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Abstract

Objective: The aim of the present study was to describe the experiences of young adults living with cleft lip and palate (CLP) and to

explore potential gender differences.

Design: A descriptive qualitative study was designed involving semi-structured interviews. The interviews were analyzed using

qualitative content analysis, as described by Graneheim and Lundman.

Participants: A total of 9 women and 8 men, aged 22 to 26 years with UCLP.

Results: The main theme identified was: the duality of living with a cleft—being normal yet different, and 2 subcategories: “My cleft

and me” and “My cleft and the World.” The participants described themselves as normal yet different, both in relation to them-

selves and in relation to others. They also stated that gender norms regarding appearance affected their lives and how they saw

the cleft.

Conclusion: This study adds to the growing body of qualitative research on CLP. It highlights the dualistic experiences of feeling

normal and different at the same time. The interviews indicated that this dualism was based on context and gender, showing the

psychological complexity of an individual. The clinical implications of this study emphasizes the need of a person-centered care

approach in the cleft care setting where the clinicians are aware of the potential dualistic experience that also may differ over time

that individuals with cleft can experience. This can also help clinicians better understand and help patients reduce distress and

strengthen positive coping mechanisms.
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Introduction

Cleft lip and/or palate (CL/P) is the most common congenital
facial malformation, affecting approximately 2:1000 live
births and is more common among males than females.1,2 A
cleft lip and palate (CLP) affects function as well as facial
appearance. A treatment program is usually provided by a mul-
tidisciplinary team that starts in infancy and extends into child-
hood, adolescence, and sometimes adulthood. It consists
mainly of reconstructive surgeries to repair the cleft, together
with speech training and orthodontics, with the goal of achiev-
ing the best possible functional and aesthetic outcomes as well
as achieving psycho-social well-being.3,4

Many individuals with CL/P live “fruitful and fulfilling
lives”,5–7 but others experience a substantial psychosocial
impact on their lives. This impact may include
appearance-related concerns,4,8 teasing and bullying,5,6,9 and

problems with the remaining sequelae of the cleft, such as
speech and hearing impairment.10 Several qualitative studies
on adults living with cleft have described a feeling of not
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being normal5,6,10,11 and a longing to be like everyone else.12

In addition, some individuals with cleft may struggle well into
adulthood, where the cleft keeps causing distress when enter-
ing the workplace, forming a romantic relationship, or starting
a family.13

The impact of living with CL/P is lifelong and varies during
the course of life14,15; it seems that for most individuals, the
impact diminishes over time and a feeling of acceptance
emerges together with a feeling that the cleft must not hinder
life satisfaction.5–7,14 Dissatisfaction with appearance that
impairs self-confidence seems to decrease during adulthood.7

Qualitative studies also describe that living with a cleft help
can develop empathy, strength, and resilience.11,16 However,
it is important that psychological and other support be available
in adulthood,13 since the cleft might be a stressor that continu-
ally causes distress.7,17

Existing literature regarding the ongoing psychosocial
impact of a cleft in adulthood is still limited, but it is steadily
increasing. The influence of gender on the experience of
living with a cleft has not yet been fully explored and so far,
mainly discussed in relation to appearance.16 Differences
between men and women have been identified in quantitative
studies, such as with regard to psychiatric health,2 achieve-
ments in school,18 coping strategies, and appearance-related
distress.17 However, no evident relationship between gender
and psychosocial adjustment has been found10 and this area
needs further exploration. There is a lack of knowledge with
regard to how gender influences individuals with CLP and
their well-being. This study adds to the growing body of inter-
national research and further the understanding of the experi-
ence of growing up and living with a unilateral cleft lip and
palate (UCLP) from a gender perspective.

Aim

The aim of the present study was to describe young adults’
experiences of growing up and living with UCLP and to
explore potential gender differences.

Methods

Study Design
This study was designed as a qualitative inquiry; participants
were interviewed using individual semi-structured interviews
and data were analyzed using qualitative content analysis.
The recommendations for qualitative research according to
the COREQ criteria were followed throughout the research
process.19 The COREQ checklist help researchers follow and
report essential aspects of qualitative research both regarding
research team and reflexivity, study design, data analysis and
reporting, and it aims to increase transparency and quality of
studies. The first author (AP), who conducted the interviews,
is a specialist nurse in pediatrics and is experienced with
cleft care. However, they were not involved in the care of
the participants.

Participants and Setting
In Sweden, multidisciplinary cleft care is freely available to all
children born with cleft, and takes place in 6 tertiary
CLP-centers, from birth to 19 years of age. The participants
of the study were recruited purposefully from the roster of indi-
viduals born with UCLP in the region of West Sweden. The
individuals had received care in the tertiary center of
Sahlgrenska University Hospital and were born between
1993 and 1998, hence were 22 to 26 years of age at the time
of the interviews. Exclusion criteria were known syndromes,
language barriers as well as lack of information on current
address. The age of 22 to 26 was chosen to ensure that the stan-
dardized cleft treatment protocol was finished for all
participants.

