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aising children is one of the most difficult, yet rewarding,
jobs in the world. However, there are unique challenges
associated with being the parent or caregiver of children with
facial differences. These challenges include finding appropriate
ways of talking to children of all ages about their condition, preparing
them for medical procedures, and helping them and their siblings
cope with uncomfortable situations and hurtful comments. This
guide is designed to help parents and caregivers of children with facial
differences address some of the common issues that they encounter.



HOW DO CHILDREN UNDERSTAND AND ADJUST
TO HAVING A FACIAL DIFFERENCE?

How children understand and adjust to having a facial difference depends on the child's age and level of
development. To help their children adjust, it is helpful for parents and caregivers to understand the different
development stages.

Infants and Toddlers (Birth - 2 years)

During the first two years of life, infants and toddlers begin to “attach” to their parents and to develop a
sense of trust and an 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 emotional needs by feeding, holding, and soothing the
child. This process is very important for a child’s emotional development. Infants and toddlers generally do
not understand their medical condition. A hospitalization may disrupt a child's development of trust in the
primary caregiver and sense of security. Parents can facilitate the attachment process by participating in as
much of their child’s care as possible while the child is hospitalized.

Pre-School Children (3 - 5 years)

During the pre-school years, children begin to develop a sense of independence. At this stage, children with
special needs may begin to understand their medical condition. For example, pre-school children may grasp
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. If they attend pre-school or daycare, children with facial differences may start
to notice that they are different from their peers but don't yet understand why. As they begin to make com-
parisons between themselves and others, they may begin to feel self-conscious regarding their physical
appearance.

Early School-Aged Children (6 - 8 years)

During the early school years, children are developing a basic understanding that they are different in some
way from their siblings and peers. They may notice that they receive special treatment from caregivers.
Children with facial differences may ask parents: “Why was | born like this?”” or “Why doesn't my brother
have this?”” While children at this stage may be able to describe reasons for illness, 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. Children
at this age are mostly concerned with “fitting in.” They tend to view any differences as negative qualities.
Teasing and taunting behaviors are typically most extreme during this developmental stage.

Resolution of these issues is a process that extends into adulthood as children try to accept themselves and
learn to appreciate their strengths and acknowledge their weaknesses. Parents can help their school-age child
by providing encouragement, spending time doing activities with their child, and speaking with their child
about how to best respond to teasing and rejection from others.

Older School-Aged Children (9 - 12 years)

Children between the ages of 9 and 12 are usually able to understand their medical condition in a gen-
eral way. At these ages, children are going through many physical and emotional changes and may begin to
dislike things about themselves. They may feel left out when they miss classes for tutoring or speech or
occupational therapy. Parents can help their child find ways to develop interests and skills (e.g., through
athletics, art, music, volunteering) that will help them to feel good about themselves. In addition, when a
child requires an absence from school due to a surgical procedure, parents can help their child stay connect-
ed to their classmates via emails and cards.

Adolescents (13 - 17 years)

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 changes that may impact the appear-
ance of facial bones and features. Self-image and attractiveness to others becomes 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, chil-
dren at this developmental stage are also concerned about fairness and being a good person. Peers may,
therefore, be more open emotionally to people they perceive as different from themselves.
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Late Adolescence and Early Adulthood (18 - 25 years)

During late teens and early twenties, people's feelings about themselves and attitudes toward others can change
dramatically. While certain attitudes may persist, older adolescents and young adults often become more toler-
ant and accepting of differences. During this time in life, people begin to focus less on appearance and more on
expanding 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 that they may have experienced in the past as they begin to value their
own strengths and differences.

HOW TO TALK TO CHILDREN ABOUT THEIR FACIAL DIFFERENCES

It can be challenging to know when and how to talk with children about their facial differences. Many par-
ents find it helpful to begin to talk to their children about their facial differences at three years of age or even
earlier. Working information about facial differences into everyday conversation prevents the topic from becom-
ing taboo. For instance, a doctor's appointment can be a natural time to discuss a child’s condition. A parent
may explain to a young child, for example, that he is going to the doctor who is going to help fix his lip.

