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quality of life. In addition, we hope to identify barriers to transitioning of care as you
become an adult. With this information we can then focus on how to improve health
care and the transition process for future patients.

What options are available if | decide not to take part in this research study?
This is not a treatment study. You do not have to be part of it to receive treatment for
your condition.

Will I be paid if | take part in this research study?
No. You will not be paid to take part in this research study.

Can | stop taking part in this research study?

Yes. If you decide to participate and then change your mind, you are free to stop taking
part in the research study at any time. Your doctor may be a research investigator in
this study. He is interested in both your medical care and the conduct of this research
study. At any time, you may discuss your care with another doctor who is not part of
this research study. You do not have to take part in any research study offered by your
doctor.

Will my information be kept confidential?
Medical information collected during this study will be kept in a confidential database.

Whom do I call if | have questions or problems?
For questions about the study, contact Micah Jacobs M.D at 214.456.2444 during
regular business hours and at 214.456.7000 after hours and on weekends and holidays.

For questions about your rights as a research participant, contact the UT Southwestern
Institutional Review Board (IRB) Office at 214-648-3060.
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SIGNATURES:

YOU WILL BE GIVEN A COPY OF THIS CONSENT FORM TO KEEP.

Your signature below certifies the following:

= You have read (or been read) the information provided above.

« You have received answers to all of your questions and have been told who to

call if you have any more questions.
= You have freely decided to participate in this research.

« You understand that you are not giving up any of your legal rights.

Name of Participant (Printed) Date of Birth
AM/PM
Signature of Participant Date Time
Legally Authorized Representative’'s Name (Printed)
AM/PM
Legally Authorized Representative’s Signature Date Time
Name of Person Obtaining Consent (Printed)
AM/PM
Signature of Person Obtaining Consent Date Time

ASSENT OF A MINOR:

| have discussed this research study with my parent or | egal guardian ¢ nd the

researchers, and | agree to participate.

AM/PM

Participant's Signature (age 10 thorough 17) Date

Time
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APPENDIX C
QUESTIONNAIRES

Date: Person Completing Survey:

Transition Readiness Assessment Questionnaire 3.0

Directions: We would like to know how you describe your skills in the areas that are important
in your care. Your answers will help us provide services and education that will be important in
preparing you to transition to adult health care. There are no right or wrong answers and your
answers will remain confidential and private. Please check the box V that best describes you.

TRAQ DOMAIN 1: Skills for Chronic Condition Self-Management

| do not | do not I am learning | have started | | always do

need to do know how to do this doing this this when |

this but | want to need to
learn

1. Doyoufilla
prescription if
you need to?

2. Do you know
the side effects
or bad reactions
of each
medication and
what to do if
you are having a
bad reaction?

3. Do you payor
arrange
payments for
your
medications?

4. Do you take
medications
correctly and on
your own?

5. Do you reorder
medications
before they run
out?
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Do you use
and take care
of medical
equipment and
supplies?

Do you call the
suppliers when
thereis a
problem with
the
equipment?

Do you order
medical
equipment
before they run
out?

Do you
arrange
payment for
the medical
equipment and
supplies?

10.

Do you call the
doctor’s office
to make an
appointment?

11.

Do you follow-
up on any
referral for
tests or check-
ups or labs?

12.

Do you
arrange for
your ride to
medical
appointments?

13.

Do you call the
doctor about
unusual
changes in your
health (Ex.
Allergic
reactions)?

14.

Do you apply
for health
insurance if
you lose your
current
coverage?

15.

Do you know
what your
health
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insurance
covers?

16.

Do you
manage your
money &
budget
household
expenses (Ex.
Use
checking/debit
card)?
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