
had lowered expectations of what children with facial differ
ences could achieve. "[Teachers] thought 1 was retarded ... 
because they had trouble comprehending what I was saying." 

Adolescence 

Adolescence is a difficult time for most youth as they adapt to 
their changing bodies and changing roles. Having a physical 
difference can intensify this experience as teens develop a sense 
of identity, belonging and future life direction. 

When describing their experiences during adolescence, many of 
the women we spoke with acknowledged this as a particularly 
difficult period in their lives. The most significant feature of 
adolescence was the experience of stigma, of being identified as 
"other". This stigma took the form of staring, teaSing and bully
ing. Sometimes the verbal harassment escalated into physical 
assault. One woman told us, "These boys said 'You look so ugly, 
I hate you' and just started fighting me." 

Lowered expectations continued. "[The principal] said I would 
never get a job as a typist, and if I did, it would be out of pity." 
However, by adolescence, these lowered expectations were not 
only external messages, but internal as well. "[1 had] expecta
tions such as I am never getting married, I'll never have 
children ... And that's how I've protected myself. There was 
nothing to contradict, and it·was all in my head. I didn't share 
this with anybody." 

Adulthood 

The transition from adolescence to adulthood involved a shift 
to a period of more favourable experiences. The negative 
experiences persisted but what changed was the way in which 
the women interpreted these events, and interacted with the 
world around them. 

Women talked about learning lessons from negative experi
ences. "You want to suppress the negative and not think about 
it ... but I think you've got to balance the two." They found 
positive feedback from teachers, friends, family andlor partners 
extremely helpful. One woman said "All I needed was that little 
bit of someone belieVing in me . . ." 

This was also a time that women began to access information, 
and take an active role in treatment decisions. They found this 
to be empowering, and it assisted them to gain a more positive 
and satisfying self image. "I can look at myself and feel good 
about the way I look, facial difference or not." 

What Women with Facial Differences Told Us About 

Other's Reactions 


Social norms change when you have an unusual appearance. 
Sometimes, the boundaries of socially acceptable behaviour are 
not clear. "People feel that you owe them an explanation." 

In speaking with women with facial differences about their 
experiences of marginalization and stigma, these were the 
recurring themes. 

Questions 

By the time they reached adulthood, the women we talked to 
had developed a somewhat sophisticated understanding of 
different age groups' responses to their phYSical difference. For 
example, there was a recognition of the difference between a 
question asked in a respectful versus an intrusive manner. One 
woman told us about a co-worker: "This guy had an arrogance 
about him and ... this one time he goes 'What happened to 
your eye?' just out of the blue ... I was used to the kids doing 
that but when an adult did it I was totally offended." 
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Women often understood children's questions as stemming 
from innocence and curiosity. "Whenever a child asks me a 
question then 1 just take the attitude it's good because then 
they're noticing me as a person ..." 

Staring 

The women in the focus groups distinguished between staring 
that was seen to be innocent and curious, and that which was 
felt to come from a sense of repulsion or fascination with the 
unusual. For example, compare one woman's experience: "My 
little niece is almost five, and when she sees my scars, she says, 
'Oh auntie!' ... But she is just concerned, she wants to make 
sure it doesn't hurt", with what another woman told us: "And 
then when 1 met her for the first time, she rudely called her 
sister to come over and have a look at my face." 

Stereotyping 

Women also spoke about the subtle forms of discrimination 
they experienced. This happened in social situations where 
other people made comments - "Oh, she's not gonna want to go 
there anyway because she looks different and it's gonna make 
her feel uncomfortable" - and in the workplace - "... the 
manager would introduce everyone around me to the people 
from the States, and he didn't introduce me." 

Verbal Harassment 

Verbal harassment was a constant experience that occurred 
throughout women's lives. Women spoke about being harassed 
in school, in the workplace, as well as public places. "I was 
riding on the subway ... and one of the young lads said to me 
'Gee, are you ever ugly'." Another woman shared this: "[I've] 
been called Cyclops, one-eyed monster ..." 

Physical Violence 

We know from our work with girls and women with facial 
differences that physical violence is often preceded by staring, 
teasing and bullying. Some of the women participating in this 
project had experienced physical violence related to their 
appearance. In the situations they described, it was boys who 
were known to the woman (or girl) with a facial difference who 
behaved violently. These were not strangers, nor did the women 
know them on a personal basis, but they were boys from the 
community. "I had the experience when I was a little girl, from 
young boys. They got hold of me ... and they tied me up to a 
tree. And they were going to light a fire onto me, which 
terrified me something terrible. It was so bad that at one point I 
screamed." 

Women understood the staring, verbal harassment and negative 
stereotyping as arising from other people's discomfort of physi
cal difference. Their words describe it best: "People's reaction is 
they see you, they see that you're somehow different, and their 
mind is on how frail the human body really is. And it's a scary 
experience ..." and "People are not willing to ... you know, 
they're afraid. I think that's the word to use. They are afraid." 
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Roseline 

Being born with a facial difference 
(bilateral cleft lip and palate) as well as 
other physical differences presented me 
with many challenges. 

I had speech difficulties and was treated 
....r .0"" - as a "slow learner" . By October of my 

first school year, I was moved back to kindergarten. I was 
confused by this because I already knew my numbers and 
how to write my long name. This was a blow to my confi
dence and self-esteem. Later a compassionate teacher (who 
was also my speech therapist) helped by reminding me that I 
was only physically h~ndicapped , not mentally handicapped. 

Still, growing up was emotionally painful. I wanted to die 
because inside I felt so alone. When adults discussed my 
medical treatment or my future in my presence, I was not 
encouraged to take part in the dialogue. I learned to "tune 
out" and stuff down my feelings. I turned to alcohol to numb 
out the pain of loneliness, frustration and anger. 

One day a priest from my church introduced me to a group of 
people who helped me turn my life around. It was then that I 
was made aware that I must be willing to change my attitude. 
I learned to accept my physical differences and change how I 
viewed myself. I let go of the victim role and took charge of 
my life. 

Today when someone happens to be staring, I smile genuinely 
- a big improvement for me because at one time I would stick 
out my tongue! Today I'm proud of who I am. I know that my 
physical and facial differences are my unique markings. I now 
know other people with facial differences and we share our 
experience, our strength and our hope which helps our spirits 
to grow in a pOSitive light. 

o 

The Effects of Other's Reactions on Women: 

Short and Long Term Impacts 


The negative experience of facial difference is part of a wider 
issue - a value system that focuses on a narrow definition of 
beauty and judges people by the way in which they do or do 
not meet that narrow definition. This divides people into 
categories of "us and them". 

In general, we found that negative experiences related to 

appearance caused women to feel "different" in an undesirable 
way, stigmatized. Here is how one woman described it: "Unless 
something comes up I don't really think about this stuff too 
much. I think about it if someone stares at me on the subway 
or if you meet somebody and you don't know whether you need 
to explain." 

Many of the women in the focus groups understood stigma as 
rooted in a fear of difference. How women understood other 
people's discomfort influenced the ways in which the women 
dealt with negative reactions to their appearance. Negative 
messages about appearance interfered with a woman's sense of 
belonging, or feeling good about herself. However, through 
these experiences women also developed effective coping skills, 
and greater inSights and strengths. The ways in which women 
responded fell under two general themes as oudined on the 
following pages. 
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