my:l-ace
Self-Esteem

A Guide for Parents of Children with Craniofacial Conditions




A Publication of my

With special thanks to the parents and clinicians
who generously shared their experiences and insights
and without whom this project would not have been possible.



INTRODUCTION

SELF-ESTEEM

A Guide for Parents of Children
with Craniofacial Conditions

Aileen Blitz, PHD

with

Dennis Sklenar, LCSW

Marcie Rubin, MPH, MPA
Whitney Burnett, Senior Advisor

piness and success. Although parents and caregivers strive to foster positive

self-esteem in their children, this can be especially challenging for parents
of children with facial differences. Many factors can affect children’s self-esteem,
including their ability to develop helpful coping and social skills, and the develop-
mental or functional issues that may accompany their facial differences. This guide
is designed to help parents and caregivers of children with facial differences recog-
nize, understand, and address the common issues they may encounter so that they
can foster a healthy sense of self-esteem in their children.

R espect for oneself or positive self-esteem is often considered a key to hap-



WHAT IS SELF-ESTEEM?

Self-esteem refers to how much people accept and value themselves. It reflects one’s sense of self-
respect and self-worth.

FACTORS THAT AFFECT SELF-ESTEEM

People tend to base much of their self-esteem on how physically attractive they are to themselves and
to other people. This is primarily because society places a great deal of emphasis on physical attractive-
ness. Today’s popular culture is filled with images that promote the goal of physical perfection and beauty.
We are encouraged to buy products that claim to beautify the users. We are persuaded to believe that if we
look like the model in the ad, we will like ourselves better, attract more friends, and be regarded by others
as more appealing.

During childhood, young children begin to compare themselves to others and to notice differences.
They become concerned that they are too tall, too short, too fat, or too skinny. During adolescence, teen-
agers also focus on fitting in and being accepted by their peers. They feel the need to look, dress, or act a
particular or accepted way. Most children and teenagers struggle at some point with fitting in or trying to
attain often impossible-to-achieve standards of beauty. For children with facial differences and their fami-
lies, this struggle is often complex and emotionally challenging.

People’s body image and sense of physical appearance contribute to their development of self-esteem.
Children who have multiple surgeries on their face may believe that there is something wrong with their
appearance. As a result, they may develop low self-esteem.

Because of society’s emphasis on an attractive appearance, people may react negatively to children
with facial differences. For example, people may look away or avoid eye contact. As children with facial
differences get older, they may become more aware of being viewed negatively by others. This negative
perception may influence their sense of self-worth. Teasing, exclusion, and verbal and non-verbal insults by
others may also contribute to a child’s development of low self-esteem.

Primary caregivers (parents, guardians, and others who have a major responsibility in caring for the
child) play an especially strong role in determining whether or not a child will develop high self-esteem.
How they perceive and respond to the child highly influences a child’s body image, overall self-image, and
sense of self-worth. At a very young age, children sense their caregivers’ attitude towards them. Children
are keenly tuned into their parents’ feelings.

Children’s feelings about their facial differences and about themselves, therefore, are usually the result of:
* The caregivers’ reaction to and ability to cope with the child’s appearance.
* The reactions of other people, including siblings, relatives, and adults and peers outside the family.
* The child’s physical differences.
* The reconstructive surgical process.
These feelings affect a child’s self-esteem. Children with low self-esteem may feel inferior, worthless,

and sad. These feelings may, in turn, affect a child’s emotional well-being, development, and ability to get
along with others

SELF-ESTEEM AND COPING SKILLS

Coping is the manner in which people respond to difficulties in their lives and the actions they take to
overcome these problems. Children’s coping skills are put to the test when they begin to interact with other
people at school and in other social settings. Self-esteem and coping skills are often related; children with
low self-esteem tend to develop poor coping skills. Those with positive self-esteem have developed helpful
coping mechanisms.
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» Denial - Denial means ignoring a problem or pretending that it does not exist. It is one of the most com-
mon ways that children cope with unpleasant things. For example, children may exhibit denial when
they view their facial differences as less severe than others do. Some denial may be healthy, as is the
case when children are aware of their facial differences, but choose not to focus all of their attention
on it.

