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Hello therel
We would like to find out how you have been feeling during the past weeks,
so we have worked out a few questions that we would like you to answer.

This questionnaire was designed for teenagers with hemophilia.

= Please read each question carefully.
= Think about how things have been for you over the past weeks.

= Choose the answer that fits you best and put an "X" in the appropriate box.

There are no right or wrong answers. It's what you think that matters.

never rarel some- often all the
For example: / y

times time
During the past 7 days, | felt like

eating ice cream = O O /& =
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We would like to find out about your physical health...

. some- all the
During the past 7 days... never rarely times often time
1. .. Ifeltill O (| O (| O
2. ...lwasin pain [l O O O O
3. ...l was tired and worn-out O O O O O
4. ... |felt strong and full of energy O (| O O O
5. ...l was afraid that my illness might get 0 O O O 0
worse
... Then about how you've been feeling in general...
. some- all the
During the past 7 days... never rarely times often time
1. ...l had fun and laughed a lot O O O O O
2. ...lwas bored O | O O O
3. ...lfeltalone O O O O O
4. ... |felt scared or unsure of myself O | O O O
5. ...l was sad because of my illness O | O O O
... and how you have been feeling about yourself.
. some- all the
During the past 7 days... never rarely times often time
1. ...l took pride in myself (| (| O | O
2. ...l felt on top of the world O a O O O
3. ... | felt content with myself (| (| O | O
4. ...l had lots of good ideas O a O O O
5. ...l was able to cope well with my illness (| (| O O O
Circle One: Subject / Father /Mother/ Caregiver Site Staff Initials:
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The next questions are about your family...
. some- all the
During the past 7 days... never rarely times often time
1. ...l got along well with my parents (| (| O O O
2. ... |feltfine at home O O O O O
3. ...we argued at home O O O O O
4. ... |felt restricted by my parents O O O O O
5. ... my parents trea_ted me like a baby 0 O 0 O 0
because of my illness
... and then about your friends.
. some- all the
During the past 7 days... never rarely times often time
1. ... 1 did things together with my friends O | O O O
2. ...l was popular with my friends O | O O O
3. ...l gotalong well with my friends O | O O O
4. ... |felt different from other people O | O O O
5 .. I. did not want others to notice my O O O O 0
illness
Now, we would like to find out about school.
. some- all the
During the past 7 days... never rarely times often time
1. ... doing my schoolwork was easy O a O O O
2. ... Ifound school interesting (| (| O | O
3. ...l worried about my future O O O O O
4. ... | worried about getting bad marks or 0 O 0 O 0
grades
5. ... missed sometr_]ing at school O O O O O
because of my illness
Circle One: Subject / Father /Mother/ Caregiver Site Staff Initials:
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NOW WE WOULD LIKE TO ASK YOU SEVERAL QUESTIONS ABOUT YOUR
HEMOPHILIA

Here we would like to find out about your BLEEDS (JOINT BLEEDS)

1. How frequent were your bleeds in the past month?
[ no bleeds 1 02 [ more than 2

The following questions should only be answered if you had bleeds.

2. How much were you troubled by bleeds during the past month?
I not at all 1 a little 0 moderately [Jalot

3. How severe were your bleeds during the past month?
(If you had several bleeds, please answer for the most severe bleed.)

O slight O moderate O severe O very severe

4. Did you feel a strange sensation in your joints before you had a bleed?
O never O rarely [0 sometimes O often O always

5. Did you have to stay quiet (e.g., lie in bed) when you had bleeds?
O never O rarely [0 sometimes O often O always

6. When you had bleeds, did you inform your parents immediately?
O never O rarely [0 sometimes O often O always

We would like to find out who gave you your INJECTIONS

some- all the
In the past month... never rarely times often time
1. ... linjected myself O O O O O
2. ... my mother injected me n O O O O
3. ... my father injected me O O O O O
4. ... a nurse injected me n O O O O
5. ... adoctor injected me 0O O O O O
Circle One: Subject / Father /Mother/ Caregiver Site Staff Initials:
Initials:
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Here we would like to find out about
hemophilia and your PHYSICAL HEALTH

