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Purpose: The purpose of this studywas to characterize the reasons, extent, and impact of traditionalmedicine use
among people with epilepsy (PWE) in the Republic of Guinea.
Methods: Guinea is a low-income country in sub-Saharan Africa (SSA) with limited healthcare resources. People
with epilepsy and their caregivers were seen at a public referral hospital in Conakry, the capital city, where they
completed semi-structured interviews with physicians regarding their beliefs about epilepsy, medical care, and
engagement with traditional healers.
Results: Of 132 participants (49% children, 44% female, 55% with a university-educated head of household), 79%
had seen a traditional healer, and 71% saw a traditional healer before seeing amedical provider for their epilepsy.
Participants were treated by a traditional healer for a mean of 39 months before seeing a medical provider. By
contrast, 58% of participants reported taking antiepileptic drugs (AEDs) regularly; 46% reported having under-
gone a head computed tomography (CT) scan; 58% reported having had an electroencephalogram, and 4% re-
ported having had a brain magnetic resonance imaging (MRI) scan.
Conclusions: Traditional healers in Guinea provide frontline care for PWE in Guinea with considerable delays in
AED initiation, even among a cohort of PWE actively seekingmedical care. Engaging with these healers is critical
for both influencing community perceptions and appropriately managing epilepsy throughout the country.

© 2019 Elsevier Inc. All rights reserved.
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1. Background

Approximately 10 million people with epilepsy (PWE) live in sub-
Saharan Africa (SSA), where there exists a wide treatment gap of PWE
who are not receiving necessary antiepileptic drugs (AEDs) [1–3]. Un-
treated epilepsy is a much more frequent cause of death in SSA than
in wealthy countries, with status epilepticus, falls, drowning, burns,
and sudden unexpected death contributing to epilepsy-related mortal-
ity [4].

People with epilepsy face multiple barriers that limit their access to
the medical care offered by physicians, nurses, and other professional
healthworkers. Throughout SSA, healthcare resources are often central-
ized in cities, requiring that PWE living in rural areas travel long dis-
tances to see medical providers [5]. Many countries lack sufficient
assachusetts General Hospital,
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numbers of medical providers to serve the population, and many pro-
viders are inexperienced with the best practices for epilepsy care [6,7].
A limited selection of AEDs is available, and pharmacies are often out
of stock of common AEDs [8,9]. Finally, medical care is often disease-
centered and may be unable to offer explanations of disease causality
in keeping with patients' own beliefs [10]. In the case of epilepsy,
these often include supernatural and spiritual beliefs [11–15].

In this setting, PWE throughout SSA often seek care from traditional
healers who are usually more geographically accessible than medical
providers [16]. In regions with multiple local languages, traditional
healers may be able to communicate more readily with patients and
families than medical providers [17]. Unlike medical providers, tradi-
tional healers may also offer explanations of disease causality that are
more familiar to patients and their families [11,18]. Traditional healers
are embedded within communities and are instrumental in defining
and disseminating beliefs and attitudes regarding illness [17–19].
Where there is limited access to biomedical services, these healers
often also serve as the care provider of last resort. Even when PWE are
able to access medical care, they may simultaneously or first seek care
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from traditional healers. These healers include herbalists, who utilize
medicinal plants in their treatments; Islamic clerics who use Koranic
verses and prayers in their healing; and Christian faith healers, who
use holy water and prayer aids in their treatments [20].

Reliance on traditional healers has continued in spite of a very strong
evidence base for biomedical care [5]. In response, theWorld Health Or-
ganization has established a Traditional Medicine Strategy to strengthen
the role that traditional medicine plays in keeping populations healthy,
reporting that “traditional and complementary medicine is found in
almost every country in the world and the demand for its services is
increasing” [21].

The Republic of Guinea is a low-income country in SSA that is ranked
183rd out of 187 countries in the United Nations Human Development
Index with a critical shortage of healthcare workers [22,23]. Limited re-
searchhas been published on epilepsy inGuinea; however, a prior study
from our group found that 25% of PWE seen at a public hospital in Con-
akry had untreated epilepsy, and 72%met operational criteria for poorly
controlled epilepsy [24]. Here, we characterize the reasons, extent, and
impact of traditional medicine use in a new cohort of PWE in Guinea. To
our knowledge, no prior study has explored this critical aspect of epi-
lepsy care in Guinea.