» Anger - Anger is a negative emotional response to an unpleasant situation that can result in a ver-
bal and/or physical reaction or just be felt. It is an emotion that may be difficult to understand in
children. On the positive side, anger can motivate children to speak up or act in ways that as-
sert their ideas or needs. However, uncontrolled anger may lead to behavior that pushes oth-
er children or family members away or brings on excessive criticism (see Acting Out). It is impor-
tant to consider anger in the context of the situation in which it occurs. When a child is angry,
parents should consider the circumstances, the appropriateness, and the degree of control.

Most parents would prefer that their child talk about feelings of anger instead of act on them. This is not
always easy for children to do. Children often express themselves non-verbally. Parents can help their
children identify feelings by using story books, role playing, and encouraging them to talk about their
feelings. When anger becomesintense, it may be difficult for a child to hold it inside or to expressitin a
useful way. Expressing anger in a way that is not constructive is a behavior we call “acting out.”

» Acting Out - As defined above, acting out is expressing strong feelings in a way that can be emotion-
ally, verbally, or physically abusive. It often results in negative attention. Although acting out usually is
thought of as negative behavior, at times it may be an appropriate and important expression of anger.
Thinking of acting out behavior as telling us something important about how children are feeling can
allow parents to better understand their children and more effectively help them feel better.

» Depression - Depression includes feelings of sadness and decreased interest and pleasure in ac-
tivities. Symptoms of depression vary with age and with one’s unique personality. The Ameri-
can Academy of Child and Adolescent Psychiatry recognizes depression as an emotion-
al disorder when the feelings of depression persist and interfere with a child or adolescent’s
ability to function. Children who have experienced early losses, have academic challenges, or
have emotional or behavioral difficulties are at higher risk for depression than other children.

In general, symptoms of depression in children may include frequent sadness or crying, decreased
interest in previously enjoyed activities, social isolation, feelings of hopelessness, extreme feel-
ings of guilt, irritability, moodiness anger, withdrawal, complaints of physical illness such as head-
aches and stomach aches, poor concentration, a major change in sleep and eating patterns, talk of
or efforts to run away from home, and thoughts or expressions of suicide or self-destructive behav-
ior. Depressed younger children may pretend to be ill, refuse to go to school, cling to a parent, or
worry that a parent may leave them or die. Depressed older children may be moody, get into trou-
ble at school, isolate themselves, and feel chronically misunderstood by others, especially by adults.

Parents should allow their child to experience some unpleasant emotional feelings. Every child must
learnto cope with feeling sad, bored, angry, or discouraged at times. However, parents who believe their
child is experiencing symptoms of depression should inform their craniofacial team, which can provide
a referral to a child/adolescent mental health professional.

Social Skills - Social skills are developed at an early age within the family context and, later, in social set-
tings such as school or camp. Children’s social skills are often influenced by their personality and coping
mechanisms. Some children are naturally outgoing and can easily start a conversation with others, while
other children are shy and may only speak when spoken to. Parents can help their child develop a range
of social responses to others that help the child feel more self-assured and comfortable in social situa-
tions. It is important for children to know how and when to respond to hurtful remarks. Practicing well
thought-out responses to potentially difficult social situations can help a child cope with the situation if
it does occur (see Teasing and Bullying).

» Making Choices -People feel more self-confident and less helpless when they have some control over
what happens to them. As children get older, it is important for parents to involve their children in mak-
ing their own choices about their lives, even if those choices are about simple issues. For example, allow
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the child to schedule a surgery during the summer if the child does not want to miss school activities.

* Taking Risks - Parents of children with facial differences may worry about their child being injured
physically (perhaps while wearing a distraction device or just after a surgical procedure) or emotion-
ally by being rejected by their peers. When children are overprotected, they often sense that their
parents do not believe that they are capable of doing things without help or that they cannot stand
up for themselves. Parents can help their children in important ways by believing in them and hav-
ing confidence in their ability to handle themselves, even though they may make mistakes. This
will help them develop confidence in their own judgment and abilities and build their self-esteem.

In addition, children who are overly protected because of their medical condition may grow
up to feel that they are entitled to special treatment from others. If they do not get this spe-
cial attention, they may become disappointed and angry, and in turn, may blame others for
their bad feelings. It is very important to challenge children to do all they can for themselves.