In the past month... never rarely some- often aI_I iz
times time
1. ... my swellings hurt O O O a O
2. ... | had pain in my joints O O O O O
3. ... it was painful for me to move O O O O O
4. ... my joints felt stiff O O O O O
5. ... it was difficult for me to move my O O 0 0 O
arms or legs
6. ... | had difficulty walking as far as | 0 0 O O 0
wanted to
7. ... | was afraid of hurting myself O O O O O

and now about how you have been FEELING because of your hemophilia

In the past month... never rarely st.ome- often aI.I iz
imes time

1. ... l was in a bad mood because of my O O O O O
hemophilia

2. ...l was sad because of my O O O O 0
hemophilia

3. ... my hemophilia was a burden (real O O O O O
problem) for me

4. ... my hemophilia made me angry 0 0 0 0 0

5. ...l was worried because of my 0 0 0 O O
hemophilia

6. ... | felt lonely because of my O O O O O
hemophilia

7. ...l was afraid of bleeds 0 0 0 0 0

8. ... lfelt excluded by my friends O O O | O

Circle One: Subject / Father /Mother/ Caregiver Site Staff Initials:

Initials:

Date MM/DD/YYYY: / / Date MM/DD/YYYY: /
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INNENEER

How does hemophilia affect your VIEW OF YOURSELF?

In the past month... never rarely some- often aI.I ihe
times time

1. ...l envied healthy boys my age O O O O 0

2. ... |felt physically weaker than other O O 0 0 O
boys

3. ... Ifelt as well as other boys my age 0 0 0 0 0

4. ... |felt comfortable with my body 0 0 0O 0O 0

5. h(_an_]ophilia made my life more O O O O O
difficult

6. ..lwas hap.py even with my 0 0 0 0 0
hemophilia

7. ... | felt empgrrassed about my O O O O O
hemophilia

8. .. lhad di_fficulty doing things with 0 0 0 0 0
other kids my age

9. ...  was unable to do as much with
my friends because of my | | O O O
hemophilia

10. ... Ifelt heallt.hy even with my 0 0 0 0 0
hemophilia

Circle One: Subject / Father /Mother/ Caregiver Site Staff Initials:

Initials:

Date MM/DD/YYYY: / / Date MM/DD/YYYY: /
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The next questions are about hemophilia and your FAMILY

In the past month... never rarely some- often aI.I iz
times time
1. ... | was treated differently by my 0 0 0 0 0
family because of my hemophilia
2. ... my mother protected me too much 0 0 0 0 0
3. ... my father protected me too much 0 0 0 0 0
4, ... my parents criticized me when | 0 0 O O O
hurt myself
5. ... my parents didn't allow me to do
certain things because of my O O O O O
hemophilia
6. ... there were problems at .h.ome O O O O O
because of my hemophilia
7. ... | felt I was causing my family N 0 0 0 0 0
trouble because of my hemophilia
8. ... my parents had less free time or
had to miss work because they had O O O O O
to look after me
and then about hemophilia and your FRIENDS
In the past month... never rarely | S°me- often sz
times time
1. ... | was able to talk to my friends 0 0 0 O =
about my hemophilia
2. ... my best friend cared about how | O O 0 0 O
was feeling
3. ... there was a best friend that | felt O 0 0 0 =
very close to
4. ... my friends took care of me when | 0 0 0 0 O
felt bad
Circle One: Subject / Father /Mother/ Caregiver Site Staff Initials:
Initials:
Date MM/DD/YYYY: / / Date MM/DD/YYYY: /
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and then about hemophilia and the SUPPORT YOU FELT YOU WERE RECEIVING

