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Background: Cleft lip and palate (CLP) are the most common craniofacial birth impairment and one of the most common
congenital impairments in humans. Anecdotal evidence suggests that stigmatization, discrimination, and sociocultural inequalities
are common “phenomenon” experienced by families of children with CLP in Nigeria. This study aimed to explore the stigmatization,
discrimination, and sociocultural inequalities experiences of families with children born with CLP. Materials and Methods: The
study was carried out at the surgical outpatient cleft clinic of the Lagos University Teaching Hospital, Lagos, Nigeria. This was a
cross-sectional descriptive study among mothers of children born with CLP, using both interviewer-administered questionnaire
and a semi-structured interview. Results: A total of 51 mothers of children with cleft lip and/or palate participated in the study.
35.3% of respondents believed cleft was an “act of God,” whereas others believed it was either due to “evil spirit” (5.9%), “wicked
people” (9.8%). Seventy-three percent of the mothers were ashamed of having a child with orofacial cleft. Two of the respondents
wanted to abandon the baby in the hospital. About a quarter of the respondent wished the child was never born and 59% of the
fathers were ashamed of the facial cleft. Fifty-one percent admitted that their relatives were ashamed of the orofacial cleft, and
65% admitted that their friends were ashamed of the cleft. In addition, 22% of the respondents admitted that they have been
treated like an outcast by neighbors, relatives, and friends because of the cleft of their children. When asked about refusal to
carry the affected children by friends, relatives, and neighbors, 20% of respondents said "Yes.” Conclusions: Myths surrounding
the etiology of orofacial cleft are prevalent in Nigeria. Parents and individuals with CLP experience stigma as well as social and
structural inequalities due to societal perceptions and misconception about CLP. Public and health-care professionals must be
equipped with necessary knowledge to combat stigma, discrimination, social and structural inequalities, and misconceptions
associated with orofacial cleft. CLP should be considered a facial difference rather than a disability.
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INTRODUCTION

The concept of stigma, denoting relations of shame, has a long
ancestry and has from the earliest times been associated with
deviations from the “normal,” including, in various times and
places, deviations from normative prescriptions of acceptable
state of being from self and others. Stigma is typically a social
process, experienced or anticipated, characterized by exclusion,
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rejection, blame or devaluation that result from experience,
perception or reasonable anticipation of an adverse social
judgment about a person or group.? This judgment is based on
an enduring feature of identity conferred by a health problem or
health-related condition, and the judgment is in some essential
way medically unwarranted.” In addition to its application to
persons or a group, the discriminatory social judgment may also
be applied to the disease or designated health problem itself with
repercussions in social and health policy. Other forms of stigma,
which result from adverse social judgments about enduring
features of identity apart from health-related conditions (e.g., race,
ethnicity, sexual preferences), may also affect health; these are
also matters of interest that concern questions of health-related
stigma.l’! Some examples of stigmatized health conditions are
epilepsy, leprosy, stuttering, and HIV infection, mental illness,
alcoholism, podoconiosis, psoriasis.’*7!

The human face is a corridor of emotions, a gateway to verbal and
nonverbal communication, and a criterion for social acceptance
and mate selection.® The esthetics of facial structure are used
by humans to measure not only one’s beauty but also his or her
personality, intelligence, social class, trustworthiness, social skill,
popularity, and overall “goodness.”™ Orofacial cleft, due to its
particular location in the orofacial region, can be particularly
distressing; and parents of the affected children are usually
ashamed/uncomfortable with bringing out their children in
public. Congenital facial impairments remain a source of social
and mental distress to the affected families.l'” In fact, cases
of infanticide associated with cleft have been reported in the
literature.l"o11

In many cultures, the explanation for why a specific disability
occurs is shared by all members of the community.l'? In diverse
multicultural societies, the different cultures may sometimes
reflect considerable variation in beliefs about disability and family
life.l'>' In a previous study on knowledge and cultural beliefs
about the etiology of orofacial clefts in Nigeria, Oginni et al.l"™
found that some respondents believed that traditional religion
beliefs must have been violated for a defect like a cleft to have
occurred. In fact, some respondents see orofacial clefts as an
aftermath of eating certain food items that are forbidden, failure
to fulfill some obligations such as eating and drinking relevant
concoctions during pregnancy or stealing by either the father or
mother.l's! Oftentimes, wrongdoings were traced to the mother
who, according to the respondents, would be confronted with
implicating and derogatory expressions such as “You are the only
one that can explain where you got a child like this from;” “Your
sin has found you out;” “We have never seen this in this family;”
and “You must have bad eggs in your body,” among others."
In Hyderabad community, India, a commonly held belief is that
cleft lip and palate (CLP) is caused by eclipse.l'®

