and those whose parents 
were unwilling were not included. On these criteria, 201 subjects living with ho-
mozygous sickle cell disease were selected. The psychological experience was as-
sessed using the diagnostic criteria of the American Psychiatric Association’s Di-
agnostic and Statistical Manual of Mental Disorders, DSM-5 for depression [11]. 
The Likert-type Rosenberg scale for self-esteem [12] and the Brief Illness Per-
ception Questionnaire (BIPQ) for cognitive and emotional representations [13] 
and an open-ended question comprising three words or expressions spontaneous-
ly associated with sickle cell disease by the subject.  

The variables studied included a main variable: the psychological experience 
of the disease and secondary variables: socio-demographic, the circumstances of 
discovery of the disease by the subject, the age at diagnosis, the duration of the 
disease, the history of hospitalization, number and type of complications, nutri-
tional [14] and pubertal status [15]; examination signs and treatment for the 
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child/adolescent and, the number of children living with sickle cell disease in the 
family, marital status, socioeconomic and educational level, electrophoretic pro-
file for collateral. 

The statistical tests used were the Chi-square test and Fisher’s exact test. The 
strength of the relationship between the variables was measured by Cramer’s V 
(<0.10: zero or very weak relationship; ≥0.10 and <0.20: weak relationship; ≥0.20 
and <0.30: mean relationship, and ≥0.30: strong relationship). The significance 
threshold was set at 5%. 

Ethical Considerations 

The study received approval from the Health Sciences Research Ethics Commit-
tee, the academic authorities of the Faculty of Health Sciences, the Director of 
the National Sickle Cell Center and the Head of the Monitoring Unit. children/ 
adolescents living with sickle cell anemia. Data confidentiality has been guaran-
teed. 

3. Results 

3.1. Descriptive Data 

3.1.1. The Psychological Experience 
Out of 201 subjects selected, the diagnostic criteria for depression and anxiety 
disorders were noted in 52 (25.9%), depression in 11 (5.5%) including six (2.98%) 
mild and five (2.48 %) moderate; anxiety in 60 subjects (29.85%) including 36 
(17.9%) of social anxiety, 21 (10.4%) of generalized anxiety disorder and one 
case of separation anxiety, panic disorder, respectively and post-traumatic stress. 
The decrease in self-esteem, noted in all cases, was low in 97 (48.2%) cases, me-
dium in 56 (27.9%) cases and high in 48 (23.9%) cases. 

The impact of the disease on the subject’s daily life was negative in all cases. 
These were small negative consequences n = 122 (60.7%) and large negative 
consequences n = 79 (39.3%). The answer to the question on the probable dura-
tion of the disease noted that it was perceived as curable by 155 (77.1%) subjects 
and chronic by 46 (22.9%). 

A poor ability to control symptoms of the disease was noted in 147 (73.1%) 
subjects, with significant control in 54 (26.9%). The subjects’ perception of the 
importance and effectiveness of treatment according to item 4 shows poor con-
trol of the treatment in 26 (12.9%) subjects and good control in 175 (87.1%). The 
subjects’ personal experience perception of symptoms was poor in 129 (64.2%) 
and good in 72 (35.8%). The distribution of subjects according to their concerns 
about the disease showed that it was low 138 (68.7%) and high in 63 (31.3%). 
The subjects’ perception of understanding of the disease was low in 152 (75.6%) 
and good in 49 (24.4%), the emotional impact of the disease showed weak nega-
tive emotions in 106 (52.7 %) and significant in 95 (47.3%). A feeling of fear in 
82 (40.8 %%); sadness in 69 (34.3%) and anger in 54 (26.9%). 

The knowledge of the cause assessed by the ability to list up to three probable 
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causes of the disease showed that at least one cause was mentioned by 77 (38.3%) 
subjects. The various causes mentioned were grouped into four categories: here-
ditary “linked to a fault of the parents” n = 43 (46.7%); behavioral “intense 
physical or sports activity, my own fault, stress, non-compliance with therapy, 
refusal to put on a sweater, refusal to use hot water, cold” n = 37 (40.2%); su-
pernatural “sorcery, for lack of God, a coincidence”, inexplicable ”n = 8 (8.7%); 
linked to a blood abnormality “abnormal blood, decreased blood, fragile red 
blood cells” n = 3 (3.3%). Three words or phrases were spontaneously associated 
with sickle cell disease in 111 (55.2%) subjects, one or two words in 72 (35.8%) 
and no words in 18 (9%) (Table 1). 
 
