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Introduction

Adolescent females with sickle cell disease face unique challenges 
related to menstruation, contraception, and reproduction. Not only 
does pregnancy pose higher maternal morbidity and mortality risks 
in these patients [1], but hydroxyurea, a commonly used treatment 
for the disease is teratogenic [2]. Further, the frequency of vaso-
occlusive pain crises increases during pregnancy, which is thought 
to be due the associated immune modulation, hypercoagulability, 
and necessary suspension of hydroxyurea use [3]. Studies have 
indicated that women with sickle cell disease also experience 
greater degrees of dysmenorrhea and pains distinct from 
dysmenorrhea during menses [4,5]. Females with menstruation-
induced vaso-occlusive crises often have heavier, longer menstrual 
periods [4]. Blood loss from menstruation can increase the risk of 
iron deficiency anemia, compounding the already existent sickle 
cell anemia.

Ideally, contraception should be explored with these patients 
to decrease their risk of unintended pregnancy, exposure to  

 
teratogenic agents in pregnancy, and heavy menstrual bleeding. It 
is recommended that patients on hydroxyurea use contraception, 
though the optimal contraceptive has not been defined. Due to the  
pain associated with menses and risks associated with unplanned 
pregnancies in sickle cell disease patients, the American College of 
Obstetricians and Gynecologists (ACOG) asserts that the benefits 
of combination oral contraceptives often outweigh their risk of 
thromboembolic events [6,7].

Adolescent female sickle cell disease patients should be educated 
on the impacts that contraception can have on overall health to 
allow them to make informed decisions about contraceptive use. 
In this small survey study, adolescent female sickle cell disease 
patients of a middle Georgia hematology clinic were surveyed to 
examine contraceptive use, depth of contraception knowledge, and 
experiences with contraception counseling among this population. 
It was hypothesized that patients on hydroxyurea would report 
higher rates of contraceptive use than those not on hydroxyurea.
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contraception knowledge and use. 
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Methods

Prior to study initiation, the Navicent Health Institutional 
Review Board approved the study protocol. Patients who agreed 
to participate provided assent with written guardian informed 
consent.

Subjects

Participants were recruited during their annual visits to the 
Hematology Oncology Place of Excellence (HOPE) Clinic in Macon, 
Georgia. English-speaking female patients between the ages of 14 
and 25 who were being treated for sickle cell disease met inclusion 
criteria. Patients with developmental delays or an inability to speak 
English were excluded. 

Procedures

After obtaining consent, participants’ names and phone 
numbers were collected at the time of the visit. One of two 
investigators then administered a confidential 24-question 
survey regarding patient demographics, degree of contraception 
counseling, and experiences with contraception use. Diagnosis and 
hydroxyurea use were confirmed via chart review. Patients were 
compensated with $10 gift cards for participation. 

Analysis

Descriptive statistics, including means, medians, and 
proportions, were evaluated. Utilizing Fisher’s exact test due to a 

small sample size of 12, findings did not approach the p < .05 level 
of statistical significance.

Results

12 adolescent female patients with sickle cell disease were 
recruited for and completed the study survey. All participants 
self-identified as African American and had a diagnosis of sickle 
cell disease. The age range was 14-19 years with a mean of 16.3 
years (s = 1.50). Average age of menarche among participants was 
12.7 years (s = 2.47). 81.8% reported regular monthly periods and 
25% reported heavy periods, defined as more than seven days of 
bleeding or eight pads or tampons per day. 

Three of 12 (25%) surveyed used birth control at some point; 
one used medroxyprogesterone acetate (“Depo injection”), one 
used medroxyprogesterone acetate and a progesterone only pill, 
and one used a combination oral contraceptive. One patient, who 
experienced heavy periods and reported progesterone only pill 
use, reported lighter periods with less cramping after starting 
contraception. None of the three patients who had used birth 
control reported changes vaso-occlusive pain episodes.

Of the seven patients who used hydroxyurea, one had also used 
birth control (Figure 1). Comparatively, two of the five patients 
who were never on hydroxyurea had used birth control (p = 0.523, 
Fisher’s exact test). 50% of participants said they did not think 
birth control would have an effect on their pain crises, but 41.7% 
said they would be interested in using birth control.

Figure 1: Birth control use by patient characteristic. Percentage of birth control use among those reporting hydroxyurea use, irregular periods, 
and heavy periods.

Of the 12 participants, four said no one talked to them about 
birth control (Figure 2). Prior to completing the survey, 10 of 12 
(83.3%) had heard of birth control pills while only one (8.3%) had 
heard of the hormonal intrauterine device (“IUD”, “Mirena”, “Skyla”, 
“Liletta” – Bayer, Whippany, NJ), and two were not familiar with 
any of the contraception types (Figure 3). To evaluate participants’ 
general contraception knowledge, they were asked to identify 
the most effective form of birth control and which components 
of reproductive health could be improved with the use of birth 
control. One participant (8%) correctly chose the intrauterine 
device as the most effective form of birth control, and six (50%) 

knew that birth control could help with painful periods, heavy 
periods, and preventing pregnancy. Eight patients (67%) said they 
did not believe that they knew enough about birth control. 

Discussion

A large limitation on the statistical significance and 
generalizability of this study is its size. However, some trends can be 
appreciated among the sample. Contrary to predictions, in this group 
contraception use was higher among those not using hydroxyurea 
than among those who were. Additionally, many patients surveyed 
were not fully aware of the benefits of contraception or the range of 
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options available. A third of study patients indicated that no one had 
ever talked to them about birth control. Contraception education 

and counseling may not be adequate among this patient subset.

Figure 2: Who has talked to you about birth control? Participant responses to a survey item asking who, if anyone, has talked to them about 
birth control. Respondents were asked to circle all applicable options. 5 participants circled 2 or more.

Figure 3: Number of participants familiar with each of the contraception types prior to the study survey. Nine participants were familiar with 

more than one contraceptive type.

To offer the most comprehensive care to sickle cell disease 
patients, it is recommended that providers have informative 
discussions about contraception and counsel these patients on 
their options. Improved provider familiarity with sickle cell disease, 
collaborative care among providers, and standardized consistent 
contraception counseling would be beneficial for sickle cell disease 
patients. Additional research is needed to better evaluate the 
potential effects of contraception on sickle cell disease severity and 
the most effective counseling methods. 
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