Anecdotal evidence suggests that stigmatization/discrimination is
a common “phenomenon” experienced by families of children
with CLP impairment.I'*' This stigma/discrimination can arise
from family members, friends, community members, health-care
workers, and even the affected parents (internalized stigma).
Stigma is an obstacle to good health and barrier to health care
for those shamed or blamed in developing as well as developed
societies.””! Stigma may be a significant contributor that erects real
and perceived barriers to recovery.
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Individuals might be stigmatized due to real or perceived
disability or impairment. Sociologists have also differentiated
“disability” from “impairment.” Accordingly, impairment
is considered as difficulty in physical, mental, and sensory
functioning, whereas disability is how an impairment affects
someone’s life; this is determined by the extent to which society
is willing to accommodate people with different needs.'”!
There are two popular models of disability (social model and
medical model). The social model asserts that “disability” is not
caused by impairment but by the social barriers (structural and
attitudinal) that people with impairments (physical, intellectual,
and sensory) come up against in every arena.'® The social model
views disabled people as socially oppressed, and it follows that
improvements in their lives necessitate the sweeping away of
disablist social barriers and the development of social policies
and practices that facilitate full social inclusion and citizenship.['®
In contrast, the medical model is based on the assertion that
disability is caused by impairment.l'® In many cultures, including
Nigeria, cleft impairment is considered a disability.['%151

The people who are disabled are frequently stigmatized.!'”
According to Reidpath et al.,""” the level of stigma experienced
by those stigmatized is not consistent across cultures, and this
inconsistency provides further evidence of the plausibility of the
assertion that stigma is related to social value. What is the societal
attitude toward cleft in Nigeria? Is CLP stigmatized in Nigeria?

Therefore, the aim of the study was to explore the stigmatization,
discrimination, and social exclusion experienced by children born
with CLP from family members, friends, and the community, as
well as health-care givers in Nigeria.

MATERIALS AND METHODS

This was a cross-sectional descriptive study among mothers of
children born with CLP, using both interviewer-administered
questionnaire and a semi-structured interview. The study was
carried out at the surgical outpatient cleft clinic of the Lagos
University Teaching Hospital, Lagos, Nigeria.

Primary sources of data collection included questionnaire and

semi-structured interview. A questionnaire [Appendix I] was

administered by the interviewer (the researcher) on the selected

respondents. The questionnaire consisted of three parts as follows:

e First part: Consisted of demographic data (age, ethnicity,
occupation, etc.) and type of cleft deformities, as well as
knowledge, attitude, and beliefs about cleft deformities

e Second part: Consisted of questions about stigma associated
with the deformities and its typology

e Third part: Consisted of opinions of mothers about ways and
methods to reduce stigma associated with cleft deformities.

The questionnaire was administered in English. However, the
questionnaire was translated into local languages for families who
do not understand English. Immediately after the questionnaire
was administered, each respondent was also interviewed using
a “semi-structured interview” method. The interview guide is
shown in Appendix Il. The interview provided an opportunity to
respondents to fully express themselves on the concept of stigma
and trigger responses that were not covered in the questionnaire.
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Respondents were asked to narrate their experiences about
acceptance/refusal of your family members, friends, and relatives
to carry the affected child (Item 1). In addition, they were
asked to narrate their experiences about the attitude of their
caregivers (doctors, nurses, medical record staff, etc.) toward them
and the affected child (Item 2). Respondents were also asked to
narrate any other bad experiences they have had due to the facial
deformity of the affected child (Item 3). Responses to ltems 1, 2,
and 3 of the interview guide were recorded verbatim.

Ethical approval for the study was sought from the Health
Research and Ethics Committee of the Lagos University Teaching
Hospital before the commencement of the study. Written
informed consent was obtained from each respondent before
inclusion into the study.

Data analysis

Data collected with questionnaire was analyzed qualitatively
and quantitatively. Data analysis is presented in descriptive and
tabular formats. Verbatim record of the interview was analyzed for
thematic analysis. The analysis started with coding for developing
themes within the raw data by recognizing important moments
in the data and encoding it before interpretation.