Table 1. Words or expressions associated with sickle cell disease by the subjects. 

Category Words or phrases 

Pain (n = 109) 
“Pain” (34), “ache” (10), “pain in the bones” (31),  
“stomach pain” (18), “headache” (8), “crying” (6),  

“screams” (2). 

Stigma and limits  
(n = 34) 

“Pain” (34), “ache” (10), “pain in the bones” (31),  
“stomach pain” (18), “headache” (8), “crying” (6),  

screams” (2). 

Disease (n = 166) 

“Sick” (41), “cold” (3), “characteristic morphology” (2),  
“hospital” (16), “incurable” (7), “yellow eyes” (5), “pallor” (4),  

“Feeling bad” (14), “dizziness” (2), “swelling fingers” (1),  
“crisis” (1), “no appetite” (1), “transfusion” (1),  

“Can not sleep” (1), “bad illness” (2), “drugs” (4), “fever” (14),  
“water” (1), “serious illness” (2), “thin” (3), “bloated belly” (5),  

“bousillé bone” (1), “hereditary disease” (1), “vomiting” (4),  
“sting” (7), “fatigue” (30). 

Feelings (n = 58) 

“Shame” (2), “disgust” (2), “anger” (8), “too afraid” (1),  
“not happy” (2), “fear of being rejected” (1), “hate” (2),  

“unhappy” (1), “fear of being hospitalized” (2),  
“upset” (1), “frustrated” (1), “sad” (13), “discouraged” (1),  

“Fear” (11), “parental suffering” (1). 

Death (n = 16) 
“Death” (11), “dead before 25” (1), “short life” (1),  

“early death” (1), “fear of death” (2). 

Battle (n = 23) 
“Stop being sad” (1), “want to be like others” (1),  

“difficult” (3), “be strong” (4), “cure” (8), “hope” ( 6). 

Blood (n = 26) 
“Blood” (7), “red blood cells” (1), “decrease in blood” (8),  

“anemia” (4), “abnormal blood” (2),  
“deformation of red blood cells” (4). 

Misunderstanding (n = 2) “Sorcery” (1), “does not understand anything” (1). 

n: number; in parenthesis: number of times the phrase or word has been mentioned. 
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3.1.2. Sociodemographic Characteristics of the Subjects 
The median age of the subjects was 12 years with an interquartile range between 
9 and 15 years. These were 107 (53.2%) girls and 94 (46.8%) boys, sex ratio 0.88. 
They were 6 to 9 years old n = 57 (28.3%), 10 to 12 years old n = 51 (25.4%), 13 
to 15 years old n = 47 (23.4%) and 16 to 19 years old n = 46 (22.9%). They were 
supported by both parents n = 103 (51.2%), the father n = 32 (15.9%), the moth-
er n = 54 (26.9%) and a guardian n = 12 (6.0%). They were the only child of the 
couple n = 23 (11.4%), a couple of 2 to 3 children n = 91 (45.3%) and more than 
three children n = 87 (43.3%). He was the couple’s first child n = 61 (30.3), 
second n = 54 (26.9%) and over two n = 43 (21.4%). The child was the only one 
in the family living with sickle cell disease n = 159 (79.1%) and there was more 
than one n = 42 (20.9%). These were children attending school in all cases, in-
cluding 102 (50.7%) in primary, 65 (32.3%) in college, 29 (14.4%) in high school 
and 5 (02.5%) at university. Academic performance was poor in 54 (26.9%) sub-
jects, average in 96 (47.8%) and good in 51 (25.4%), academic delay was noted in 
32 (15.9%) subjects and absenteeism in 43 (21.4%). 