2. Methods

2.1. Ethics

The study protocol was approved by the Institutional Review Boards
of Ignace Deen Teaching Hospital in Guinea and Massachusetts General
Hospital. Written informed consentwas provided by each participant. A
parent or next of kin provided consent for any child b18 years old or for
adult participants who were unable to provide consent. A thumbprint
was used in place of a signature for low-literacy participants.

2.2. Setting

The Republic of Guinea has an estimated population of 12.6 million
people. Approximately 35% of the population lives below the interna-
tional poverty line of 1.90 USD per day [22]. From 2014 to 2016,
Guinea experienced an outbreak of Ebola Virus Disease, which further
destabilized its already unstable health system [25]. There are four neu-
rologists, all located in Conakry. Although the official language of Guinea
is French, Guinea is a multilingual country, with more than 40 spoken
languages. The national languages of Guinea are Fula or Pular, Malinké
or Maninka, Susu, Kissi, Kpelle or Guerzé, and Toma. Guinea also hosts
a number of migrants from neighboring African countries [24].

2.3. Recruitment and participants

People with epilepsy were recruited in summer 2018 by epilepsy
providers at Ignace Deen Teaching Hospital, a public hospital. Self-
referrals were also solicited through national radio and television pro-
grams. The participants in this study were recruited as part of a larger
study on epilepsy in Guinea that included a medical visit with a neurol-
ogist and one or more electroencephalograms (EEGs). Prior engage-
ment with traditional healers was not mentioned or selected for as
part of the recruitment process. Participants enrolled in the broader
study were offered participation in the traditional healing interview
with no prior knowledge of their traditional healing engagement and
completed a second, verbal consent for this substudy. No study partici-
pants declined the traditional healing interview.Most participants were
accompanied by at least one family member.

2.4. Study instruments

We developed a 13-question semi-structured interview survey in-
strument, grounded in the explanatory models of illness framework
and adapted through discussions with Guinean epilepsy providers
(Appendix 1). This framework explores beliefs about a condition,
assessing perceptions regarding its cause, its course, its effects on the
patient, and preferred treatment modalities [26]. Paired interviews
were conducted with PWE and their caregivers whenever possible. Re-
search staff also verbally administered a separate structured survey on
demographic characteristics, level of education, seizure history, tradi-
tional medicine use, and previous exposure to biomedical care. Inter-
views were conducted by a US-based neurologist with translation by a
West African resident physician fluent in the participant's preferred
language.

2.5. Data analysis

Each participant interview was translated onsite by a West African
resident physician fluent in the participant's preferred language and
was also transcribed onsite. Participant responses to semi-structured in-
terviewquestionswere subjected to formal thematic analysis. Quantita-
tive data from structured questionnaires were summarized. The data
were classified to understand the participant's and community's beliefs
about the nature, causes, effects, and treatment of epilepsy.

3. Results

3.1. Participant characteristics

One hundred thirty-two PWE and their caregivers participated
(Table 1). Ninety-two percent of the participants self-identified as
Muslim, and 71% were from Conakry. The primary spoken language
was divided roughly evenly between Susu, Fula, and Malinké, with
several participants preferring other Guinean regional languages or
regional languages of their country of origin. More than half of
participants (55%) reported that the head of their household had a
university-level education with a median household size of 8 individ-
uals, including 4 adults.

3.2. Establishing terminology

Common phrases used by PWE and their caretakers to describe epi-
lepsy included maladie du diable in French, meaning “disease of the
devil”; cri cri massa in Malinké, meaning “falling down suddenly”;
djina-wake in Fula, meaning “bad spirit disease”; and om-ma-giri-
giri in Susu, meaning “unsteadiness of the head” (Table 2). Traditional
healers using Koranic scriptures in their practices were most
often referred to asmarabout, oustage, or karamoko. Less often, partici-
pants reported seeing a féticheur, a traditional healer who practices
voodoo.

3.3. Explanatory models for epilepsy

Participants were queried on beliefs held by members of their com-
munity in addition to their own beliefs regarding epilepsy. This tech-
nique has been previously described in the literature [27] and was
used to characterize the spectrum of beliefs that PWE are exposed to,
as well as to facilitate the discussion of beliefs that participants might
otherwise have been reluctant to share.