RESULTS

A total of 51 mothers of children with cleft lip and/or
palate impairment participated in the study. The ages of the
mother ranged between 20 and 43 years (mean + standard
deviation = 29.3 + 5.4 years). In 41.2% of the respondents, the
child was the first born of the family [Table 1]. The most common
type of orofacial cleft deformity in children of respondents was

CLP which was seen in 28 (54.9%) of the 51 children [Table 2].

Views, beliefs, and opinions on orofacial cleft

When respondents were asked about the cause(s) of the cleft
of their children, majority (41.2%) of them did not know the
cause, but a large number (35.3%) believed it was an “act of
God” [Table 3]. Other reasons given were “evil spirit,” “wicked
people” etc. Table 4 shows the beliefs of respondents’ family
members on the causes of cleft deformities. Although majority
of the family members believe in “act of God” as the cause of
the deformities, a large percentage (39.2%) of them believed
that “evil spirit” and “wicked people” are the main causes of
the deformities [Table 4]. None of the family members believe
in the hereditary/environmental factor as the factor responsible
for the defect.

Societal barriers and stigma toward cleft

About 72% of the mothers were ashamed of having a child with
cleft deformities [Table 5]. Although the question was negative,
many mothers (72.5%) responded positively by seeking help, and
a higher number of mothers (74.5%) were more positive about
having their child [Table 5]. However, two of the respondents
wanted to abandon the baby in the hospital. None of the
respondents wished to throw the baby away. About a quarter
of the respondent wished the child was never born [Table 5].
Thirty (58.8%) of the respondents claimed that their spouses were
ashamed of having a child with cleft deformity [Table 5]. One
of the respondents did everything possible to prevent friends,
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Table 1: Position of the child with cleft in the family

Position of the child Number of respondents (%)

1t 21(41.2)
2 13 (25.5)
3 8(15.7)
4t 6 (15.7)
7" 1(2.0)

Table 2: Type of orofacial cleft

Type of cleft deformities Frequency (%)

Cleft lip 14 (27.5)
Cleft palate 9(17.6)
Cleft lip and palate 28 (54.9)
Total 51 (100)

Table 3: Beliefs about the causes of cleft according to
respondents

Causes Number of respondents (%)
Evil spirit 3(5.9)

Wicked people 5(9.8)

Worms within abdomen 1(2.0)

Act of God 18 (35.3)

Pregnant women going out at night 1(2.0)

Hereditary or environmental factors 2(3.9)

Do not know 21(41.2)

Total 51 (100)

Table 4: Beliefs about the causes of cleft according to

respondents’ family

Causes Number of respondents (%)
Evil spirit 9(17.6)

Wicked people 11(21.6)

Worms within abdomen 1(2.0)

Act of God 15 (29.4)

Pregnant women going out at night 6(11.8)

Hereditary or environmental factors 0

Do not know 9(17.6)

Total 51 (100)

Table 5: Response of the mothers to felt stigma-related
questions

Number of respondents (%)

Are you ashamed of having this child?

Yes 37 (72.5)
No 14 (27.5)
What was your immediate reaction when
you had this baby?
To throw the baby away 0
To abandon in the hospital 2(3.9)
To seek help 37 (72.5)
Other responses 12 (37)
Did you wish this child was never born?
Yes 13(25.5)
No 38(74.5)
Is your husband ashamed of this child?
Yes 30(58.8)
No 21 (41.2)

family members, and neighbors from seeing the affected child
weeks after birth. Twenty-six (51%) of the respondents admitted
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that their relatives were ashamed of their affected children,
and 33.3% admitted that their friends were ashamed of their
children [Table 6]. In addition, 21.6% of the respondents admitted
that they have been treated like an outcast by neighbors, relatives,
and friends because of their affected children. When asked about
refusal to carry the affected children by friends, relatives, and
neighbors, 19.6% of respondents said “Yes” [Table 6]. Only
two [Table 6] respondent said “Yes” when asked about the
stigmatization of the affected child by the caregivers (doctors,
nurses).

When respondents were asked in an interview to narrate their
experience on the stigma associated with their children defects,
the responses are captured below:

Attitudes of family, friends, and relatives

When respondents were asked about the attitude of family and
friends, twelve of them claimed to have experienced cruelty at
the hands of their friends and relatives. One of the respondents
said: “neighbors refuse to carry my child and making jest of her.”
A mother were also blamed (“My in-laws refused to carry my
baby the last time we went home for Christmas, claiming | was
the cause of the defect because of my way of life”), mothers were
also shunned and isolated (“My in-laws have refused to visit me
since they heard about the birth of my child”) because they had
a child who was viewed as less than “perfect.”

