Craniofacial experiences questionnaire for young people

Here is a list of things which people with a craniofacial condition sometimes have to deal with. I am interested in what you have had to deal with. Please read each problem and think if this has happened to you in the last year. Tick the box that says how often it has happened.

1. Having difficulty being accepted as a friend by others my age           Never ( Sometimes ( Often ( Always (                    

2. Not being invited to do things with others my age
                     Never ( Sometimes ( Often ( Always (
3. Worrying that I will have trouble finding a boyfriend 

or girlfriend 






        Never ( Sometimes ( Often ( Always (
4.Being asked questions by people about my craniofacial condition      Never ( Sometimes ( Often ( Always (
5. Having people make comments about my craniofacial condition       Never ( Sometimes ( Often ( Always (
6. Being stared at by people I don’t know                                               Never ( Sometimes ( Often ( Always (
7. Being teased because of my craniofacial condition                            Never ( Sometimes ( Often ( Always (
8. Having problems with my school work                                                Never ( Sometimes ( Often ( Always (
9. Not being able to do things as well as others my age                         Never ( Sometimes ( Often ( Always (
10. People having trouble understanding what I say                              Never ( Sometimes ( Often ( Always (
11. Having problems doing things like catching a ball or playing sport   Never ( Sometimes ( Often ( Always (
12. Having problems with pain                                                                Never ( Sometimes ( Often ( Always (
13. Having problems with getting tired                                                    Never ( Sometimes ( Often ( Always (
14. Having trouble finding a doctor or dentist to help 

with my treatment who is close to where I live                                        Never ( Sometimes ( Often ( Always (
15. Missing out on school because of being at the hospital

or at appointments                                                                                  Never ( Sometimes ( Often ( Always (
16.Not wanting to have treatment that my doctors want me to have      Never ( Sometimes ( Often ( Always (
17. Having an operation which I was worried or stressed about             Never ( Sometimes ( Often ( Always (
18. Not liking the way I look                                                                    Never ( Sometimes ( Often ( Always (
19. Thinking about why I have a craniofacial condition                           Never ( Sometimes ( Often ( Always (
20. Trying to wear my clothes or hair or holding my head so you can’t 

notice my craniofacial condition                                                              Never ( Sometimes ( Often ( Always (
Now here is a list of good things that sometimes happen to people with a craniofacial condition or qualities they can have. Please read each good thing, think if this has applied to you in the last year and tick the box that says how often it has happened.

1. Being able to do things that other people can’t do because

 of the way my craniofacial condition has made my body                       Never ( Sometimes ( Often ( Always (
2. Being kinder to people than other young people                                 Never ( Sometimes ( Often ( Always (
3. Getting more out of life than other young people                                Never ( Sometimes ( Often ( Always (
4. Being more independent than other young people my age                Never ( Sometimes ( Often ( Always (
5. Being more understanding of other people with 

a disability than others





         Never ( Sometimes ( Often ( Always (
6. Being nicer to people who are different in some way                          Never ( Sometimes ( Often ( Always (
7. Feeling closer to God than other young people

         Never ( Sometimes ( Often ( Always (
8. Getting help with my school work                                                        Never ( Sometimes ( Often ( Always (
9. Getting support from my doctors and other people in the hospital      Never ( Sometimes ( Often ( Always (
10.Getting to meet famous or important people                                      Never ( Sometimes ( Often ( Always (
11. Getting to do special things for people with a

disability (like camps or sports)                                                               Never ( Sometimes ( Often ( Always (
12. Getting special presents or treats 



         Never ( Sometimes ( Often ( Always (
13. Getting extra attention                                                                       Never ( Sometimes ( Often ( Always (
14. My family getting closer because of my craniofacial condition          Never ( Sometimes ( Often ( Always (
15. Helping other people be more aware of people

with disabilities                                                                                        Never ( Sometimes ( Often ( Always (
16. Helping other young people know how to relate to 

people who are different in some way                                                     Never ( Sometimes ( Often ( Always (
17. Making friends more easily than other young people do                   Never ( Sometimes ( Often ( Always (
18. Having more really strong friendships than others my age              Never ( Sometimes ( Often ( Always (
19. Feeling good ‘cos I know that the doctors are keeping a close

 eye on me so if there is something wrong, it won’t get missed              Never ( Sometimes ( Often ( Always (
Craniofacial experiences questionnaire for parents and guardians

Here is a list of things which people with a craniofacial condition sometimes have to deal with. I am interested in what your son or daughter has had to deal with. Please read each problem and think if this has happened to them in the last year. Tick the box that says how often it has happened.