Most participants reported multiple beliefs regarding the cause of
epilepsy; 91% reported the belief that epilepsy is caused by a brain in-
jury, 31% that epilepsy is hereditary, 24% that epilepsy is caused by ma-
laria and other infections, and 16% that epilepsy is caused by problems
during labor and delivery; 83% of participants reported the belief that
epilepsy could be cured; 41% of participants reported the belief that ep-
ilepsy is contagious and can be transmitted from person to person
through direct contact with PWE (Table 3). This belief was informed
by the observation that PWEmay produce saliva, bleed from tongue bit-
ing or skin wounds, and sweat during generalized seizures. Participants



Table 1
Cohort characteristics.

Number Percentage

Total PWE included 132 100
Sex

Male 74 56
Female 58 44

Age (years)
≤5 16 12
6–10 23 17
11–15 21 16
16–20 14 11
21–30 31 24
31–40 21 16
N 40 6 5

Age at first seizure (years)
b1 29 22
1–5 30 23
6–10 21 16
11–15 17 13
16–20 6 5
21–30 13 10
31–40 3 2
N40 2 2
Not recorded 11 8

Religion
Muslim 122 92
Christian 9 7
Other 1 1

Preferred language
Susu 39 30
Fula/Pular 43 33
Malinké/Maninka 40 30
Kpelle/Guerzé 4 3
Kissi 2 2
Toma 2 2
Sara (Chad) 1 1
Mina (Togo) 1 1

District of Residence
Conakry 93 71
Dubreka 6 5
Labe 3 23
Boke 2 2
Kindia 2 2
Other 26 20

Highest level of formal education of head of household
No education 19 14
Primary school 3 2
Began high school 9 7
Completed high school 18 14
University 73 55
Not answered 10 8

Table 3
Communitya beliefs regarding epilepsy.

Number Percentage

Epilepsy is contagious and can be transmitted through
bodily fluids.

54 41

Modes of transmission described: sexual contact, kissing,
sharing food, and through contact with sweat, blood, or
saliva produced during a seizure

Epilepsy is caused by brain injury. 120 91
Epilepsy is caused by sorcellerie or witchcraft. 27 21
Epilepsy is caused by djina or diable. 111 84

Modes of transmission described: sexual contact, bathing or
contact with water, walking in the forest during the new
moon, meeting the devil in the road or on the beach

Epilepsy is caused by stress, anxiety, or strong emotions. 8 6
Epilepsy is hereditary. 41 31
Epilepsy is caused by ingestion. 10 8

Vectors of transmission described: wine, peanuts, lamb or
mutton, and salt

Epilepsy is caused by problems during delivery. 21 16
Epilepsy is caused by contact with animals. 6 5

Vectors of transmission described: bird droppings, saliva or
blood from a dead goat, cats

Epilepsy is caused by malaria and other infections. 32 24
Epilepsy in children is caused by exposures in utero. 13 10

Risk factors described: too much salt consumed during
pregnancy, contact between the foot of a pregnant woman
with bird droppings, meeting a djina during pregnancy,
experiencing anger or stress during pregnancy, seeing a
particular animal during pregnancy, passing under a cursed
tree during pregnancy

Epilepsy can be cured. 110 83

a Participants were queried on beliefs held by members of their community in addition
to their own beliefs regarding epilepsy. This technique has been previously described in
the literature [27] and was used to characterize the spectrum of beliefs that PWE are ex-
posed to, aswell as to facilitate discussion of beliefs that participantsmight otherwise have
been reluctant to share.
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described the fear that epilepsy could be transmitted through saliva,
sweat, or blood produced by someone having a seizure. Participants
also described the fear that epilepsy could be transmitted by sharing
Table 2
Phrases used to describe seizure and epilepsy.