Potential participants received a letter introducing the study
and were contacted by phone a few days later. In total, 9
women and 8 men were interviewed. Three women and 12
men declined participation, mostly due to time constraints.
Saturation was reached after 7 participants of each gender.
An additional 2 women and 1 man were interviewed to
confirm saturation, after which data collection was completed.
The median interview time was 24.5 min (range 20-44) for
men and 31 min (range 28-55) for women. Table 1 presents
the demographic data of the participants.

Data Collection
The interviews were conducted in October and November
2020 via the teleconferencing system Zoom (Zoom Video
Communications, Inc.) (n= 15) or telephone (n= 2) and the
participants chose the format. The interviews were conducted
in Swedish. All interviews were audio-recorded and tran-
scribed verbatim by the first author, AP. The interviewer
(AP) began with their introduction and that of the aim of the
study. A topic guide was used, where the main questions
were “Can you tell me about how it is to live with a cleft,”
“Can you tell me about growing up with a cleft,” and “Do

Table 1. Participants Demographics.

Male (n= 8) Female (n= 9)

Age, median (range) years 24 (23-26) 24 (22-26)

Occupation

Full-time work 5 4

Studying 2 5

Unemployed 1 0

Academic background

University, finished or ongoing 3 6

High school diploma 4 2

Not finished high school 0 1

Living conditions

Alone 4 7

With significant other 2 2

With parents 2 0

2 The Cleft Palate-Craniofacial Journal 0(0)



you think there is any difference between a woman and a man
with a cleft.” Probing questions such as “can you explain” and
“what do you mean” were used, in order to elicit details.

All patients were informed both at the start of the interview
and in the written information material that they could receive
follow-up support from the cleft team psychologist if needed.
All participants received contact information of the team psy-
chologist and 1 participant was referred by the researcher
after the interview.

Data Analysis
Data were analyzed using qualitative content analysis with an
inductive approach, as described by Graneheim and
Lundman.20 The analysis was performed in Swedish, and
quotes were translated by a native English-speaker with a
Master in Arts-degree.

First, the interview transcripts were carefully read several
times to understand the content. Meaningful units that captured
the essence of the participants’ experiences of living with CLP
and gender norms were highlighted and condensed into brief
phrases, which were labeled with codes using the qualitative
analysis software NVivo 12 (QSR International). One inter-
view was independently analyzed by AP and ME and then
the analysis was compared to ensure validity. Thereafter, the
initial analysis was performed by AP. Next, investigator trian-
gulation was performed by ME and the codes were sorted into
subcategories. Similar subcategories were grouped into main
categories from which an overarching theme emerged.
Triangulation was performed again by MP where some inter-
views were read in light of the coding to ensure the validity
of it. Throughout the analytical process, findings were dis-
cussed among the authors to ensure agreement.
Trustworthiness was ensured by measures of credibility,
dependability, and transferability as described by Graneheim
& Lundman.20

Ethical Considerations
This study was approved by the Regional Ethics Board of West
Sweden (approval no. 970-11). All participants received both
verbal and written information before participating in the
study and provided written informed consent. They were
informed that participation was voluntary, that they had the
right to withdraw from the study without having to specify
the reason, and that confidentiality was guaranteed.

Results

The interviews yielded deep and rich narratives from young
adults with UCLP regarding their experiences. A latent
overall theme that emerged from the data analysis was “The
duality of living with cleft—being normal yet different”
(Table 2). All narratives contained descriptions of experienced
contrasts in life and the theme emerged explicitly.

The overarching theme consisted of 2 categories: “My cleft
and me” and “My cleft and the world.” “My cleft and me”
emerged from the manifest subcategories “My appearance,”
“My future,” and “My thoughts,” which focused on the indi-
vidual’s perception of themselves. “My cleft and the world”
was built on the subcategories “I am like everyone else,”
“My relations,” and “The cleft has made me an outsider,”
which focused on the individual in relation to society.

My Cleft and Me
My appearance was discussed in all the interviews, ranging
from an awareness of the cleft’s impact on their appearance
to feeling unattractive due to it. All participants acknowledged
that being born with a cleft affected their appearance. Their
experience ranged from positive—feeling more interesting—
to negative—feeling unattractive. Often, several sentiments
were present in the same narrative, capturing the complexity
of their relationship with their appearance.

If I put a value on it, it would be positive. In that, I think that my
face would have been more boring without… or that it is just an
important part of my face. (F9)

A majority of the women, 6 out of 9, expressed feeling unat-
tractive due to the cleft, which was not described by any of
the men. Gender norms regarding how a woman should look
were also attributed as affecting an individual’s feeling of
being attractive.