3.1.3. Sociodemographic Characteristics of Parents 
The parents lived as a couple n = 105 (52.2%), single or single parent n = 58 
(28.9%), they were step families n = 34 (16.2%) and the parents were deceased n 
= 4 (2.0%). The socioeconomic level was low n = 51 (25.4%), medium n = 106 
(52.2%), high n = 44 (21.9). The level of education was primary n = 16 (8%), 
secondary n = 135 (67.2%), higher n = 45 (22.4%) for mothers versus primary n 
= 3 (1.5%), secondary n = 108 (55.7%), higher n = 77 (38.3%) for fathers. Five 
(2.5%) mothers versus n = 13 (6.5%) fathers were not in school. The electropho-
retic profile was known for 47 (23.4%) mothers versus 32 (16.0%) fathers. The 
mothers were heterozygous in all cases versus n = 31 (15.5%) heterozygous fa-
thers and one homozygous. 

3.2. Clinical Features 

The median age at diagnosis was three years with interquartile range between 
one and six years, including 145 (72.1%) between three months and five years, 
41 (20.4%) between 6 and 10 years and 15 (7.5%) between 11 and 16 years old. 
The circumstances of discovery were: bone pain n = 119 (59.2%), anemia n = 39 
(19.4%), infection n = 27 (13.4%), abdominal pain n = 11 (5.5%), a systematic 
assessment n = 4 (2%) and one (0.5%) priapism. 

The duration of the disease was 0 to 5 years n = 67 (33.3%), 6 to 10 years n = 
76 (37.8%), 11 to 15 years n = 43 (21.4%) and 16 to 18 n = 15 (7.5%). The status 
of people living with sickle cell disease was known by 107 (53.2%) subjects aged: 
6 to 9 years n = 10 (9.3%), 10 - 12 years n = 69 (64.5%), 13 - 15 years n = 25 
(23.4%) and 16 - 18 years n = 3 (2.8%). The information was obtained from one 
or both parents n = 82 (76.6%), from the attending physician n = 20 (18.7%) and 
following personal research n = 5 (4, 7%). A history of hospitalization was found 
in 190 (94.5%) subjects. The number of previous hospitalizations ranged from 1 

https://doi.org/10.4236/ojped.2021.111004


E. Moyen et al. 
 

 

DOI: 10.4236/ojped.2021.111004 40 Open Journal of Pediatrics 
 

to 5 n = 140 (69.7%), 6 to 10 n = 39 (19.4%) and more than 10 n = 11 (5.5%). 
The history of complication found in 138 (68.6%) subjects was divided into 

acute complication n = 110 (54.7%), chronic n = 7 (3.5%) and acute and chronic 
n = 21 (10.4 %). The complication was single n = 71 (35.3%), two complications 
n = 49 (24.4%) and three to five n = 18 (9.0%). Vaso-occlusive crises were noted 
one to three times n = 88 (42.8%) and more than three times n = 19 (9.5%). A 
history of deglobulization crisis one to three times n = 68 (33.8%) and more than 
three times n = 3 (1.5%). 

Subjects were eutrophic n = 159 (79.1%) and emaciated n = 42 (20.9%). Growth 
retardation was noted n = 21 (10.4%), puberty delay n = 5 (2.4%), jaundice n = 118 
(58.7%), splenomegaly n = 27 (13.4%) and functional impotence n = 8 (4.0%). 

The treatment was: folic acid supplementation in all cases, analgesic n = 187 
(93.0%), level 1 n = 155 (82.9%), level 2 n = 17 (9.1%) and stage 3 n = 15 (8%). 

Blood transfusion n = 168 (83.6%); penicillin n = 24 (11.9%) subjects. The in-
dications for hydroxyurea n = 33 (16.4%) were recurrence of painful and anemic 
attacks n = 13 (39.4%), stroke n = 5 (15.2%), ATS, priapism and heart disease 
one case each. In 12 (36.4%) subjects the indication was not specified. 

3.3. Analytical Study 

The onset of depression in children/adolescents is associated with age, the dura-
tion of the disease, the number of hospitalizations, the number and type of com-
plications and the use of analgesics (Table 2). According to Cramer’s V, the as-
sociation was weak with the number of hospitalizations; moderate with the length 
of the disease, the current age, the number and type of complications and strong 
with the use of analgesics. 

Illness duration, performance, and academic delay are associated with anxiety 
(Table 3). A weak association for taking hydroxyurea, medium for school and 
puberty delay and strong for age and duration of the disease. 