Phrase Language Meaning

cris French “to fall”
tombé French
maladie du diable French “disease of the devil”
djina-wake Fula/Pular “bad spirit disease”
fa-te-te Fula/Pular “he falls down”
fategol Fula/Pular
wo-wo Kissi “somebody who falls down suddenly”
hweli-hweli Kpelle/Guerzé “falling down”
cri cri massa Malinké/Maninka “falling down suddenly”
djina-toye Malinké/Maninka “devil disease”
Ajibo Mina (Togo) “person who falls down”
djina-kill Sara (Chad) “spirit possession”
om-ma-giri-giri Susu “unsteadiness of the head”
bira-furi Susu “falling disease”
ina-furi Susu “devil disease”
foli-voli Toma “falling disease”
food with PWE because of contamination of food or drinks by saliva,
by kissing, and by sexual contact. According to one caregiver:

“When someone has a seizure and he falls, his saliva flows onto the
ground. Even if he leaves that place, you can easily get epilepsy by walk-
ingwhere he has fallen. If someonewith a seizure has fallen somewhere,
you have to clean that place with fire. If someone with a seizure has
slept in a bed, it must be washed with soap and cleaned very well, be-
cause it can be contagious.”

A majority of participants reported supernatural beliefs about the
causes of epilepsy; 84% of participants described the belief that epilepsy
is the result of possession by the devil or by jinn, or djina, invisible spirits
described in the Koran. The djina are thought to reside in the ocean and
other bodies of water and to possess those who bathe or swim at night
or during the new moon. Other methods of possession described in-
volved sexual contact with djina masquerading in human form and
walking through the forest at night. Djina were also thought to target
children who are particularly handsome or bright, out of jealousy.
Many participants used the words djina and diable, devil, interchange-
ably, and reported that epilepsy can be contracted when a person
meets djina or diable, most often in the road or at the beach.

“While I was pregnant, I went back and forth between my husband's
parents' house and my parents' house, and they say my baby has epi-
lepsy because I met the devil in between.”

“Some say that by going in the ocean you can meet the devil. Others say
that there are bad djina in the forest at night. If a pregnant woman
passes through the forest, she may meet the djina under a tall tree,
and her child will have epilepsy.”

Twenty-one percent of participants reported the belief that epilepsy
could be the result of sorcellerie, or witchcraft; 10% reported the belief



279P. Anand et al. / Epilepsy & Behavior 92 (2019) 276–282
that epilepsy could be caused by exposures in utero, for instance, if a
pregnant woman experienced anger or stress during her pregnancy;
8% reported the belief that epilepsy could be caused by ingestion of alco-
hol or certain types of meat, salt, or peanuts; 6% reported that epilepsy
could be caused by strong emotions, and 5% reported the belief that ep-
ilepsy could be caused by contact with animals.

“I think the seizures were caused by witchcraft. She had a dream that a
cat bit her ear, andwhen shewoke up, therewas blood in her ear. I think
this was a witch who came in her dream.”

“When my first seizure came, I was sleeping and a black shadow came
and took my hand and I had the seizure. It was so tall. My parents said
the neighbor might have been a sorcerer who came in my dream.”
3.4. AED use

One hundred seventeen participants (89%) reported that they had
tried AEDs in the past, and 89 (67%) reported currently taking AEDs;
76 (58%) reported taking AEDs regularly (Table 4). The reasons given
for stopping AEDs included that the seizures had stopped, lack of access
to AEDs, advice from a family member or traditional healer, side effects
or fear of harm, inability to afford AEDs, the persistence of seizures on
medication, taking medications only when having seizures, lack of un-
derstanding regarding how to take medications, and fear that medica-
tions were worsening seizures. Participants also cited the belief that
epilepsy can be cured as a reason for stopping medications, reporting
the hope that if seizures stopped on medications, the disease was
cured, and AEDs could be stopped. Forty-six percent of participants re-
ported having undergone a head computed tomography (CT) scan in
the past; 58% reported having had an EEG, and 4% reported having
had a brain magnetic resonance imaging (MRI) scan.

3.5. Engagement with traditional healers

One hundred and four participants (79%) reported seeing a tradi-
tional healer for their epilepsy, and 94 participants (71%) reported see-
ing a traditional healer before seeing a physician in the hospital. There
was a mean duration of 39 months before seeing a physician. Forty-
two participants (32%) had seen a physician and a traditional healer
Table 4
Treatment of epilepsy.