Parents can bolster their child’s self-esteem by praising their child for being strong and handling a dif-
ficult situation or surgery. It is okay for parents to buy a child a gift before surgery. However, too much
spoiling through gift giving or making promises can contribute to a demanding child who may develop
unrealistic expectations of others later in life. Some parents encourage children who receive many gifts
to donate some of their gifts to children in need.

» Reconstructive Plastic Surgery - Reconstructive surgery may be intended to improve function, ap-
pearance, or both. While there have been major advances in the field of reconstructive plastic surgery,
surgery is only one approach to improving a child’s self-esteem. Parents can help their child anticipate
what to expect from surgery and understand the limitations of surgery. This includes developing a re-
alistic expectation of how much of a change one can expect from a given procedure as well as under-
standing at what point surgery may not make a noticeable or positive difference. Older children may
decide that they are comfortable with their appearance and that they do not want more surgery. Keep
in mind that children’s perspectives as teenagers will likely differ from their views as adults. An added
concern when deciding whether a child should have an optional procedure is that children may only be
covered by their parents’ health insurance policy until the age of 18. Therefore, surgery may be more
affordable as a child than as an adult.

DEVELOPMENTAL ISSUES AND SELF-ESTEEM

When trying to determine how to improve the self-esteem of a child with a facial difference, parents
need to be aware of certain developmental issues. Parents should know what is considered normal devel-
opment, as well as the range of normal behaviors, attitudes, and thoughts for children at various stages of
development. It is important to note that not all social, behavioral, or academic issues should be attributed
to a child’s facial difference. Some issues may be associated with normal developmental stages while oth-
ers may be attributed to a condition-related problem.

- During their first two years, infants and toddlers begin to “at-
tach” to their parents and to develop their sense of trust and overall feeling of security. Attachment is the
process by which parents and children bond and parents learn to tend to their infant’s physical and emo-
tional needs by feeding, holding, and soothing the child. This process is very important for a child’s emo-
tional development. Infants and toddlers generally do not understand their medical condition. They tend to
experience pain, restriction of motion, and separation from parents as challenges to developing their sense
of trust and security. Hospitalizations may disrupt a child’s attachment process. Parents can facilitate the
attachment process by participating in as much of their child’s care as possible while the child is hospital-
ized.

- During their pre-school years, children begin to develop a sense of
independence. At this stage, children with special needs may start to partially understand their medical
condition. For example, pre-school children may understand what it means to feel sick but not what causes
the sickness. Their perspective tends to be limited to the way things appear in the moment. In addition,
young children who attend pre-school or daycare interact with peers early on in their lives. As children
begin to make comparisons between people or notice differences, issues of self-consciousness regarding
physical appearance may emerge.
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- During their early school years, children have an even clearer
understanding that they are different from their peers or siblings. They may notice that they are receiving
special treatment from parents, teachers, and caregivers. They may start to ask the question “Why me?”
They may be able to describe reasons for illness, but their reasons may not be logical. Children at this age
often engage in magical or supernatural thinking. They may believe they caused their facial difference by
thinking bad thoughts or by fighting with their parents or siblings. At this age, children are mostly con-
cerned with “being normal” and “fitting in.” They tend to think of differences as negative qualities. Children
with facial differences may begin to internalize the thought that they are “not as good” as children without
facial differences. They may come home from school angry or withdrawn after being teased or rejected by
a peetr.

Dealing with these developmental issues is a process for all children that extends into adulthood as
people begin to accept themselves and learn to appreciate their strengths and acknowledge their weak-
nesses. Parents can help their school-age child with facial differences by providing encouragement, spend-
ing time doing activities with their child, and speaking with their child about how to best respond to teas-
ing and rejection from others (see Teasing and Bullying).

- Children between the ages of 9 and 12 are better able to
understand their medical condition and treatment, but their understanding is still limited. At this stage, chil-
dren may begin to dislike things about their physical appearance. They may become self-conscious around
others. Children may feel left out if they miss school or activities when they have a doctor appointment or
are recovering from a surgery. Issues around differences and the importance of social acceptance outside
of the family begin to emerge. Parents may need to restrict their child’s activities for medical reasons. How-
ever, parents can help children find creative ways to connect with their peers by writing cards, emailing, or
having play dates.