Attitudes of caregivers

There was no negative remark from respondents about the attitude
of their caregivers toward the child and the mother. Phrases
such as “caring and supportive,” “nice and friendly”, and “very
supportive” were used by the respondents.

Mother’s experiences of responses to their child

Sixteen parents described additional bad experiences of societal
responses to their child. Five of them described issues with their
partners and his families: “My husband has refused to care for
my baby and my other children after the birth of this baby.” “My

Table 6: Response of the mothers to enacted
stigma-related questions

Number of
respondents (%)

Are your relatives ashamed of this child?

Yes 26 (51)

No 25 (49)
Are you friends ashamed of this child?

Yes 18 (35.3)

No 33(64.7)

Have you ever been treated like an outcast by your
neighbors, relatives, and friends because of this child?
Yes 11(21.6)
No 40 (78.4)
Has your friends, neighbors, relatives ever refused to
carry this child?
Yes 10 (19.6)
No 41 (80.4)
Are your caregivers ashamed of this child or have
treated you badly because of this child?

Yes 2 (4)
No 49 (96)
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husband’s family warned him not to marry me because of where
I come from. “Since the birth of this child, they have made life
miserable for me.” “My mother-in-law was very angry with me for
having this child. She once said that | was the first to give birth to
“a child like this” in their family.” “Sometimes my husband is sad
and become moody about this baby. This makes me sad also.” “The
father of my baby abandoned me and my baby the moment he saw
the child with the cleft.” The above experiences can be interpreted
as societal attitudes creating a blaming position toward parents.

Other parents also described what may be interpreted as social
isolation and exclusion due to societal attitudes: “I had to hide
the baby inside the house. The naming ceremony has been
postponed indefinitely because of the defect.” “I have never been
comfortable taken my baby out.” “I had to stay away from home
the day the baby was being named because of shame.”

DISCUSSION

This study identified that most respondents claimed they do not
know the cause of orofacial cleft, an appreciable number of them
attributed cleft to an “act of God”, few others believed clefts were
due to “evil spirit”, “wicked people”, and “pregnant women going
out at night”. In a study on the cultural perception of the etiology
of cleft, Oginni et al." reported that most respondents (46.1%)
claimed they did not know the cause of the clefts, 19.4% and 13.1%
believed the clefts were due to evil spirit and an “act of God”,
respectively. Olasoji et al.'¥ compared the cultural difference in
the perceived causes of cleft between Yoruba and Hausa ethic
groups. While most Hausa respondents believed in “an act of God,”
most Yoruba respondents perceived cleft to be due to “evil spirit”
and “Ancestors punishment related to wrong doing by family.”"3!

Some Nigerians have also been reported to believe that there must
be a curse at work and that the problem could have ancestral
origin." This idea of ancestral origin (something spiritual wished
on us by our ancestors) has also been reported in Filipinos and
Chinese.”?%

Family members, friends, and neighbors have been reported to
play a significant role with regard to well-being of children with
CLP." |n the present study, more family members were reported
to have inferred that cleft is due to “evil spirit” and “wicked
people” than mothers (respondents) of the children themselves.
Penn et al.?" explored the role of grandmothers, specifically in
South African communities and found that grandmothers have
a pivotal role in how various childhood disabilities are viewed
and how children with these disabilities are treated. Of note,
grandmothers in the studied community are recognized to have
the authority to recommend infanticide.?"" It is noteworthy that
one of the respondents in the present study claimed that her
mother-in-law once said that she was the first to give birth to “a
child like this” in their family. In Nigeria, family system rather than
individualism is the prevailing culture, therefore the importance
of family, friends, and neighbors in combating discrimination/
stigma against orofacial cannot be overemphasized.