In the past month... never rarely some- often aI.I ne
times time
1. ... others showed special considergtion O O O O O
for me because of my hemophilia
2. ... others showed understanding for 0 0 O O 0
my hemophilia
3. ... | was able to talk to others about
problems with my hemophilia - - O O u
4. ... others stood by me 0 0 0 0 0
These questions are about your hemophilia and OTHER PEOPLE
In the past month... never rarely some- often aI.I 1=
times time
1. ... | felt different f_rc_)m others because 0 0 0 O O
of my hemophilia
2. ... | was bothered by 'o'thers knowing O O O O O
about my hemophilia
3. ... others kids t_e_ased me because of O O O O O
my hemophilia
4. ... people behaved differently tlc.)wards O O 0 0 O
me because of my hemophilia
5. ... | felt left out when others did things O 0 0 0 0
together
6. ... others made dumbﬂcomments O O 0 0 .
about my hemophilia
Circle One: Subject / Father /Mother/ Caregiver Site Staff Initials:
Initials:
Date MM/DD/YYYY: / / Date MM/DD/YYYY: /
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These questions are about SPORTS AND SCHOOL

In the past month... never rarely some- often aI.I ne
times time
1. ... | had to avoid sports thgtll like 0 O O O O
because of my hemophilia
2. ... | had to do indoor activities more
than other kids because of my O O O O O
hemophilia
3. ... | had to avqid sports like football or 0 0 0 0 O
skateboarding
4. ... I played sports just as much as any 0 0 O O O
other kid
5. ... | was treated differently.py teachers O 0 0 0 O
because of my hemophilia
6. ... | participated ip gym cIass/PE gt O O O O O
school even with my hemophilia
7. ... lwas aple to participa’fg at school O O O O O
even with my hemophilia
8. ... | had to avoid special school events
(e.g., field trips) because of my O O O O O
hemophilia
9. ... | found it difficult to pay attgntion at 0 0 0 0 =
school because | was in pain
Circle One: Subject / Father /Mother/ Caregiver Site Staff Initials:
Initials:
Date MM/DD/YYYY: / / Date MM/DD/YYYY: / /
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The next questions are about DEALING WITH HEMOPHILIA

In the past month... never rarely some- often aI.I ne
times time
1. ... | tried to recognize early on when a 0 O O O O
bleed developed
2. ...l was careful with my body 0 0 0O 0O 0
3. ... | was able to tell whether or not | 0 0 O O O
was bleeding
4. ... | felt that my hemophilia symptoms 0 0 0 0 O
were under control
5. ... | felt well informed about 0 0 O O 0
hemophilia
6. ... hemophilia was a normal part of my O O O O O
life
7. ...l accepted having hemophilia 0 0 0 0 0
Circle One: Subject / Father /Mother/ Caregiver Site Staff Initials:
Initials:
Date MM/DD/YYYY: / / Date MM/DD/YYYY: / /
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and what about your TREATMENT?

In the past month... never rarely | S°me- often il
times time
1. ... | was satisfied with the hemophilia 0 0 O O 0
center
2. ... the treatment | got was okay 0 0 O O O
3. ...l trusted my doctors and nurses O O 0 O O
4. ... | disliked visiting the hemophilia 0 O O O O
center
5. .. | felt dependen_t_on others because 0 0 O O O
of my hemophilia
6. ... theinjections annoyed me O O O O O
7. ... | was annoyed about the amount of O O O O O
time spent having the injections
8. ... | felt the injections interrupted my O O O O O
activities
What do you think about the FUTURE?
Recently... never rarely | Some often litis
times time
.. | have been thinking that it will be
difficult for me to lead a normal life - - - - -
.. | have been expecting that things O 0 0 0 =
will get better as | grow older
3. ... | have been worrying about my 0 0 0 0 O
health
4. ... | have been sure about having a 0 0 0 O =
family later on
Circle One: Subject / Father /Mother/ Caregiver Site Staff Initials:
Initials:
Date MM/DD/YYYY: / / Date MM/DD/YYYY: / /
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What about RELATIONSHIPS?
Recently... never rarely some- often il
times time
1. ... I have been finding it difficult_t_o 0O 0O 0 0 O
date because of my hemophilia
2. ..l have been insecure in my
relationships with girls because of O [l O O O
my hemophilia
And your OVERALL HEALTH?
very :
In general, ... excellent good good fair poor
1. ... would you say your health is... 0 0 0 0 0

Great job - congratulations!

THANK YOU FOR YOUR ASSISTANCE

Circle One: Subject / Father /Mother/ Caregiver
Initials:
Date MM/DD/YYYY: / /
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