The drop in self-esteem is associated with age, the duration of the illness and the 
existence of a school delay, the number of hospitalizations and the use of anal-
gesics (Table 4). This is a weak association for the number of hospitalizations; 
average for school delay, duration of illness and analgesics and strong for age. 

4. Discussion 

The course of sickle cell disease is punctuated by vaso-occlusive crises, deglobu-
lization, infections [4] but also the ever possible occurrence of psychological re-
percussions [5]. The objective of the study was to identify the psychological dis-
orders likely to interfere with the experience of the child/adolescent living with 
sickle cell disease as well as the associated factors relating thereto. The study 
framework as well as the size of the sample justifies why the results obtained can 
be applied to the entire infant and juvenile population living with sickle cell dis-
ease in Brazzaville, although a pitfall relating to certain open questions could lead 
to problems: negative emotional reactions. 
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Table 2. Relationship between socio-demographic and clinical characteristics and de-
pression. 

Variables 

Depression 

Yes No 
p (Khi-2) 

n % n % 

Age range  
(years) 

6 - 9 - - 57 30.0 

<0.001* 
10 - 12 - - 51 26.8 

13 - 15 2 18.2 45 23.7 

16 - 19 9 81.8 37 19.5 

Duration of illness 
(years) 

0 - 5 1 09.1 66 34.7 

0.006* 
6 - 10 2 18.2 74 39.0 

11 - 15 5 45.5 38 20.0 

16 - 18 3 27.3 12 6.3 

Number of  
hospitalizations 

0 1 09.1 10 5.3 

0.040* 
1 - 5 4 36.4 136 71.6 

6 - 10 5 45.5 34 17.9 

>10 1 09.1 10 5.3 

Number of  
complications 

0 1 09.1 62 32.6 

0.039* 
1 6 54.5 65 34.2 

2 1 09.1 48 25.3 

>3 3 27.3 15 7.9 

Type of  
complications 

Non 1 09.1 62 32.6 

0.043* 
Acute 6 54.5 104 54.7 

Chronic - - 7 3.7 

Acute and chronic 4 36.4 17 8.9 

Taking analgesics 

None 1 09.1 13 6.8 

<0.001* 
Tier 1 2 18.2 153 80.5 

Tier 2 2 18.2 15 7.9 

Tier 3 6 54.5 9 4.7 

n: number, %: percentage; *p calculated by Fisher’s exact test. 
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Table 3. Relationship between socio-demographic and clinical characteristics and anxiety. 

Variables 

Anxiety 

Yes No 
p (Khi-2) 

n % n % 

Age (years) 

6 - 9 2 04.1 55 36.2 

<0.001 
10 - 12 3 06.1 48 31.6 

13 - 15 20 40.8 27 17.8 

16 - 19 24 49.0 22 14.5 

Duration of illness 
(years) 

0 - 5 8 16.3 59 38.8 

<0.001* 
6 - 10 14 28.6 62 40.8 

11 - 15 21 42.9 22 14.5 

16 - 18 6 12.2 9 5.9 

School performance 

Low 20 40.8 34 22.4 

0.027 Mean 21 42.9 75 49.3 

Good 8 16.3 43 28.3 

School delay 
No 33 67.3 136 89.5 

0.001 
Yes 16 32.7 16 10.5 

School absenteeism 
No 38 77.6 120 78.9 

0.843 
Yes 11 22.4 32 21.1 

Pubertal delay  
(n = 144) 

No 45 91.8 94 98.9 
0.045* 

Yes 4 8.2 1 1.1 

Blood transfusion  
concept 

No 5 10.2 28 18.4 
0.194 

Yes 44 89.8 124 81.6 

Taking hydroxyurea 
No 36 73.5 132 86.8 

0.044 
Yes 13 26.5 20 13.2 

n: number, %: percentage; *p calculated by Fisher’s exact test. 
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Table 4. Relationship between socio-demographic and clinical characteristics and self- 
esteem. 