It doesn’t feel more attractive to have a scar in the face of itself,
it’s just less attractive then. I think. It is something one has pon-
dered… you get to hear that /brother/ was cute with his scar,
and then I came as an ugly child. My mother has said that
there were comments like that. But yea… also, as a woman
you should have a certain look, and you have norms and
such, think also that how my self-image would have looked
like. (F1)

Some individuals stated that their appearance was not very
important to them, but they simultaneously acknowledged
that appearance is important in general, which made them
feel the need to “look nice.”

Ok…yeah because it feels like… I don’t know, maybe it’s a
preconceived notion, but they… that there are kind of not
that many with this condition who are fixated on their looks,
and I’m not fixated on it either, but it’s not that I care a great
deal about my looks. But I… you still want to look nice
and… (F8)

There was a feeling of certainty among the participants that the
cleft and the cleft-related appearance could have had a larger
impact on their lives if it had been more visible.
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Because when you have had a cleft lip [and palate] that is
visible when you are a grown up you probably wouldn’t
have had relationships as easily… and probably not gotten to
live a normal life like I do. (M7)

Teeth were most often mentioned by the participants regard-
ing appearance, regardless of gender. Concern was expressed
regarding how teeth currently affect or had affected the indi-
vidual’s appearance. Participants described how teeth are
central to the face and that crooked or abnormal looking
teeth made them feel self-conscious.

Yes, it’s sort of always been that my teeth are very very
crooked. When I was younger, I was sort of… I thought of
that almost all the time. You kind of pondered that my teeth
are crooked and things like that. (M8)

My future was a subcategory that described thoughts and con-
cerns regarding the future. Many displayed fear that the cleft
would continue to influence their future adult life, just as it
had in the past. Some individuals acknowledged that they
had previously felt fear but had moved past it—either due to
age and maturity or by meeting a partner.

A majority of the participating women, 5 out of 9, expressed
worry about meeting a partner and having children. The fear
regarding children encompassed both the fear of not having
children and also a fear of having children with a cleft, who
are forced to experience what they had endured.

But I am also sort of scared for… I am a little sceptic to have
children of my own that has cleft lip, cause I don’t want
them to go through that bullying and such, but I feel if I have

that its mostly to find …. I am mostly worried about finding
a partner that would want me, but not my children with cleft
palate. It is also a thing that one ponders. (F1)

The men did not discuss future children; instead, their narra-
tives contained more discussion about meeting a significant
other. The cleft was not as important in their narratives regard-
ing serious relationships and they were overall more positive
regarding meeting someone than the women. A greater sense
of contentment was found among the men.

Well relationships, for example, I’ve never had any problems
getting girlfriends actually. Even before I had a beard. My
CLP obviously shows less when I have a beard, but even
when I didn’t have a beard, I have never had any problem
with relationships and things like that. (M7)

My thoughts was the third subcategory, describing the partici-
pants’ perception of their cleft and its influence on their life as
well as a comparison with others with cleft.

Half of the men, 4 out of 8, claimed that they had been lucky
compared to others with a cleft, who had been less fortunate
and were worse-off both in terms of having peers with cleft
in Sweden or being born in a country with access to affordable
health care.

Then, I’m very fortunate, I’m in a good seat. I have a permanent
job, I have an amazing girlfriend, I have a great life, have my
family, I kind of can’t complain. (M7)

When reflecting upon whether it was harder to grow up as a girl
or as a boy with a cleft, many women described that it probably

Table 2. Findings of Content Analysis and Number of Respondents in Each Subcategory/Category.

Theme
The duality of living with cleft—being both normal and different

Category My cleft and me My cleft and the world

Sub-category My appearance

(8 men, 9 women)
My future

(3 men, 5
women)

My thoughts

(8 men, 9 women)
I am like

everyone else

(8 men, 9
women)

My relations

(8 men, 9 women)
I am an outsider

(7 men, 9 women)

Codes Feeling unattractive

(2 men, 6 women)
To plan for the

future

(1 man, 3
women)

It’s worse for others

to have a cleft

(4 men, 5 women)

I feel normal

(8 men, 9
women)

My family and friends

are important to me

(5 men, 8 women)

The cleft is a

burden

(7 men, 9 women)

The cleft affects my

appearance

(7 men, 6 women)

To meet

someone

(2 men, 5
women)

Difference between

genders—or not

(6 men, 9 women)

Time has

healed me

(8 men, 9
women)

Bullying

(4 men, 6 women)
I feel different and

as an outsider

(4 men, 9 women)

My teeth are a big

deal

(6 men, 6 women)

I cope with problems

that arise

(3 men, 5 women)

Societal norms

(7 men, 9 women)

Good things have

come from the cleft

(8 men, 8 women)

4 The Cleft Palate-Craniofacial Journal 0(0)



would be easier to be a man since it is possible to hide the scar
with a beard. Conversely, several men mentioned that women
have an easier time hiding the cleft with makeup. Most partic-
ipants, however, thought that besides the gender norms regard-
ing appearance, there was no difference between the genders
regarding living with or growing up with a cleft.