- Teenagers are most concerned with issues of identity and fitting in with a
peer group. Adolescents go through rapid physical changes, including growth spurts and hormonal chang-
es that may impact the appearance of facial bones and features. Self-image and attractiveness to others
become very important during adolescence. Self-confidence can decline when a teenager’s appearance is
altered by a facial condition. Teenagers who are different in any way can find their years in high school to
be emotionally challenging. For adolescents with facial differences, these challenges can be particularly
intense. In a positive light, children at this developmental stage are also concerned about fairness and be-
ing a good person. Therefore, peers may be more open emotionally to people they perceive as different
from themselves.

- During their late teens and early twenties,
people’s attitudes and values go through many changes. While some adolescent attitudes may persist,
older adolescents and young adults often become more tolerant and accepting of differences. This is a
time when people begin to focus less on appearance and to expand their social circles to include peers
with whom they have shared interests. In addition, young adults start to let go of the anger or insecurities
they may have experienced in the past as they begin to value their own strengths and accomplishments.

HOW TO HELP CHILDREN OF ALL AGES DEVELOP POSITIVE SELF-ESTEEM

It is very important for parents to help their child feel good about himself or herself. Tips on how to help
children develop positive self-esteem are as follows:

1. Self-esteem starts with your child receiving positive messages from you.
2. Compliment your child when he or she does something well or makes an effort.

3. Children need to be told that they are loved and valued for themselves, not just for their achievements.
Do not limit praise to times when your child is successful at something.

4. Try to reward good behavior and focus less on punishment for bad behavior.
5. Point out something positive before criticizing or giving negative feedback to your child.

6. Be flexible about how your child does things and encourage your child to come up with his or her own
solutions.
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7. Set realistic goals and expectations for your child. Help your child learn how to cope with disappointment
by occasionally allowing him or her to experience failure.

8. Talk with your child about how he or she is special and valued and provide examples.

9. Show satisfaction and talk about your own achievements. This gives your child permission to be happy
with his or her own achievements.

10. Become aware of your own attitude toward people’s appearances, and if need be, tone down com-
ments. Parents who make either positive or negative comments about looks send a message that physical
perfection is important. Talk about attributes other than appearance.

1. Try not to overprotect your child even though it may result in your child feeling uncomfortable or un-
happy at times. To grow and develop emotionally, it is important for children to learn how to bounce back
from disappointments.

2. Treat children’s daily distresses as expected and without alarm to discourage them from turning small
things into big things. Deal with problems by staying calm and suggesting useful solutions.

3. Help your child appreciate differences in him or herself and others. Provide your child with opportunities
to be with other people who are different from him or her culturally, physically, and racially.

4. Connect your child with another child or group of children with facial differences so that your child can
see that he or she is not the only one with a facial difference. Ask your doctor for contact information for
another family, join an online group, or check out a Children’s Craniofacial Association retreat (http://www.
ccakids.org/).

SELF-ESTEEM AND THE SCHOOL SETTING

In the school setting, children with facial differences may encounter pressures and challenges that can
affect their self-esteem. Parents should know about these challenges so they can help their children cope.

Special Issues - In the school setting, children may encounter both learning and social pressures. While not
all children with a facial difference have learning problems, some may experience problems with speech,
communication, hearing, vision, fine and/or gross motor skills, as well as other physical challenges.

Teasing and Bullying - The teasing and bullying that occur in a school setting is difficult for everyone, but
it can be particularly difficult for children with facial differences. Teasing is most common during the el-
ementary school years (grades one to five or six). Developmentally, this is a time when children want to fit
in and be like their peers, so differences become a target for teasing. In addition, new social settings can
be particularly hard for children with a facial difference. Therefore, teasing may occur when children make
transitions from one grade to the next or from one school to another.