It is helpful for parents to use age-appropriate, non-medical language to speak with their child about a facial
difference. This means that the level of detail a parent provides will change as the child develops. It is impor-
tant for parents to be open and honest and to answer, to the best of their ability, all of their children's questions
about their medical condition.

The hospital's or the craniofacial team's psychologist or social worker can recommend language to use, sug-
gest books to read, and help parents decide how and when to address issues about surgery. Since each situation
is unique, the best timing and approach will differ from child to child.

Guidelines for discussions with children about their facial difference
. Be open and honest about your child's medical condition.

=

2. Provide information in language that your child can understand. Use non-medical terms when possible.

3. When describing the condition, think about how the information will affect your child. Check to see if your
child has understood and consider how your child will use the information with others.

4. Assure your child that you are available to answer any questions about the condition and related treatment.
If you do not know the answer, promise to find out.

5. Be careful not to give too much information at one time. Do this by gearing explanations to your child’s
level of understanding.

6. Make an effort to help your child deal with emotional reactions by providing support, listening, and giving
your child time and space when needed.

7. Offer guidance to your child on how to talk with others about the condition. Suggest various simple
explanations. Practice with your child ways to explain the condition to other children or to adults.

8. Maintain open lines of communication with your child because a child's thoughts and feelings about the
condition may change over time.

Parents who are concerned that their child is having problems coping with a facial difference should speak
with their child’s health care provider or craniofacial team. In particular, parents should ask to speak with the
craniofacial team's psychologist or ask for a referral to a mental health professional who has experience working
with children with chronic medical conditions.

/
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HOW TO PREPARE CHILDREN FOR MEDICAL PROCEDURES AND SURGERY

The more children and their families are prepared for a surgical procedure, the better they will be able to cope with
the event. Below are recommendations to help parents prepare their child, themselves, and the rest of the family for
their child's surgery. Parents need to know what to do beforehand, during the hospital stay, and afterwards.

What parents need to do before their child's surgery
= Well in advance of the date of surgery, make an appointment to meet with members of your child’s cranio-
facial team. The team usually includes the surgeon, nurse or nurse practitioner, psychologist, social worker,
and sometimes the hospital's child life specialist. These professionals will explain what to expect before, dur-
ing, and after a procedure. Meeting at least a week before the surgery will give you and your child time to
digest the information, ask questions, and develop a sense of readiness.

= The team nurse typically reviews the practical aspects of the procedure as well as issues relating to medical
devices, healing time, your child's diet after surgery, care for wounds, pain management, and other concerns.

= The team psychologist usually discusses both parents' and children's emotional needs. The psychologist can
also teach parents how to manage their child’s pain after surgery.

= The child life specialist, present in some hospitals, works with children and their families to help them
cope with the potential stresses related to hospitalization and illness. The child life specialist helps chil-
dren to feel more comfortable in the hospital by providing pre-admission hospital tours, emotional
preparation for medical procedures and surgery, and play activities. The child life specialist can suggest
personal items for the child to take to the hospital and can also help parents make sleeping arrangements
in their child's hospital room.

= The social worker is a mental health professional who helps the family identify and address the non-medical
issues that may affect their child's treatment plan. The social worker can help parents address financial and
insurance issues related to medical procedures and home equipment.

= Try to schedule surgery for a time when it will be least disruptive to your child's routine. For example,
schedule surgery during a winter break or summer vacation.

= Give family and friends advance notice about when you might need support.

= Speak with your other children to prepare them for the surgery. They should be told if you will be sleep-
ing at the hospital, how long you might be away from home, and who will take care of them.

= Utilize your support networks. Speak with other parents whose child may have undergone similar surgery
so you can find out what you may encounter. The craniofacial team can be helpful in connecting you to
other parents.

Medical and psychological issues parents need to be prepared for after surgery
= Children may experience temporary changes in behavior or mood after surgery. They may be groggy and
lethargic directly after a procedure from anesthesia. In addition, children can become slightly withdrawn or
“just not themselves” for a brief period after a procedure. In addition, a child who is typically very inde-
pendent and confident may temporarily become clingy with parents or show behaviors from an earlier stage
of development.