1. Having difficulty being accepted as a friend by others their age        Never ( Sometimes ( Often ( Always (                    

2. Not being invited to do things with others their age
                     Never ( Sometimes ( Often ( Always (
3. Worrying that they will have trouble finding a boyfriend 

or girlfriend 






        Never ( Sometimes ( Often ( Always (
4.Being asked questions by people about their craniofacial condition   Never ( Sometimes ( Often ( Always (
5. Having people make comments about their craniofacial condition     Never ( Sometimes ( Often ( Always (
6. Being stared at by people they don’t know                                         Never ( Sometimes ( Often ( Always (
7. Being teased because of their craniofacial condition                         Never ( Sometimes ( Often ( Always (
8. Having problems with their school work                                              Never ( Sometimes ( Often ( Always (
9. Not being able to do things as well as others their age                       Never ( Sometimes ( Often ( Always (
10. People having trouble understanding what they say                         Never ( Sometimes ( Often ( Always (
11. Having problems doing things like catching a ball or playing sport   Never ( Sometimes ( Often ( Always (
12. Having problems with pain                                                                Never ( Sometimes ( Often ( Always (
13. Having problems with getting tired                                                    Never ( Sometimes ( Often ( Always (
14. Having trouble finding a doctor or dentist to help 

their treatment who is close to where you live                                        Never ( Sometimes ( Often ( Always (
15. Missing out on school because of being at the hospital

or at appointments                                                                                  Never ( Sometimes ( Often ( Always (
16.Not wanting to have treatment that their doctors want them to have Never ( Sometimes ( Often ( Always (
17. Having an operation which they were worried or stressed about      Never ( Sometimes ( Often ( Always (
18. Not liking the way they look                                                               Never ( Sometimes ( Often ( Always (
19. Thinking about why they have a craniofacial condition                     Never ( Sometimes ( Often ( Always (
20. Trying to wear their clothes or hair or holding their head so you can’t 

notice their craniofacial condition                                                            Never ( Sometimes ( Often ( Always (
Now here is a list of good things that sometimes happen to people with a craniofacial condition or qualities they can have. Please read each good thing, think if this has applied to your son or daughter in the last year and tick the box that says how often it has happened.

1. Being able to do things that other people can’t do because

 of the way the craniofacial condition has made their body                     Never ( Sometimes ( Often ( Always (
2. Being kinder to people than other young people                                 Never ( Sometimes ( Often ( Always (
3. Getting more out of life than other young people                                Never ( Sometimes ( Often ( Always (
4. Being more independent than other young people their age              Never ( Sometimes ( Often ( Always (
5. Being more understanding of other people with 

a disability than others





         Never ( Sometimes ( Often ( Always (
6. Being nicer to people who are different in some way                          Never ( Sometimes ( Often ( Always (
7. Feeling closer to God than other young people

         Never ( Sometimes ( Often ( Always (
8. Getting help with their school work                                                     Never ( Sometimes ( Often ( Always (
9. Getting support from their doctors and other people in the hospital   Never ( Sometimes ( Often ( Always (
10.Getting to meet famous or important people                                      Never ( Sometimes ( Often ( Always (
11. Getting to do special things for people with a

disability (like camps or sports)                                                               Never ( Sometimes ( Often ( Always (
12. Getting special presents or treats 



         Never ( Sometimes ( Often ( Always (
13. Getting extra attention                                                                       Never ( Sometimes ( Often ( Always (
14. Their family getting closer because of their craniofacial condition    Never ( Sometimes ( Often ( Always (
15. Helping other people be more aware of people

with disabilities                                                                                        Never ( Sometimes ( Often ( Always (
16. Helping other young people know how to relate to 

people who are different in some way                                                     Never ( Sometimes ( Often ( Always (
17. Making friends more easily than other young people do                   Never ( Sometimes ( Often ( Always (
18. Having more really strong friendships than others their age             Never ( Sometimes ( Often ( Always (
19. Feeling good ‘cos they know that the doctors are keeping a close

 eye on them so if there is something wrong, it won’t get missed           Never ( Sometimes ( Often ( Always (
