PedsQL™ Administration Guidelines™

The following guidelines are intended for use bgividuals trained in the administration of
standardized questionnaires. The PedsQL™ adnatostis crucial in developing rapport with
the respondents, emphasizing the importance ajukstionnaire, addressing concerns, and
ensuring that the PedsQL™ is completed accuratelycanfidentially.

General Protocol

1. Create a procedure for assigning identification bera that will allow for parent/child
comparisons as well as comparisons of baselineyfellp data.

2. If feasible, the PedsQL™hould be completeoeforethe respondents complete any other
health data forms arfukforethey see their physician or healthcare provider.

3. The parent/child should first complete the PedsQGé&heric Core Scales and then complete
any additional PedsQL™™lodule.

4. Parents, Children (8-12) and Teens (13-18) mayasktiinister the PedsQL™ after
introductory instructions from the administratdf the administrator determines that the
child or teen is unable to self-administer the Hds (e.g., due to illness, fatigue, reading
difficulties), the PedsQI should be read aloud to the child or teen. Fervtbung Child
(5-7), the PedsQL™ should be administered by regifia instructions and each item to the
young child word for word. At the beginning of Basubscale repeat the recall interval
instructions (one month or 7 days) to remind thengpchild to respond only for that specific
recall interval. Use the separate page with theetfaces response choices to help the young
child understand how to answer. When reading itelmsd to a child, intonation should be
kept neutral to avoid suggesting an answer.

5. If a child has difficulty understanding the age-apgpiate PedsQL , the preceding age
group version may be administered to the child. (@dministering the Young Child (5-7)
Self-Report version with the three faces respohséces to an 8 year old). However, if a
child presents with severe cognitive impairmenssdatermined by the administrator), the
PedsQL1 may not be appropriate for that child. In suckesaonly the Parent-Proxy Report
should be administered to the child’'s parent.

6. The parent and child must complete the questioasmidependentlyf one another.
Discourage the parent, child, or other family meml§®m consulting with one another
during the completion of the questionnaire. Lenthknow that they can feel free to discuss
their answers following completion of the questiaines, but that it is important to get both
the parent’s and the childisdividual perspectives. If you are administering the
guestionnaire to the child, the child should berfg@away from the parent.

7. If the child or parent has a question about whatean means or how they should answer it,
do not interpret the question for them. Repeaittdma to them verbatim. Ask them to
answer the item according to wiaey think the question meani§ they have trouble
deciding on an answer, ask them to choose themesgbat comes closest to how they feel.
The child and/or the parent has the option of netaeering a question if they truly do not
understand the question.

8. If a parent/child asks you to interpret the respsnsell her/him that you are not trained
to interpret or provide a score for the answergmivif the PedsQL™ is being used for a
clinical study, let the parent/child know that thanswers will be combined with other
participants’ answers and analyzed as a grouprrdtiha as individual respondents.

9. Document all reasons for refusals and non-detmops of the PedsQL™.
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Administering the PedsQL ™

1. The following scripts have been developed as aggiadntroduce the PedsQL™ to the child
and his/her parent(s). Modify the language to/keghat is most appropriate for you and the
respondent.

For the child:

The PedsQL™ asks you questions about how yourideihat you think about your
health. It is not a test, and there are no rightiwong answers. It takes about 5 minutes
to complete. If you have any questions, pledsadéeknow.

For the parent:

The PedsQL™ is a questionnaire that assesses hesitted quality of life in children
and adolescents. It contains questions about ghild’s physical, emotional, social, and
school functioningn the past one month (or for the Acute versignn the past 7 days).

The PedsQL™ is brief and typically takes less thaninutes to complete. It is not a test,
and there are no right or wrong answers. Pleassure to read the instructions
carefully and choose the response that is the stasehow you truly feel. Please do not
compare your answers with your child's respond&®. are interested in your and your
child’s individual perspectives. However, feel free to discuss tlestgpnnaire with your
child after you have both completed it and returned it to migou have any questions,
please let me know.

2. Provide the respondent with a pen or pencil anolid writing surface. If a table is not
available, the participant should be provided waithitem such as a clipboard. Remain
nearby should questions or concerns arise.

3. When the parent/child returns the PedsQL™, loaé@r and check to see that all answers
have been completed. Verify that no item has rtfzae one response. If any responses are
incomplete, illegible, or there are multiple respes for an item, please ask the parent or
child to indicate their response.

4. Ask the participants if they had any difficultiesnepleting the questionnaire or if they have
any other comments regarding the questionnairecudent any important feedback.

5. Thank the parent and child for taking the timedamplete the questionnaire. If the study
design involves following up with these respondgleisthem know that they may be asked
to complete the PedsQL™ again at another timeicétel when they can expect to be
contacted again if known.
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