Typology and sources of stigma
Stigma, denoting relations of shame is typically a social process,
experienced or anticipated, characterized by exclusion, rejection,
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blame or devaluation that result from experience, and perception
or reasonable anticipation of an adverse social judgment about
a person or group.®?! Stigma is also considered a social process
through which individuals are devalued on the basis of particular
negatively perceived characteristics or status.?” Despite the fact
that birth defects especially within and around the orofacial
region are frequently stigmatized in our environment, little is
known about the typology and sources of stigma associated with
CLP deformities. Stigma may be a significant contributor that
erects real and perceived barriers to recovery.l® The presence of
cultural stigma toward children with orofacial clefts may serve
as a barrier to treatment and may directly threaten the safety of
the child. Combating stigma is thus widely recognized as a key
ingredient in the struggle against chronic stigmatizing illnesses
and for improvements in public health in general.?*!

In the present study, various type of stigma, discrimination,
and social isolation toward children with CLP was identified.
Regarding the stigma, these were felt stigma, enacted stigma,
felt normative stigma, and internalized stigma. About 73% of
mothers and 59% of fathers were ashamed to have children with
cleft deformities. This is considered either a felt stigma and/or
internalized stigma. Felt stigma denotes both a sense of shame and
a companion fear of encountering enacted stigma.?® According
to Scambler,®! when confronted with a medical diagnosis of
stigmatizing condition, state-sanctioned, culturally authoritative
and carrying legal weight, individuals develop a “special view
of the world” — characterized by a strong sense of felt stigma
and predisposing them to secrecy and concealment. This is
exemplified by the fact that about 4% of the mothers wanted to
abandon the baby in the hospital/place of birth, and 26% of them
also wished the child was never born. Felt stigma is typically
more disruptive of the lives of the sufferer than enacted stigma.*
Internalized stigma results in prejudice and may lead to enacted
stigma; when it is internalized by putative possessors of stigma
the consequence is “self-stigma.” In internalized stigma, people’s
self-concept is congruent with the stigmatizing responses of others;
they accept the discredited status as valid.?* A father, according
to one of the respondents, was so internalized stigmatized to
the point that he abandoned his wife and all the children after
the birth of the affected child. One of the respondents exhibited
a felt normative stigma by doing everything possible to prevent
friends, family members, and neighbors to see the child weeks
after birth. Felt normative stigma refers to a subjective awareness
of stigma which it is expected will motivate individuals to take
action to avoid enacted stigma.®?”

Enacted stigma refers to overt discrimination against those
with stigmatizing conditions on the sole grounds of their social
unacceptability.?2% Enacted stigma toward children born with
CLP was very common in this study. Relatives, friends, and
neighbors were reported to have behaved in a way suggestive of
enacted stigma. Respondents reported that 51% and 35% of their
relatives and friends, respectively, were ashamed of their baby
born with orofacial cleft. In fact, about 20% of them reported
that they have been treated like outcast due to the defects of
their children. Refusal to carry babies born with orofacial cleft,
a feature suggestive of enacted stigma was also very common.

During an interview session, one of the respondents reported
that her mother-in-law accused her of being the cause of the
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deformity; a comment suggestive of symbolic stigma. Symbolic
stigma connotes passing a negative moral judgment on individuals
with a chronic stigmatizing condition. Maughan-Brown!??
identified symbolic stigma as one of the three distinct dimensions
of HIV-AIDS-related stigma.

The previous researches into stigma associated with HIV-AIDS
and epilepsy have also identified enacted stigma, felt stigma,
felt normative stigma, and internalized stigma as common
phenomenon among people living with these chronic
conditions.?242

Studies on the concept of health-related stigmatization
have shown that there are several sources of health-related
stigma (Slade et al., 2009; Thompson et al., 2010). Stigma
has been reported to arise from external sources such as
health-care professionals, the workplace, family and friends, the
community, government agencies and insurance companies,
and from other sufferers. Stigma can also arise from within, with
sufferers experiencing guilt and blaming themselves for their
experience.l*?”] In the present study, sources of stigma included
friends, relatives, neighbors, and even respondents themselves.
These identified sources have also been documented in other
chronic stigmatizing conditions/illnesses such as epilepsy, mental
illness, HIV-AIDS, podoconiosis, leprosy, and stuttering.12%28-34

It is instructive to note that there was no negative remark from
respondents about the attitude of their caregivers toward the child
or the mother. The importance of health-care workers as societal
role models in terms of influencing societal attitudes and beliefs
is very important. It has been documented that when patients are
satisfied with the health-care encounter and trust them, they adhere
to advise and this may assist treatment effectiveness.’> Trust is
always an important factor in patient—caregiver relationship.
Trust has traditionally been considered a cornerstone of effective
doctor—patient relationships.*® The need for interpersonal
trust relates to the vulnerability associated with being ill, the
information asymmetries arising from the specialist nature of
medical knowledge, and the uncertainty and element of risk
regarding the competence and intentions of the practitioner
on whom the patient is dependent.’® According to Rowe and
CalnanB® without trust patients may well not access services at
all, let alone disclose all medically relevant information.