Because teasing and bullying of all children has become a national concern, many laws and school inter-
ventions are now being implemented to address the problem. For example, some schools have developed
peer mediation groups that are often facilitated by school counselors. At some schools, children can fill out
a Request for Assistance Report if they see another child pushing, gossiping, or picking on another student.
If a child is caught bullying three times, the class determines a punishment that may include Saturday de-
tention or eating lunch alone for one week. Other programs to cut down on teasing and bullying include,
“Don’t Laugh at Me,” instituted by the New York-based non-profit agency Operation Respect (see Recom-
mended Reading List for contact information). Some programs go beyond bullying to help more isolated
children get involved in group ctivities and provide support groups on various topics including self-esteem,
stress, and anger management. To help eliminate teasing and bullying parents should:

1. Get involved! If your child’s school does not have policies on teasing and bullying, you can suggest
them.

2. Schedule a meeting with your child’s teachers, principal, and counselor and then keep them informed of
any problems your child experiences. The school staff may not be aware of the extent of the problems.
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3. Volunteer to work with your child’s school on programs to increase awareness about differences. Parents
of a younger child may present information about facial differences to their child’s class. Often a child’s
classmates are curious and lack information. Once classmates have a better understanding of the medical
condition, they are often less fearful, more accepting, and less likely to tease or bully the child.

4. Teach your child how to be assertive and practice with him or her. Sometimes a child will need help with
developing a plan for confronting a bully. Practice ways to respond to someone who is teasing or bullying.
Examples of responses are as follows:

“We can still play together. I’'m just like you in other ways.”
“Everybody’s different in some way.”
“l was born this way and my doctors are helping me.”

To help children with facial differences develop resilience and good self-esteem despite the extra pres-
sures of school, parents can do the following.

1. Prepare for all transitions into school, including to new teachers or grade levels, by visiting your child’s
new teacher or school in advance. If you anticipate a difficult transition, talk with the school principal. The
principal may be able to match your child with the teacher best qualified to address your child’s needs.
Meet with school staff upon your child’s entry into a new school, and schedule a follow-up visit soon after
school starts. Meet with your child’s teacher periodically. To prepare younger children for transitions to a
new school year, talk with them about the activities and routines at the new school. Consider arranging
play dates with some new classmates before the school year begins.

2. Be actively involved in your child’s school activities. As early as pre-school or nursery school, serve as a
parent volunteer. In addition, you may be able to visit the classroom to demonstrate a skill or present infor-
mation on a special issue, such as your child’s facial difference.

3. Continue to participate in your child’s education when your child moves on to middle and high school.
Attend your child’s extracurricular activities and school performances, and seek opportunities in which you
can be involved.

4. Help your child with homework as needed by assisting with time management and setting priorities. You
may also help your child reduce stress and anxiety by helping your child set realistic limits on extracurricu-
lar activities.

5. Share your concerns with appropriate school system personnel. You may want to get involved with
your local school board to influence policies regarding issues such as philosophy of education, curriculum,
homework, school safety, equipment needs, special needs, and use of technology.

6. Be aware that your child may not always tell you when something negative is happening at school. Con-
tact your child’s teachers and ask about how your child is doing and how your child is getting along with
peers. Your child may need help with this problem, but not want to admit it or burden you.

7. Be realistic and honest with your child so that your child will be open and honest with you. It is not real-
istic to tell your children not to feel sad or upset if they are picked on or teased. It can be very painful to
be called a name or shamed in front of others. It is important to empower your child with the tools to deal
with such a situation if it happens in the future. Acknowledge how hard it is to ignore the person who hurts
your feelings.

8. Try to alleviate tense social situations with humor. At home, laugh with your child about silly things and
even about difficult things. Set an example for your child by not taking everything too seriously yourself.
Also help your child improve self-soothing techniques. For example, teach your child to take deep breaths
or count to ten before responding to others.

9. If your child has difficulty talking to you about problems at school, offer to have your child speak with

another family member or, if necessary, a mental health professional. Talking about the hurt may alleviate
the emotional pain your child experiences.
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CONCLUSION

Parents of children with facial differences have unique challenges as they strive to foster good self-
esteem in their children. Understanding your child’s development and coping strategies can help you to be
more effective in instilling a strong sense of self-respect and self-worth. We hope the strategies provided
in this guide will help you promote a feeling of pride and confidence in your child.
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