Several different ways of coping with the cleft and feeling
different emerged. In cases of speech impediments and physi-
cal problems involving food and drink that enter the nose, most
individuals described an improvement over the years. The
improvement had come through practice, either with the help
of a speech and language therapist or because of their own
work. Other active ways of coping included being open and
transparent about one’s difficulties, for instance, in situations
where others have problems understanding the individual
with a cleft.

Well, I’m used to it, when I meet new people, I usually say
straight away that if you don’t hear or if you don’t understand,
just ask or what not. (M3)

Some participants stated that they tried to avoid situations
where the cleft might be noticed or questioned.

Ehm…but I also think that I avoided such situations, where you
could be criticized for your looks and such. (F8)

In some cases, more drastic coping strategies were used to avoid
bullying and socially difficult situations. One man described a
voluntary isolation during the teenage years to avoid tough
situations.

I sort of ended up going to the computer as a haven and kept
mostly to myself indoors. (M7)

All but one of the participants mentioned that there were ben-
efits of living with a cleft. Some individuals talked about prac-
tical advantages, such as the cleft could function as a subject
for class presentations or being able to attend special events
with celebrities through the hospital and charities. Other posi-
tive experiences included personality growth due to the impact
of living with a cleft or increased self-awareness with the help
of a psychologist at the center. Several individuals mentioned
that the cleft and the experiences of growing up with it were
important reasons for choosing a career in public service.

The ability to stand up for yourself, I think … because it really
has led to the person I am today, the job I have. (M7)

My Cleft and the World
The participants not only reflected on themselves but also
about the world. The category My cleft and the world
focused on the participants’ relationships with others and
how they viewed themselves. This category had its foundation

in the subcategories “I am like everyone else,” “My relations
with others,” and “Being an outsider.”

I am like everyone else emphasized the feeling of normality
among participants. All 17 participants discussed feeling like
everyone else, but from different points of view; first, from a
family perspective, when several people in their family had a
cleft, it made it quite normal.

It is like this, the majority of the people in my family have cleft
lip and palate, and from the family perspective its quite normal.
(F1)

Second, people also described feeling like everyone else,
meaning that living with a cleft had never been extraordinary.
The cleft was a part of the individuals’ life and in relation to
their surroundings, that is, their normality.

I have sort of not really thought about it, kind of like this, that is
something different, cause it’s really never been a big thing.
(M4)

Another finding was that this feeling of normalcy had devel-
oped over time and the transition from youth to adulthood
helped participants come to terms with the cleft.

But I don’t think about my cleft as I did when I was younger.
Now, it feels more like a part of me. (F5)

The cleft has made me an outsider was found in all narratives
but one and had more or less negative connotations. The par-
ticipants described a feeling of being different than others,
which emerged as a distinctly dualistic experience given that
participants simultaneously described themselves as “normal.”

And I think that, I may not have gotten as many comments
about it (the cleft), but still I have that feeling (of being an out-
sider). So I think that people that receive more comments about
that, really have a stronger feeling. (F7)

This feeling of being an outsider was sometimes considered a
strength, as a feature that not everyone has. To be different, is
not always a flaw.

But… you have learned that, you are not like everybody else. In
a way, you kind of like that. So you don’t end up this typical…
where everything has to be perfect and such. (M3)

One gender difference found was that the women described the
cleft as a burden to bear, particularly in the past, but also at
present. Such a negative perspective was not found in the nar-
ratives of the men.

I feel that it has been very hard. It’s something that I feel… It
made me feel really bad about it to be really honest. It was not
very long ago, that I got all broken up about it, and kind of
didn’t want to be here anymore. I started to wonder why my
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parents didn’t do an abortion and such. But that they let me…. I
feel that I suffer every day. So that’s tough. (F3)

Participants also discussed how societal norms affected their
view of appearance. Several women said that gender norms
added to the feeling of being an outsider and different, since
they did not look the way a woman should. It was described
that a man can have a scar without facing social repercussions,
something that is difficult for women. One participant
explained with an example of a celebrity with a cleft.

You know the guy actor Joaquin Phoenix ehh.. there is… it
feels like he has become so… he has such a characteristic
face cause of the cleft lip scar. But I have a hard time imagining
that an actress in her forties… “She has a very characteristic
scarring there” (F9)

There was a consensus among the participants that norms
regarding appearance are stricter for women than for men
and that they put pressure on the individual to be a certain way.