It must also be stated here that the concept of stigma is still very
controversial and not as simplistic as presented by authors such
as Goffmanl" and Scambler.>?¢ Reidpath et al.' highlights why
using stigma instead of discrimination may not be helpful and
why a shift is necessary. Saycel*”! also gives a good account as to
why stigma is not useful in all contexts. According to Sayce,*”! the
concept of stigma unnecessarily limits the scope of discussion of
what is possible. It creates a focus on individual attitude, rather
than structural change. It advocates, first, changing stigmatized
conceptions of themselves, and only second, addressing the
conceptions of the public through education. According to
Sayce,®”! terms such as “discrimination” and “exclusion” are
more likely to help us conceptualize and plan this work than
“stigma.” In addition, OliverB¥ in his discussion on politics of
disablement argues that disabled people have not found stigma
a useful concept because it has been unable “to throw off the
shackles of the individualistic approach to disability with its
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focus on the discredited and the discreditable.” The legacy
of Goffmann’s work on stigma,"! he argues, has been a focus
on individual self-perception, and microlevel interpersonal
interactions, rather than widespread and patterned exclusion
from economic and social life.8 “Stigma” has not provided
a rallying point for collective strategies to improve access or
challenge prejudice. Instead, the disability movement has
turned to structural notions of discrimination and oppression. 8l
On the one hand, whether one uses stigma, discrimination, or
exclusion to describe the experience of parents of children born
with CLP, it should be understood that the concept described in
this paper is partly about CLP and the social barriers (structural
and attitudinal) that individual with CLP come up against in the
society as described by Thomas.!"® An alternatively idea to the
above was proposed by Shakespearel3? that disability occurs
when there is an interaction of “individual” and “social” factors.
According to Shakespeare (2006),1*"' the experience of a disabled
person results from the relationship between factors intrinsic to
the individual, and extrinsic factors arising from the wider context,
in which he/she finds herself. Among the intrinsic factors are
issues such as the nature and severity of her impairment, his/her
own attitudes to it, his/her personal qualities and abilities, and
his/her personality. Among the contextual factors are the attitudes
and reactions of others, the extent to which the environment is
enabling or disabling, and wider cultural, social and economic
issues relevant to disability in that society.?! Individual perception
of himself/herself is to a large extent a product of his/her make-up
as well as the make-belief of his/her environment. Based on the
result of the present study, and in line with the opinion expressed
by Shakespeare (2006),2% CLP disability results from the interplay
of individual and contextual factors. In order words, people are
disabled by society and by their bodies.

Strategies for combating discrimination, social isolation, and
stigma associated with cleft lip and palate

Despite widespread awareness of the negative impact of
social discrimination and stigma, advances in public health
programs to address them have been comparatively slow and
unsystematic.*” The negative effect of discrimination and stigma
is all encompassing involving the individuals affected, their
relatives, friends, immediate community, and also has impact on
the assessment of health facilities by the affected. In the present
study, when respondents were asked about strategies to combat
the menace, most of them (71%) believed that public awareness
about the causes and prevention of cleft deformities is imperative.
Awareness campaign by health-care professionals among mothers
during prenatal period was also identified as a veritable tool to
reduce stigma associated with the deformity.

To eradicate discrimination and stigma, the structural forces
that drove them in the first instance must be taken into
account.®" Kurzban and Leary®*? made a distinctly sociobiological
formulation of stigma, regarding stigmatization as a mechanism
that has evolved for the purpose of excluding those people
who reduced the fitness of the community. One common type
of stigma reduction intervention is the information, education,
and communication (IEC) campaign.¥ Such IEC campaigns
have been developed as a means of reducing the level of
stigma in diverse areas of health-related stigma such as epilepsy
(Baker and Jacoby 2001), communicative disorders,*4 and
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congenital abnormalities.*! According to Reidpath et al.,!'” these
are conservative interventions, however, underpinned by a view
that those who stigmatize have the agentive capacity to behave
differently, and that knowledge is all that stands in the way of
the behavior change. Hyland (2000)¥¢ has shown that effect
of IEC campaign is unsatisfactory, particularly at a population
level because the sociocultural forces that gave rise to the
stigma are slow to subside even in the presence of knowledge
(Hyland 2000).4% Government and its activities are pervasive;
therefore, the Government of Nigeria has a role to play in reducing
discrimination, social isolation, and stigma associated with the
birth of a child with CLP.

