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A: We would first like to ask you some questions about your current situation.

stimme
eher zu

Mostly
disagree

Completely
agree

1. | feel safe in providing care
to my child at home.

L]

2. | know my child’s symptoms

3. I have ideas on how to keep
my child occupied in daily life.

4. Besides his/her limitations,
my child also has abilities

5. | can accept my child’s illness.

6. If necessary, | am able to
independently take measures to
alleviate my child’s symptoms.

7. 1 am prepared for my child’s crises

8. | have a clear idea of what should be
done for my child in a medical emergency.

9. | am overwhelmed by my child’s care.

10. | feel guilty for my child’s illness.

11. 1 can assess my child’s needs.

12. In assessing my child, | can
trust my gut feeling.

13. Although my child suffers from a serious
illness, there are times at which | am well.

14. | despair at the question of
why my child is affected.

15. 1 am convinced to make the
right decisions for my child.
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B: How pronounced were the following symptoms of your child in the last 7 days?

Very weakly Moderately Very strongly
pronounced pronounced pronounced

1. Secretion problems

2. Respiratory problems

3. Agitation

4, Pain

5. Sleep disturbances

6. Seizures

7. Spasticity

8. Has your child experienced another relevant symptom in the last 7 days?
If yes, please describe it below and indicate its’ severity.

(e.g. itchiness, problems with urination)

|:| No additional symptom present
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C: The following questions concern your everyday life in the last 7 days.

Somewhat
agree

Mostly
disagree

Completely
agree

L]

1. My child took part in social life
according to his/her abilities.

2. In certain situations,
my child was happy.

3. 1 was alone in dealing with my child’s
illness.

4. | had time to do the things
that make me happy.

5. 1 had time to myself.

6. Despite my child’s illness, | was
able to maintain social contacts.

7. | was alone with my grief.

8. My everyday life was predictable.

9. | could talk openly about my child’s
illness in my social environment.

10. | was constantly worried
about my child.

11. Our family spent sufficient
time together.

12. A normal family life
was possible for us.

EREEEREEREE RN RN

13. My sick child’s siblings had an
age appropriate everyday life.

]
]
]
[]

D There are no siblings

14. 1 was there for my sick child’s
siblings as a mother/father.

D There are no siblings

15. | think | was a good spouse/partner.

D | do not have a spouse/partner

16. 1 was satisfied with my relationship.

D I do not have a spouse/partner
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