But as everyone knows, girls have higher pressure on their
appearance, it feels like. Over all, compared to guys. (M6)

My relations was a subcategory that all participants
reflected on from different perspectives. The importance of
family was described along with the sense of safety that it
offered during childhood and youth.

But it’s still nice that the family has been a safe haven so that
one has been able …. And my grandmother was very much on
standby and came to help out. (F1)

Having friendships during youth and childhood was of great
importance to the participants that had a protective function for
the individual to avoid bullying and also to feel included in the
social setting. About half of the participants, both men and
women, described being subject to bullying during their
youth and childhood, together with not having close relation-
ships with friends, creating a feeling of loneliness.

Ehh…it was pretty hard, because I was bullied just because I
was different and such. Eh… so you were kind of… no, it

WAS hard to get new friends and such. Eh… so you were
kind of lonely. (M3)

In all cases, bullying was described as part of the past and all
affected participants explained that in the present they no
longer experienced it. However, the residual effects of being
bullied were present in some of the narratives and included
fear of meeting new people and a constant sense of vigilance
to avoid situations that could potentially lead to being bullied
again. Several participants expressed a fear that meeting new
people might trigger difficult situations and that the cleft
would be the first thing that new friends and acquaintances
would notice.

Ehh… its the same when you meet new people… like now, for
example, when I went back to school and was meeting my
classmates for the first time. In my head, the cleft palate is
always the prominent thing. That this is what they will notice
first about me. /silence/ (F4)

This vigilance is present when interacting with others, even
though most of the participants are well aware that the
people around them generally do not notice the cleft.

But… if I don’t mention it to people, they don’t seem to notice.
(M2)

Discussion

This study aimed to describe young adults’ experiences of
living with a UCLP. The participants were aged 22 to 26,
which placed many of them in the transition period called
emerging adulthood.21 In this period, young adults develop
their identity before committing themselves to long-term
choices in adulthood.21 The participants were in the process
of becoming adults, which included some having a secure
job and a significant other, while others were still living at
home and recently started university or vocational training.

The main conclusion from our data is summarized in an
overarching theme: The duality of living with cleft—being
normal yet different. The respondents stated that they felt
very normal, yet very different; these feelings were relative
and differed over the course of life and in different situations,
mirroring the dynamics of life. This study yielded an explor-
atory model, as shown in Figure 1. It was clear that for a major-
ity of the participants most aspects could be both positive and
negative, or somewhere in between, showing the complexity
and dynamics of life. Participants identified the feeling of
being different along with an equally strong sentiment of
being like everyone else. Some individuals felt intensely differ-
ent than others, while others more strongly claimed normalcy,
demonstrating a diversity of narratives and individual varia-
tion. The diversity among individuals living with a cleft has
been substantial, where positive, negative, and neutral
responses to the same concept have been described.11,16 This

Figure 1. The duality of living with a cleft lip and palate: exploratory

model.
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was confirmed by the present study, with the added knowledge
that most participants encompass both feeling normal and dif-
ferent in varying degrees during different life circumstances
and situations. There were no obvious gender differences
present, but women had a more significant negative connota-
tion in their narratives, describing their cleft as a burden.

The feeling of being normal was described in the present
study and was often put in a context. Several participants
talked about feeling normal in their families or with their
friends in contrast with feeling different compared to the
general public, showing the contextual nature of feeling
normal. Several previous studies have shown that a pursuit
of and longing for normalcy is present among adults with
CLP5,6,10–12 and that the perception of difference may be the
key to understanding social experiences among individuals
with cleft.16 No gender differences were found regarding
this. This study adds that normalcy and difference may be
present at the same time in an individual with CLP, but
differ in intensity based on the individuals’ previous experi-
ences, age, and the social setting they presently are in.

In some narratives, it was described that the physical seque-
lae from the cleft enhanced the feeling of being different, for
instance, when the participant’s speech was impacted by the
cleft. However, having impacted speech also created the
need for coping strategies, such as actively letting the other
person in the conversation know they can seek clarifications.
Previous qualitative research, focusing on communication
and speech, described that one way for individuals with CLP
and speech problems to cope is to take charge of their
communication.5,6

Other difficult situations such as teasing and bullying during
childhood and adolescence were also described. Individuals of
both genders were bullied but it was more commonly described
by the women. Being bullied enhances the feeling of being dif-
ferent and an outsider, as well as having long-term psychoso-
cial impact.22 Several types of coping strategies were used to
deal with bullying, such as finding safety among family and
friends, but also by self-isolating and fleeing situations.
Different coping strategies by individuals born with a cleft in
relation to gender have previously been explored and identified
in a quantitative study,17 which was also indicated in the
present study.