In a study on stigma experienced by people with nonspecific
chronic low back pain, participants suggested the followings as
practical ways to reduce stigma: public and health professional
education, encouragement from people who have had recovery
and success as well as participation in support groups./? Other
authors!®#! have also reported that formation of support groups
and participation of those affected help in resisting negative
feelings associated with stigmatization, and victim blaming
advocacy group by parents of children with CLP may also go
a long way in reducing the discrimination and social isolation.

CONCLUSIONS

Myths surrounding the etiology of orofacial cleft are prevalent
in Nigeria. The findings of this study suggest that there is a
need for community intervention aimed at dispelling myths and
raising awareness about the etiology and available treatment
opportunities for children born with CLP. Various types of
stigma, discrimination, and social isolation toward children with
CLP were also identified. Strategies to combat discrimination,
exclusion, social isolation, and stigmatization must be put in place
in Nigeria. To eradicate stigma, discrimination and exclusion
associated with CLP efforts must not only be focused on the
society (extrinsic factor) but also on the affected individuals whose
perception about CLP has been defined by the society at large.
Individuals with CLP should be considered as people with facial
difference rather than people with disability.
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APPENDICES
Questionnaire (Appendix I)
Stigmatization of children born with cleft lip and palate deformities: Challenges and prospects
Dear participant,
The purpose of this survey is to explore the stigmatization experienced by families with children born with cleft lip and palate

deformities from family members, friends, and the community, as well as health-care givers.

Demographic data
1. Yourage:......coooooviiiiiiiinniinnnn.

3. Ethnicity:
e  Yoruba
® Hausa
e |Igbo
®  Others (State).....cuvveeeeeeereeeeeeieeeee e

6. Position of the child with cleft in the family:....................co..

Type of cleft

a. Cleft lip only

b. Cleft lip and palate
c. Cleft palate only

Please answer the following questions:

1. What do you think caused your child’s cleft (deformity)?

Evil spirit

Causes from wicked people

Worms within the abdomen when denied food during pregnancy
Act of God

Pregnant women laughing at a patient with cleft lip and palate
Pregnant women going out at night

Hereditary or environmental factors

SE 0 a0 o

2. What do other members of your family/relations/friends say caused it?
Evil spirit

Causes from wicked people

Worms within the abdomen when denied food during pregnancy
Act of God

Pregnant women laughing at a patient with cleft lip and palate
Pregnant women going out at night

Hereditary or environmental factors

Se 0 a0 T

3. Are you ashamed of having this child? .Yes .No

4. What was your immediate reaction when you had this baby?
a. To throw the baby away
b. To abandon in the hospital/other place(s) of birth
c. To seek help
d
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5. After the birth of this child and you noticed the defect, did you wish this child was never born?

Yes .No

6. Is your husband ashamed of this child?

.Yes .No

7. Are your relatives ashamed of this child?

Yes .No

8. Are you friends ashamed of this child?

Yes .No

9. Have you ever been treated like an outcast by your neighbors, relatives, and friends because of this child?

Yes .No

10. Has your friends, neighbors, relatives ever refused to carry this child?

Yes .No

11. Do you have any reason to believe that your caregivers (doctors, nurses, medical record staff, etc.) are ashamed of this child
or have treated you badly because of this child

Yes .No

12. What in your opinion needs to be done by health workers, public, government, and media houses to reduce the stigma (shame)
associated with this kind of deformities?

a.

Public awareness about the causes and prevention of the deformity

b. Awareness campaign among mothers during prenatal period
c.
d

. ANy Other SUZEESHIONS. ..ottt

Government has a role in reducing stigma associated with this condition

Interview Guide (Appendix IlI)

Stigmatization of children born with cleft lip and palate deformities: Challenges and prospects

1. Kindly narrate your experience on the acceptance/refusal of your family members, friends and relatives to carry this child
(refer question 10 above)

2. Kindly narrate your experience about the attitude of your caregivers (doctors, nurses, medical record staff, etc.) toward you
and your child (refer question 11 above)
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