= After some procedures, such as placement of an external distraction device, a child may have a difficult time
communicating. Parents can plan ahead to determine how to help their child convey what he or she wants
or is thinking. Parents may want to give their child a writing pad or write key phrases or images on index
cards that the child can flash in place of speech.

= Post-surgical results may not be noticeable or appreciated at first. Children may initially experience bruis-
ing, swelling, bleeding, and scarring after certain procedures. Parents and their children need to be patient
and remember that healing and final results take time.

= Parents need to prepare themselves for possible changes in their children’s appearance and the feelings they
may have about these changes. Children will also have their own thoughts and feelings about appearance
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changes. They may feel very happy with the results, disappointed, or have mixed feelings. Parents' reactions
may differ from those of their child. Therefore, it is important for parents to give their children a chance to
react and say how they feel about the outcome.

Having multiple surgeries, particularly between the ages of one and five, may affect a child's emotional
development. Children who undergo multiple surgeries may develop certain typical ways of coping. For
example, they may show aggressive or passive behavior, or may fluctuate between the two. Based on past
experiences, some children will develop a fear of doctors and the hospital setting and for some children these
fears can be significant. A child can experience emotional trauma from a medical procedure or even from an
unpleasant encounter in a doctor's office. Parents can be more supportive if they understand their child's
individual reactions and coping styles. Since each child is different, the most effective approach for support-
ing and soothing a particular child will vary.

HOW TO HELP CHILDREN COPE WITH FACIAL DIFFERENCES

Know the child's personality and coping style

All children cope with problems in different ways. How parents can help their child depends on their child’s
personality type and experiences. The following are examples of three personality types and what parents can do
to help children adjust to difficulties associated with facial differences, including surgery and other medical pro-
cedures. It is important to note that not all academic, social, or behavioral problems should be attributed to a
child's facial difference. Some issues may be merely associated with developmental stages or may stem from
other problems such as a learning disability or stress in the home.

= Children who tend to be aggressive - are usually this way because they have learned to protect themselves
in situations in which they have little or no control. Children who are aggressive tend to do well emotion-
ally because they have developed resilience and can bounce back from difficult situations. With an overly
aggressive child, however, parents need to set limits and have clear boundaries. Parents should talk with
their child to gain an understanding of the child’s feelings. Parents can assure their child that they under-
stand the child’s need to have some control over a situation but explain that his or her behavior must still
be acceptable. Parents can offer their children choices of age-appropriate activities to give them control over
aspects of their day.

= Passive or laid-back children - tend to be easily intimidated and are not able to control their environment.
Parents may teach these children how to become more assertive by demonstrating this behavior themselves.
It is also helpful to encourage passive children to participate in activities that they enjoy so that they can
begin to develop a sense of mastery in certain areas. This will help such children feel that they can control
some aspects of their lives.

= Children who have developed fears about doctors, hospital settings, or surgery - will have a hard time
coping with ongoing medical appointments and surgery. These children may show signs of extreme
fearfulness and anxiety whenever they go to the doctor. Children who have experienced trauma related
to their medical condition can benefit greatly if given the opportunity to prepare for appointments and
medical procedures. While parents can help their child with this type of preparation, some children may
benefit from meeting with a child psychotherapist. Psychotherapy for children often takes the form of
play. Play therapy can help children to emotionally process the traumatic event, heal from it, and learn
more useful coping skills.

Advocate for the child

It is important for parents to advocate on behalf of their child. Before the school year begins, or as the need
arises, parents should meet with their child's teachers, counselors, and school principals to inform them about
the child's facial difference and any accommaodations the child may need at school.

= Parents should be prepared to be consulted about what other children should be told about their child's condition.

= Parents should obtain an informational packet from their local craniofacial organization to share with the school.
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Often, parents can prevent problems from arising or from becoming crises by having periodic consultations
with their child's teachers, school counselors, and craniofacial team throughout their child's development.
Such meetings are especially important during transitions, such as starting school, changing grades, or going
away to camp.

It can also be helpful to 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/).