Appearance was also discussed and it was clear that it was a
major contributing factor in feeling different. Awareness of the
cleft’s impact on appearance was described as well as feeling
unattractive due to the cleft. Appearance was seen as the
gateway to normality and participants expressed that they
thought that the visibility of the cleft and the cleft size impacted
their normalcy. This clearly shows that the influence of subjec-
tivity on appearance is paramount however, literature has not
found any correlation between cleft size and the psychosocial
impact of life.23–25 It has previously been described that indi-
viduals place different levels of value on their appearance
and those who characterize their appearance as highly impor-
tant also seem to be more concerned with cleft-specific appear-
ance differences.16

The women in the study expressed more concerns about
feeling unattractive due to their cleft than men. A contributing
factor might be the influence of societal norms regarding
appearance may be stricter for women, something all partici-
pants, regardless of gender, expressed awareness about. It
was also described that women face more pressure regarding
their appearance than men. The literature supports this state-
ment,26,27 however, appearance-related distress among men
is steadily increasing.28 Future research should investigate
appearance-related distress among men with CL/P and if the
mechanisms behind it differ from women.

Male and female experiences of growing up with UCLP
were similar and the variations were more pronounced within
each gender than between them. However, some differences
between genders could be identified. The women in the
sample had more thoughts and worries about their future, espe-
cially in terms of starting relationships and having children
than men. Many women had thought about how the cleft
would influence them both in life and in starting relationships.
Overall, the men looked at the future more positively and the
cleft was not as important in their narratives. Men were also
more likely than women to feel lucky or better off than
others with a cleft. It has been shown that men have a higher
level of dispositional optimism than women17 and the results
of this study could be interpreted in this light. However,
further studies are needed to explore this.

The described gender differences found among the partici-
pants, but also the similarities found between genders,
creates a possibility to better provide gender-sensitive psycho-
social support from the cleft team to patients.29 Future studies
are needed to better create gender-sensitive cleft care.

Study Limitations
Some limitations of this study must be acknowledged. The
intention in the study design was to approach all individuals
with UCLP, aged 22 to 26 years, being treated at the same
center. However, since participation was voluntary, the
sample cannot be assumed to be representative for the whole
group of young adults with UCLP. In the present study, all
but one of the participants were working or studying at a sec-
ondary level; this may be an indication of a well-adjusted pop-
ulation. Furthermore, there is a need to include diverse cultural
groups and groups with lower health literacy to address the
health inequalities. This has previously been noted16,30 and
the findings of present study must be cautiously understood
in light of the relatively homogenous participants.

The interviews were held via the videoconferencing system
Zoom, a methodology that has not yet been validated in larger
studies. It has several advantages compared to other online vid-
eoconference systems, such as it does not require an account or
a downloaded program and can be password-protected for con-
fidentiality.31 In this study, the recording capacity of Zoomwas
not utilized, to ensure a high level of confidentiality. All but 2
participants chose to participate through Zoom, and the indi-
viduals who chose telephone interviews stated technical
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problems or network issues. Telephone was used as a back-up,
in accordance with the recommendations of Gray et al.31 The
Zoom interviews allowed the participants to be comfortable
in an environment of their own choosing, providing a sense
of security and still feeling personally connected with the inter-
viewer.31,32 Finally, when attempting to execute qualitative
research over long distances and during a pandemic, Zoom is
a functional resource.

Conclusion

This study adds to the growing body of qualitative research on
individuals with CLP. This study contributes to the dualistic
experiences of feeling normal and different at the same time.
The interviews indicated that this dualism was contextual
and gender-dependent, showing the psychological complexity
of an individual. The clinical implications of these findings
emphasize the need for a person-centered care approach in
clinical settings, ensuring an awareness of the dualism that
individuals with a cleft can experience. This can help clinicians
to better understand and help their patients to reduce psychoso-
cial distress and strengthen positive coping strategies.

Declaration of Conflicting Interests
The authors declared no potential conflicts of interest with respect to
the research, authorship, and/or publication of this article.

Ethics
This study was approved by the Regional Ethics Board of West
Sweden (approval no. 970-11). All participants received both verbal
and written information before participating in the study and provided
written informed consent. They were informed that participation was
voluntary, that they had the right to withdraw from the study without
having to specify the reason, and that confidentiality was guaranteed.

Funding
The authors disclosed receipt of the following financial support for the
research, authorship, and/or publication of this article: This work was
supported by The Healthcare sub-committee, Region Västra Götaland
(Hälso- och sjukvårdsutskottet) under Grant VGFOUREG-229501.

Participants and Setting
The participants of the study were recruited purposefully from the
roster of individuals born with UCLP in the region of West
Sweden. The individuals had received care in the tertiary center of
Sahlgrenska University Hospital and were born between 1993 and
1998, hence were 22 to 26 years of age at the time of the interviews.