Number Percentage

Saw a traditional healer for epilepsy 104 79
Saw a traditional healer before seeing a physician in the
hospital

94 71

Mean time elapsed: 39 months
Median time elapsed: 24 months

Saw a traditional healer and a physician simultaneously 42 32
Continuing to see a traditional healer 12 9

Traditional healing methods tried
Gris-gris or sebe tied around the waist or wrist 22 17
Drank or bathed in an herbal liquid 55 42
Read scriptures from the Koran 8 6
Koran verses applied to the body 50 38
Spoken into hands and rubbed on face or body
Spoken into water, consumed, or bathed
Written on paper and rubbed on body

Concoction of leaves or twigs 29 22
Consumed animal sacrifice 10 8
Garlic, grains, alcohol, or orange in the nose or mouth
during a seizure

11 8

Antiepileptic medications (AEDs)
Have taken AEDs in the past 117 89
Currently taking AEDs 89 67
Taking AEDs regularly 76 58
Taking medications only when having seizures
contemporaneously in the past, and 12 participants (9%) were continu-
ing to see a traditional healer at the time of the study interview. No sig-
nificant demographic differenceswere found between participantswho
were seen by a traditional healer before seeking medical care and those
whowere not. Traditional healing usewas not significantly different be-
tween households with and without a university-educated head (p N

0.05). Of 73 participants with a university-educated head of household,
50 (69%) were seen by a traditional healer before seeking medical care.

Reasons given for seeking care from a traditional healer before pre-
senting to a physician included the belief that epilepsy is a djina disease
rather than organic disease and the belief that traditional healers might
be able to cure epilepsy entirely rather than treating it with lifelong
medications.

“The marabout wrote scriptures from the Koran and had her read the
scriptures. He said that epilepsy can be cured by this. If this can take
away her epilepsy, I think it is better than the pills.”

People with epilepsy and caretakers who reported that they did not
subscribe to supernatural beliefs regarding epilepsy reported being en-
couraged by family or communitymembers to seek care from the tradi-
tional healer before presenting to a hospital. Factors discouraging PWE
from seeking the care of a physician or hospital included expense, dis-
tance, and fear of harm from AEDs.

“The epilepsy is different from other diseases. It happens so suddenly.
That is why [others in my community] think it is a disease of the spirit.”

“Marabouts [traditional healers] were here before the hospital. They
were always here, and so, the people will always go to them first.”

“My parents don't believe in the hospital. They think that seizures are
not a problem of hospitals, but a devil problem, so only a marabout
can cure me.”

“He saw themaraboutwhen he was a child. They cooked a vulture and
he ate that bird. People said that if he ate it, the seizures would stop.
When he ate the bird, he did not have seizures for six months. Themar-
about who treated him was from Ghana, and when he left to go back,
the seizures returned.”
3.6. Traditional healing practices

Traditional healing practices were classified into two different
categories: treatments administered during a seizure and treatments
administered with the goal of preventing seizures or curing epilepsy
(Table 4). During seizures, practices included putting garlic, oranges,
alcohol, or a paste made of grains into the nose or mouth of the
person having a seizure. Family members reported reading Koranic
scripture during a seizure. Many of these practices were believed to
“send away the djina” and end a seizure. The practice of giving alcohol
to a person having a seizure was thought to reduce fevers and thereby
end seizures.

Preventative or curative treatments for epilepsy prescribed by tradi-
tional healers included application of a talisman (French), gris-gris
(Malinké), or sebe (Susu), Koranic scripture blessed and then tightly
wrapped and sewn in a piece of leather and worn on a specific part of
the body, particularly the neck, the wrist, or the upper arm for protec-
tion against djina and other malevolent spirits (Fig. 1A and B). Other
practices included reciting Koranic scripture into bottles of water or re-
writing scriptures onto a chalkboard that would then be rinsed with
water and used as a bath, splashed in the eyes, or given as a drink to
PWE. Related treatments included bathing with a concoction of leaves
and oils (Fig. 1C), rubbing Koranic scriptures over the body, reciting
Koranic scriptures into the ear, recording Koranic scriptures onto a
cellphone to be played back, and reading Koranic scriptures into one's



Fig. 1. Traditional healing practices. A) and B) Talisman (French), gris-gris (Malinké), or sebe (Susu) prescribed by traditional healers to PWE for protection against djina and other malev-
olent spirits. C) Herbs and extracts used by a traditional healer in Conakry. D) Application of suction cups to the skin by a traditional healer.
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hands and then touching the head and body as a blessing. Some partic-
ipants reported consuming soot from a burned animal, often a vulture,
mixed with water and made into a soup. Almost all participants were
asked to provide an animal sacrifice as part of their payment for provi-
sion of traditional medicine. These included a cow, goat, or sheep
(Table 5), which were cited by participants as a significant expense.