Help the child speak with other children about facial differences

Parents need to prepare their child for the possibility that other children in the school might ask questions
and make remarks about their child's facial differences. Some remarks express curiosity, whereas others may
be intended to be hurtful. Parents can help their child learn how to address curious peers and explain facial
differences. Parents may be able to prevent questions and teasing by explaining their child's medical condi-
tion to classmates either verbally or in a letter at the beginning of the school year. The more a child's peers
are able to understand facial differences and related issues, such as the need for surgery and assistive devices,
the more likely they will be accepting. It is important for parents and children to educate classmates when-
ever possible.

Address teasing and bullying

During childhood, everyone gets teased at some time about something. For children with facial differences,
however, the teasing is often in the form of rude staring and hurtful questions or remarks about appearance.
Although coping with teasing is challenging, parents can help their child with appropriate support and
preparation.

There are different types of teasing:

= Playful teasing - is usually all in good fun and is not intended to hurt someone’s feelings. Usually, it causes the
one being teased and those hearing it to smile or laugh and feel included. Playful teasing can create stronger
friendships.

= Harmful teasing - is intended to hurt the other person. Hurtful teasing causes anger, defensiveness, shame,
and resentment. This type of teasing can result in children becoming withdrawn and isolating themselves in
social settings.

Steps for helping children respond constructively to harmful teasing
Parents can help their children who are harmfully teased by teaching them constructive ways to respond.
For example, parents can:

1. Get information: try to find out what the teasing is about, who was doing the teasing, when and where it
occurred, how your child reacted to the teasing, and what happened afterwards.

2. Keep track of this information and find out what may be happening to bring about the teasing. Consider whether
there is a pattern to the teasing to gain a better sense of how to address it and with whom.

3. Ask for help from your child's school if the teasing is ongoing, threatening, or violent. Make sure your child is
not in any danger. Involve teachers, administrators, and counselors when necessary.

4. Try not to become overly upset as this may make your child more distressed and self-conscious. Use your
own support system, as needed.

5. Support your child, first and foremost, by listening to your child’s particular concerns. Contain your personal feel-
ings and focus on your child’s. Acknowledge your child's hurt feelings and point out your child's strengths and
worth as a unique individual.

6. Remind your child that people tease or blame others because they are immature, insecure, or unhappy
with themselves.

7. Help your child to build a circle of friends at school and in other social environments.
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8. Teach your child appropriate responses. Tell your child to:
= Think soothing thoughts - while breathing deeply and counting to ten
= Ignore the teasers and the teasing
= Visualize - think of something funny or positive instead of the teasing
= Show self confidence - look the teaser in the eye, speak clearly, and be assertive

= Respond quickly with a short verbal statement - develop several and have them ready if needed. (See the exam-
ples that follow.)

Practice these responses with your child.

To help the child who may need a quick response to a rude comment or teasing, parents can work with their
child to develop replies, or the child can memorize and practice some of the following:

“We can still play or hang out sometimes. | am just like you in other ways.”
“Everybody's different.”
“I was born this way and my doctors are trying to help me.”

HOW TO HELP SIBLINGS OF A CHILD WITH A FACIAL DIFFERENCE COPE

Siblings of children with a facial difference are often asked about their brother's or sister's medical condition.
Parents can help by talking with all of their children together as well as individually to help them understand
the facial difference. Parents can also help siblings develop and practice responses to others' questions and com-
ments. Teaching children to anticipate certain situations and preparing them to respond can be helpful.

It is also important for parents to convey to siblings that they will not always know the “right” thing to say
or do and that it is okay to make mistakes. When such mistakes occur, parents should explain why the child's
response was not helpful and how it could be more helpful the next time.

Siblings may often feel caught between wanting to protect and support their brother or sister with a facial dif-
ference and wanting to fit in with everyone else. It is normal for them to experience feelings of anger or resent-
ment at times about standing up for their sibling or having to tolerate comments and ridicule. Parents should
let their children know that it is okay for them to experience a range of feelings such as anger, resentment, and
fear in response to how others may react to their sibling with a facial difference.

It is helpful for parents to acknowledge and validate siblings' feelings about the impact of having a child with
a medical condition in the family. At the same time, parents can also convey to their children that they can be
proud of their family and of having a brother or sister with a facial difference. Parents should explain differences
to their children and talk to them about how their family is special. It is also important to spend some one-on-
one time with each child in the family, especially siblings of children with facial differences, since they may feel
left out because of the time it takes their parents to care for their brother or sister. It also may be helpful to seek
professional guidance for the siblings of children with facial differences when necessary. Parents can also ask for
information about support groups for siblings and families sharing similar problems.