ORCID iDs
Anna Paganini https://orcid.org/0000-0001-7043-0063
My Engström https://orcid.org/0000-0002-4616-468X
Hans Mark https://orcid.org/0000-0001-5472-175X

References
1. Hagberg C, Larson O, Milerad J. Incidence of cleft lip and palate

and risks of additional malformations. Cleft Palate Craniofac J.
1998;35(1):40-45.

2. Tillman KK, Hakelius M, HöIjer J, et al. Increased risk for neuro-
developmental disorders in children with orofacial clefts. J Am
Acad Child Adolesc Psychiatry. 2018;57(11):876-883.

3. American Cleft Palate-Craniofacial Association. Parameters for
evaluation and treatment of patients with cleft lip/palate or
other craniofacial differences. Cleft Palate Craniofac J.
2018;55(1):137-156.

4. Marcusson A, Paulin G, Ostrup L. Facial appearance in adults
who had cleft lip and palate treated in childhood. Scand J Plast
Reconstr Surg Hand Surg. 2002;36(1):16-23.

5. Havstam C, Laakso K, Lohmander A, Ringsberg KC. Taking
charge of communication: adults’ descriptions of growing up
with a cleft-related speech impairment. Cleft Palate Craniofac
J. 2011;48(6):717-726.

6. Havstam C, Laakso K, Ringsberg KC. Making sense of the cleft:
young adults’ accounts of growing up with a cleft and deviant
speech. J Health Psychol. 2011;16(1):22-30.

7. Moi AL, Gjengedal H, Lybak K, Vindenes H. “I smile, but
without showing my teeth”: the lived experience of cleft, lip,
and palate in adults. Cleft Palate Craniofac J. 2020;57(7):799-
807.

8. Paganini A, Moss T, Persson M, Mark H. A gender perspective
on appearance-related concerns and its manifestations among
persons born with unilateral cleft lip and palate. Psychol Health
Med. 2021;26(6):771-778.

9. Hunt O, Burden D, Hepper P, Stevenson M, Johnston C.
Self-reports of psychosocial functioning among children and
young adults with cleft lip and palate. Cleft Palate Craniofac J.
2006;43(5):598-605.

10. Kappen IFPM, Bittermann GKP, Stock NM, Mink van der Molen
AB, Breugem CC, Swanenburg de Veye HFN. Quality of life and
patient satisfaction in adults treated for a cleft lip and palate: a
qualitative analysis. Cleft Palate Craniofacial J.
2019;56(9):1171-1180.

11. Nicholls W, Persson M, Robinson S, Selvey L. Adult narratives
of the psychosocial impact of cleft in a western Australian
cohort. Cleft Palate Craniofac J. 2019;56(3):373-382.

12. Chetpakdeechit W, Hallberg U, Hagberg C, et al. Social life
aspects of young adults with cleft lip and palate: grounded
theory approach. Acta Odontol Scand. 2009;67(2):122-128.

13. Stock N, Feragen K, Rumsey N. “It doesn’t all just stop at 18”:
psychological adjustment and support needs of adults born with
cleft lip and/or palate. Cleft Palate Craniofac J.
2015;52(5):543-554.

14. Egan K, Harcourt D, Rumsey N, Appearance Research
Collaboration. A qualitative study of the experiences of people
who identify themselves as having adjusted positively to a
visible difference. J Health Psychol. 2011;16(5):739-749.

15. Alansari R, Bedos C, Allison P. Living with cleft lip and palate:
the treatment journey. Cleft Palate Craniofac J. 2014;51(2):222-
229.

16. Stock NM, Feragen KB, Rumsey N. Adults’ narratives of
growing up with a cleft lip and/or palate: factors associated
with psychological adjustment. Cleft Palate Craniofac J.
2016;53(2):222-239.

8 The Cleft Palate-Craniofacial Journal 0(0)

https://orcid.org/0000-0001-7043-0063
https://orcid.org/0000-0001-7043-0063
https://orcid.org/0000-0002-4616-468X
https://orcid.org/0000-0002-4616-468X
https://orcid.org/0000-0001-5472-175X
https://orcid.org/0000-0001-5472-175X


17. Paganini A, Persson M, Mark H. Influence of gender, disposi-
tional optimism, and coping strategies on appearance-related dis-
tress among Swedish adults with cleft lip and palate. Cleft Palate
Craniofac J. 2021:10556656211025196.

18. Persson M, Becker M, Conrad AL, Svensson H. Female and male
differences in academic achievement in individuals with cleft: A
population-based register study. Cleft Palate Craniofac J.
2018;55(2):196-203.

19. Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting
qualitative research (coreq): a 32-item checklist for interviews
and focus groups. Int J Qual Health Care. 2007;19(6):349-357.