Variables 

Self esteem 

Low Mean High 

p (Khi-2) 

n % n % n % 

Age (years) 

6 - 9 11 11.3 15 26.8 31 64.6 

<0.001 

10 - 12 27 27.8 15 26.8 9 18.7 

13 - 15 26 26.8 16 28.6 5 10.4 

16 - 19 33 34.1 10 17.9 3 06.3 

Duration of illness 
(years) 

0 - 5 22 22.7 16 28.6 29 60.4 

<0.001* 

6 - 10 37 38.1 22 39.3 17 35.4 

11 - 15 28 28.9 14 25.0 1 02.1 

16 - 18 10 10.3 4 07.1 1 02.1 

School delay 

No 76 78.4 46 82.1 47 97.9 

0.008 

Yes 21 21.6 10 17.9 1 02.1 

Number of  
hospitalizations 

0 4 04.1 4 07.1 3 06.3 

0.045* 

1 - 5 59 60.8 43 76.8 38 79.2 

6 - 10 28 28.9 7 12.5 4 08.3 

>10 6 06.2 2 03.6 3 06.2 

Taking analgesics 

None 7 07.2 - - 7 14.6 

0.002* 

Tier 1 69 71.1 46 82.1 40 83.3 

Tier 2 10 10.3 7 12.5 - - 

Tier 3 11 11.3 3 05.4 1 2.1 

n: number; %: percentage; *p calculated by Fisher’s exact test. 
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4.1. Prevalence of Psychological Experience 

The prevalence of depression estimated at 5.5% is higher than in the general 
population: 0.5% in children under 12% and 3% in adolescents 12 to 18 years 
[16]. In an adult population living with sickle cell disease, it is twice as high as in 
controls [17]. In a study where only parents/guardians were interviewed, its 
prevalence was 86.4% according to Lukoo in DRC [9]. The prevalence depends 
on the study population, Gernet reports 9.1% when the questionnaire was sent to 
parents versus 36% when it was addressed to children [7], but also according to 
the type of questionnaire. Such as the Mini-International Neuropsychiatric In-
terview for Children and Adolescent (MINI-Kid) structured on the basis of 
DSM-4 and CIM-10 [10], MDI-C in Belgium and DRC with a prevalence of 25% 
[8] [9] and the Children Depression Invotory “CDI” questionnaire in France 
with a prevalence of 5% [18]. 

The prevalence of anxiety: 29.9% is higher than in the general population of 
children/adolescents aged 5 to 18 years: 5% according to Bailey [16]. Fear of 
care, the invasiveness of treatments and the projections they make of the out-
come of the disease such as the idea of death are the contributing factors [19]. 
Prevalences as high as ours are reported in children aged 6 to 12 by Lambotte: 
25% [8] and in those aged 8 to 17 by Wagner: 41.3% [20]. The high prevalence of 
anxiety disorders is a constant during chronic pathologies such as asthma: 25.7% 
[21] and epilepsy: 33% [22]. 

The drop in self-esteem is like depression and anxiety, disturbed during the 
chronic illness experience as for 75% of adolescents living with sickle cell disease 
in Seigel’s study [23] and 76.1% in our study. According to Alvin, the child/ 
adolescent living with sickle cell disease has a spontaneous tendency to isolate 
itself and to reduce social, cultural or leisure activities [5]. The morphological 
aspect is also one of the stigmatizing factors that are the source of the deteriora-
tion in the quality of life [24]. For Lambotte, it is the feeling of being different 
from his fellows [8]. 

4.2. Representations of Sickle Cell Disease 

For the family unit, the child/adolescent living with sickle cell disease is some-
times overprotected with a tendency to exempt it from heavy responsibilities [25], 
sometimes considered as a burden that we want to get rid of, a “financial pit” or 
“like the misfortune of the family” [10] but also, a dangerous and fatal illness, 
source of worry and expense [26]. 

As with all chronic diseases, the experience of sickle cell disease is characte-
rized by a significant physical, psychological and social impact [26] [27] [28] 
[29]. Thus, social dysfunction was noted in 39.3% and chronicity of the disease 
recognized in 22.9% by Girot [30]. According to Diop, only 26.9% of adults liv-
ing with sickle cell disease have symptoms under control [31]. CVOs, formidable 
complications, the object of addiction to treatment, constitute the reality of the 
disease over which the subject has no power or control [5]. Also, recurrent painful 
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crises, little or badly relieved, are experienced as traumatic events that leave a 
negative feeling [32]. 