“Three times, we gave a sheep to themarabout for sacrifice to treat my
daughter's epilepsy. The marabout wanted a very expensive sheep, a
white sheep with a black line on the neck. I did all of this because I am
a mother and I want my daughter to be well.”
Table 5
Treatment costs.

Treatment Costs in Guinean francs Costs in
US dollarsa

Visiting a traditional healer
300,000 to 10,000,000,
one or more cows,
sheep, or goats

33–1100

Imaging studies
Noncontrast brain MRI,
0.3 Tesla magnet

3,800,000 418

Gadolinium administration 500,000 55
Noncontrast head CT 1,000,000 110

Urinalysis 20,000 2.20
Medications

Valproic acid, 40 tablets, each 500 mg 147,000 16.17
Valproic acid, 147 mL, 200 mg/mL
concentration syrup

89,000 9.79

Phenobarbital, 20 tablets; each 100 mg 39,000 4.29
Carbamazepine, 50 tablets; each 200 mg 108,000 11.88
Diazepam, 30 tablets; each 10 mg 53,000 5.83

Physicians
General practitioner, single visit 3000 0.33
Specialist (e.g., neurologist), single visit 50,000 5.50

Hospital entry fee 15,000 1.65

a Costs were reported in September 2018 at an exchange rate of 1 Guinean franc to
0.00011 US dollars. Costs of testing and hospital entry fees were obtained from Ignace
Deen Teaching Hospital, a public hospital. Costs of medications were obtained from a pri-
vate pharmacy in Conakry. Costs associatedwith traditional healers were self-reported by
study participants. Guinea's gross national income per capita was 670 USD in 2016 [24].
4. Discussion

Themajority of PWE inGuinea see traditional healers, on average re-
ceiving traditional treatments for more than 3 years prior to seeking
medical care and initiating AEDs. Although it is recognized that medi-
cally untreated epilepsy is a significant problem throughout SSA, the
role of traditional healing in health systems has been under-reported
compared to its impact.

Previous studies of traditional healing practices for epilepsy in SSA
have described frequent use of herbal remedies and have documented
the beliefs that epilepsy is contagious and that it may be caused by
witchcraft [11,18]. However, our cohort appears to be unique among
previously described populations in SSA because of the predominance
of Islamic spiritual beliefs regarding the provenance and treatment of
epilepsy. The belief that epilepsy is caused by possession by djina shares
similarities with prior studies of predominantly Muslim populations in
Morocco, Saudi Arabia, and South Asia, where this belief has been de-
scribed as a cause of both epilepsy and psychiatric illness [13,28,29].
Many of the healing practices described by participants here involve
the use of Koranic scriptures, either spoken or applied to the body,
also distinct from prior studies in SSA.

Use of traditional healers was nearly ubiquitous, independent of age,
gender, and broadly, household level of education. Notably, more than
half of our cohort reported a head of household with university-level
of education, yet continued to seek care from traditional healers. Tradi-
tional healers are common throughout Guinea and throughout much of
SSA, with at least one traditional healer in each village throughout the
country compared with just four neurologists centralized in Conakry.
Participants reported significant costs associated with both traditional
healers and medical care; however, this geographic availability allows
PWE to see traditional healers more easily than medical providers.

Participants also reported making the choice to see a traditional
healer first because of supernatural beliefs regarding the etiology of ep-
ilepsy and because of the belief that traditional healers are able to pro-
vide a cure for the spiritual cause of epilepsy rather than medication
to control seizures. Given the possibility that an individual will not
have a second seizure or will have a second seizure only after a
prolonged latency period, traditional healing practices may be
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erroneously perceived to represent a “cure” for epilepsy and perpetu-
ated. Even those participants and familieswhodenied subscribing to su-
pernatural beliefs regarding the causes of epilepsy reported that
community members or relatives had encouraged them to see a tradi-
tional healer.