20. Graneheim UH, Lundman B. Qualitative content analysis in
nursing research: concepts, procedures and measures to achieve
trustworthiness. Nurse Educ Today. 2004;24(2):105-112.

21. Arnett JJ. Emerging adulthood: a theory of development from the
late teens through the twenties. Am Psychol. 2000;55(5):469-480.

22. Rigby K. Consequences of bullying in schools. Canadian J
Psychiatry. 2003;48(9):583-590.

23. Moss TP. The relationships between objective and subjective
ratings of disfigurement severity, and psychological adjustment.
Body Image. 2005;2(2):151-159.

24. Ong J, Clarke A, White P, Johnson M, Withey S, Butler PE. Does
severity predict distress? The relationship between subjective and
objective measures of appearance and psychological adjustment,
during treatment for facial lipoatrophy. Body Image. 2007;4(3):
239-248.

25. Feragen KB, Kvalem IL, Rumsey N, Borge AI. Adolescents with
and without a facial difference: the role of friendships and social

acceptance in perceptions of appearance and emotional resilience.
Body Image. 2010;7(4):271-279.

26. Wang SB, Haynos AF, Wall MM, Chen C, Eisenberg ME,
Neumark-Sztainer D. Fifteen-year prevalence, trajectories, and
predictors of body dissatisfaction from adolescence to middle
adulthood. Clin Psychol Sci. 2019;7(6):1403-1415.

27. Lacroix E, Atkinson MJ, Garbett KM, Diedrichs PC. One size
does not fit all: trajectories of body image development and
their predictors in early adolescence. Dev Psychopathol.
2022;34(1):285-294.

28. McCabe MP, Ricciardelli LA. Body image dissatisfaction among
males across the lifespan: a review of past literature. J Psychosom
Res. 2004;56(6):675-685.

29. Lindsay S, Kolne K. Understanding clinicians’ strategies for
providing gender-sensitive care: an exploration among pediatric
rehabilitation health care providers. Disabil Rehabil. 2022;
44(11):2437-2447.

30. Roberts RM, Mathias JL. Psychosocial functioning in adults with
congenital craniofacial conditions. Cleft Palate Craniofac J.
2012;49(3):276-285.

31. Gray LM,Wong-Wylie G, Rempel GR, Cook K. Expanding qual-
itative research interviewing strategies: zoom video communica-
tions. Qual Rep. 2020;25(5):1292-1301.

32. Archibald MM, Ambagtsheer RC, Casey MG, Lawless M. Using
zoom videoconferencing for qualitative data collection: percep-
tions and experiences of researchers and participants. Int J Qual
Methods. 2019;18(Jan):1-8.

Paganini et al 9


	 Introduction
	 Aim
	 Methods
	 Study Design
	 Participants and Setting
	 Data Collection
	 Data Analysis
	 Ethical Considerations

	 Results
	 My Cleft and Me
	 My Cleft and the World

	 Discussion
	 Study Limitations

	 Conclusion
	 References


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile ()
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 5
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Average
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Average
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /PDFX1a:2003
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError false
  /PDFXTrimBoxToMediaBoxOffset [
    33.84000
    33.84000
    33.84000
    33.84000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    9.00000
    9.00000
    9.00000
    9.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<

    /BGR <>
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000500044004600206587686353ef901a8fc7684c976262535370673a548c002000700072006f006f00660065007200208fdb884c9ad88d2891cf62535370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef653ef5728684c9762537088686a5f548c002000700072006f006f00660065007200204e0a73725f979ad854c18cea7684521753706548679c300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /CZE <>
    /DAN <>
    /DEU <>
    /ESP <>
    /ETI <>
    /FRA <>
    /GRE <>

    /HRV <>
    /HUN <>
    /ITA <>
    /JPN <>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020b370c2a4d06cd0d10020d504b9b0d1300020bc0f0020ad50c815ae30c5d0c11c0020ace0d488c9c8b85c0020c778c1c4d560002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /LTH <>
    /LVI <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken voor kwaliteitsafdrukken op desktopprinters en proofers. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /POL <>
    /PTB <>
    /RUM <>
    /RUS <>
    /SKY <>
    /SLV <>
    /SUO <>
    /SVE <>
    /TUR <>
    /UKR <>
    /ENU (Use these settings to create Adobe PDF documents for quality printing on desktop printers and proofers.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames false
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks true
      /AddColorBars false
      /AddCropMarks true
      /AddPageInfo true
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /NoConversion
      /DestinationProfileName ()
      /DestinationProfileSelector /NA
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks true
      /IncludeHyperlinks true
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MarksOffset 6
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /NA
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /LeaveUntagged
      /UseDocumentBleed false
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