Sickle cell disease is a taboo in African representation, an obstacle to any re-
search and information initiative [33]. In this study, the understanding of the 
disease is 24.4%. In the West, according to Oudin-Doglioni, the consequences of 
sickle cell disease on life are perceived by 50% of adults, chronicity by 60% and 
knowledge of treatment by 62.5% [34]. The representations of the disease are 
identical in adults and grandchildren. It has been established that subjects who 
have a poor understanding of the disease perceive neither the negative conse-
quences nor the possibility of chronicity and are less concerned [30] [35]. The 
causes of sickle cell disease are also variously perceived. Thus, a cause is attri-
buted to it in less than half of the cases in Gernet’s pediatric series [7], 38.3% in 
our study, due to young age, lack of information, ignorance of the status. elec-
trophoresis by parents and the low contribution of medical personnel to the an-
nouncement of the diagnosis. All these factors explain why in Africa, sickle cell 
anemia is sometimes associated with a mystical phenomenon [33] as evidenced 
by the words of a 12-year-old girl who said: “I am sick because the members of 
my mother’s family didn’t want her to have a daughter and they put a spell on 
her”. At the same time, the negative emotions generated by fear 47.3% are the 
consequence of the fear of another crisis, exclusion or death. Speaking of which, 
a 16-year-old said, “I have trouble sleeping, it’s like I’m choking. I don’t know if 
it’s in my head, I'm afraid it will come back. I don’t know if it can come back and 
the doctors are not by my side […] I have known young people who had it who 
died at 28 years old…” [33]. Negative feelings are reported in 86% of subjects in 
the Gernet series [7]. 

Because of its near permanence in all chronic diseases, pain is among the most 
widely used words associated with sickle cell disease (91%). It is actually a refer-
ence to the most recent or vivid memory. A patient, said for a headache of tumor 
origin “the pain was there […] it quickly became my only reason for being, the 
preoccupation of each of my seconds, my universe was reduced to my cranial 
box…” [35]. For Jeoffrion, the words “suffering” and “pain” are at the heart of 
social representations of illness [36], “daily battle and death” for Gernet [7]. 
Another cause of psychological disturbance in children/adolescents living with 
sickle cell disease is the always possible onset of delayed puberty [24] [37]. They 
say they are different from others and concerned about their future as adults. 
Speaking of which, the mother of a teenage girl said: “At 13 she doesn’t have 
breasts yet, now that she’s growing up I wonder about her life as a woman. Will 
she be able to have children like everyone else?” [33]. 

4.3. Factors Associated with Psychological Disorders 

Psychological disorders are associated with socio-demographic, clinical, thera-
peutic and evolutionary factors. Factors associated with depression vary across 
studies. The chronicity of the disease, the dependence on the medical environ-
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ment, the unpredictable nature of the pain crises and frequencies as well as the 
increased stress for Alao [19], the chronicity of the disease, the age, the number 
of hospitalizations, the number and the type of complications and analgesic in-
take for our study. Age, illness duration, performance, and academic delay are 
associated with anxiety disorders [5]. Decreased self-esteem is associated with 
age, the duration of the illness and the existence of a school delay, the number of 
hospitalizations and the use of analgesics. 

4.4. Intensity of the Relationship between the Variables 

Age and duration of illness are associated with depression, anxiety, and low self- 
esteem (p < 0.001), with a strong association for age. The degree of depression, 
anxiety and low self-esteem is higher in older subjects due to the level of under-
standing, study and length of time the disease has been experienced. Thus, the 
psychic impact increases with the duration of the illness. The same relationship 
is established in adults [17] [38] [39]. 

The between depression and type of complications was moderate, low with 
the number of hospitalizations. Hassan and Wilson Shaeffer report in addition 
to the number of hospitalizations, a relationship between depression, the num-
ber of painful attacks and blood transfusions [39] [40]. 

5. Conclusion 

The psychological experience of the child/adolescent living with sickle cell dis-
ease in Brazzaville is marked by a high frequency of anxiety, low self-esteem, de-
pression and negative representations of the disease. The associated factors are 
the advanced age of the subjects, the chronicity of the disease, the number of 
complications and hospitalizations, the combination of acute and chronic com-
plications, the use of upper-level analgesics and hydroxyurea, educational and 
pubertal delay. 
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