HOW PARENTS OF CHILDREN WITH FACIAL DIFFERENCES
CAN HELP THEMSELVES COPE

It is important for parents and caregivers to acknowledge their own psychological needs when caring for a
child with a medical condition. Parents may think that they should only focus on their child and their child's
needs. To take the best care of their child, however, parents also need to take care of themselves emotionally. It
is critical for parents to maintain balance in their own lives. Enlisting the help of family and friends to share
caregiving responsibilities is essential. Parents can learn to identify when they are experiencing difficulties in
adjusting to having a child with a medical condition. They may experience symptoms of feeling over-
whelmed, irritable, exhausted, angry, nervous, or depressed.
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Ways for parents to respond to other adults

Parents often encounter questions, comments, or staring from other adults in response to their child's facial
difference. Most people try to ignore them, but it is not always possible and may not always be the best
response. When strangers ask questions, parents should first try to figure out why. Correctly guessing the
motivation will enable parents to choose the best and most appropriate answer. If the questions are well
intentioned, parents may choose to educate the person asking. Parents may say that their child was born with
a facial difference and that no one is to blame. Frequently people will want to know if the child is in pain or
if the condition can be helped by surgery. In this case, the stranger may feel concerned about the child’s
appearance and hope that the child will be okay after medical intervention. Some people may be curious
about the child's development, intellectual functioning, or other abilities. Parents can let others know that
their child's facial difference does not necessarily impair functioning and that in other ways, their child is like
any other.

Unfortunately, there may be times when people ask questions or make comments that are cruel and uncar-
ing. When this happens, it is okay to ignore the remarks and not respond. It is normal to feel angry, annoyed,
or upset in these situations. Other times parents may want to use the opportunity to try to change attitudes and
educate people who are uninformed. If someone persists in asking unwelcome questions, parents have the right
to end the conversation by responding:

“We don't mind answering a few questions, but then we need to get going.”
“Thank you for your interest, but we don’'t have time right now.”

While questions and remarks from strangers can be difficult for both parents and children, it is helpful to
remember that most people do not intend to be hurtful. Parents should try to maintain a sense of humor and
perspective. They can convey to their children that they are very special and strong people who have been able
to cope with the challenges of having facial differences. Parents who deal with the difficulties of caring for these
children need to remember that they are special too.

Parents who are unsure of how to talk about facial differences with other adults or children should contact
their child's craniofacial team. These professionals have heard from many other parents and children about these
issues and can offer guidance. If necessary, your child's craniofacial team will refer you to appropriate mental
health professionals and/or put you in touch with other families who have successfully handled such issues and
can share their experiences.

Tlps for the special parents of children with craniofacial difficulties
1. Remember that parenting entails experiencing many different emotions. As parents of children with special
needs, it is important to ask for help, get emotional support, and network with other parents. Other parents of

children with facial differences will be best able to relate to what you are going through.

2. Take time each week to care for yourself and to spend special time with your partner. We all need a break
at times, but breaks do not happen unless we take the time to plan them.

3. If you are going through a challenging time with your child (such as a new diagnosis, a series of appoint-
ments, a major surgery, or a school transition), take time to consider how you are feeling and coping with
these changes and how this may affect your behavior toward yourself and your family.

4. Make the most of everyday activities. Increase the fun factor in your lives by playing music at home and in
the car. Go for an after dinner walk or for an ice cream treat.

5. Schedule time with a friend for a phone date or for dinner or a movie. Make an effort to break the rou-
tine; this will help to remind you that your life is not only about caregiving.
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CONCLUSION

Parents of children with facial differences have many unique challenges in their family lives. While parents
work very hard to address such challenges, it is important for them to remind themselves that they are not alone
in this endeavor. Most communities have support systems, professionals, and organizations that can be very
helpful to parents who reach out to them. Working together as a family, parents and children can gain strength,
develop courage and resilience, and experience love and good will on their journey together.
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