Our data also underscore that traditional healers may be important
in influencing community beliefs regarding epilepsy and in changing
perceptions. People with epilepsy reported referral to medical care by
traditional healers if the healers felt that herbal or spiritual interven-
tions were unlikely to improve symptoms. Healers are thus an essential
target population for potential interventions and represent a potentially
important group for collaborative and multidisciplinary approaches to
epilepsy care. Previous studies and public health endeavors in Guinea
during the Ebola epidemic found that beliefs and traditional practices
represented a key component of disease transmission and that
traditional healers were critical in curbing the spread of the disease
[30–32]. Our study suggests that this approach is also applicable to a
more common noncommunicable disease like epilepsy.

The PWE in our cohortwere evaluated by a teamofWest African and
US-based physicians to make a diagnosis of epilepsy, a strength of the
study. However, the study relied on participants' self-reports of tradi-
tional healing use, and interviews were conducted in a clinic setting
bymedical personnel. A second strength of the study is that participants
were recruited as part of a larger study on epilepsy in Guinea and were
not specifically recruited for their engagement with traditional healers.
However, as a result, our study was also limited to participants who
sought medical care at a hospital. It does not describe the beliefs and
practices of PWE who are not seeking and who have never sought
care from a physician. In thisway, we are likely underestimating the im-
pact of traditional healing, since our study sample almost certainly re-
flects a referral bias of patients who have at least some expectations
that medical care can help seizures and may reflect a reporting bias on
the part of participants.

We also found that theheadof household for themajority of our par-
ticipants was far more educated than other Guineans. For instance, the
United Nations Educational, Scientific and Cultural Organization reports
that the literacy rate for Guineans between the ages of 15–24 years is
38% for men and 22% for women [33]. The overrepresentation of highly
educated households in our cohort is likely related to our study location
in a capital city hospital and the self-referred nature of many of our par-
ticipants. In our view, these findings underscore that even more-
educated Guineans retain traditional beliefs about epilepsy. A similar
study to ours has not yet been conducted in more rural or remote loca-
tions in Guinea to our knowledge.

Interviews revealed shared goals of seizure freedom and im-
proved quality of life for PWE; however, these goals remain out-of-
reach for many in Guinea because of misinformation and lack of ac-
cess to AEDs. As a result, epilepsy causes stigmatization, missed
days of school and work, and other financial and social opportunity
costs for PWE [34]. Empowering traditional healers to better inform
their communities and connect PWEwithmedical care will be essen-
tial for mitigating the public health and personal burden of epilepsy
in Guinea.
Funding sources

The Guinea Epilepsy Project is funded by R21 NS098886. Airfare to
Dr. Anand was provided by a Massachusetts General Hospital Center
for Global Health travel grant.
Disclosures

All authors report no conflicts of interest in association with this
work.
Appendix 1. Semi-structured interview questions

Wewould like to talkwith you about your experienceswith epilepsy
as part of our study on epilepsy in Guinea.We are interested in your un-
derstanding of your epilepsy. We are also interested in treatments you
have tried for your epilepsy and what types of providers you have
seen to treat your epilepsy. We hope that your answers to these ques-
tions will help us to better take care of people with epilepsy in the
future.

1. What is your primary language?
2. What are words or phrases that are used for your condition by

members of your family or community? What do members of
your community think is the cause of your epilepsy?

3. What do you think caused your epilepsy? Why do you think it
started when it did?

4. Do you think your epilepsy is permanent? Can your epilepsy be
cured?

5. What are the main problems your epilepsy has caused for you?
What do you fear most about your epilepsy?

6. What happens when you have a seizure? What is a seizure? Can
you tell when you are going to have a seizure?

7. What is your religion?What does your religion believe is the cause
of your epilepsy?

8. What providers have you seen regarding treatment for your epi-
lepsy (traditional healer, physician, etc)? Which of these providers
is best able to treat your epilepsy?

9. What are types of treatment for epilepsy? Which treatments are
most effective for epilepsy?

10. What is your desired outcome from treatment (symptom relief,
cure, etc)?

11. What types of biomedical treatments have you received for your
epilepsy? Where did you get these medications? Did these treat-
ments work? Did these treatments harm you in any way, and if
so, how?

12. What types of traditional treatments have you received for your ep-
ilepsy? Where did you get these treatments? Did these treatments
work? Did these treatments harm you in any way, and if so, how?

13. Are there reasons you would not see a physician for your epilepsy?
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