Consent Form (Parent)
Title of Research Study: Evaluation of a Mentorship Program for Individuals with ASD
Researchers: Rebekah Hudock, PhD and Lindsey Weiler, PhD

SupportedBy: Thisresearchis supported by the Community Innovation Grantfromthe Headwaters Foundation
for Justice, the Austin Memorial Foundation, the JumpStart Grant from the UMN College of Education
and Human Development (CEHD), the SEED Grant from the UMN Institute for Translational Research
in Children’s Mental Health, the Community Health Collaborative Grant from the UMN Clinical and
Translational Science Institute, and a Faculty Interactive Research Program grant from the UMN
Center for Urban and Regional Affair (CURA).

Why am | being asked to take part in this research study?
Weareaskingyoutotakepartinthisresearchstudybecauseyouare participatinginthe pilotofa mentoring
program for individuals with ASD. Your input and feedback will help us understand how the program works,
in addition to what works well in the program and where there could be improvements. This information
will be used to further develop the mentoring program.

What should | know about a research study?

Someone will explain this research study to you.

Whether or not you take part is up to you.

You can choose not to take part.

You can agree to take part and later change your mind.
Your decision will not be held against you.

You can ask all the questions you want before you decide.

Who can | talk to?
Forquestions aboutresearch appointments, the research study, researchresults, or otherconcerns, call the
study team at:

Researcher Name: Dr. Rebekah Hudock Researcher Name: Dr. Lindsey Weiler
Phone Number:612-626-3538 Phone Number: 612-301-9345
Email Address:kale0040@umn.edu Email Address: Imweiler@umn.edu

ThisresearchhasbeenreviewedandapprovedbyanInstitutional Review Board (IRB)withinthe
HumanResearch Protections Program (HRPP). Toshare feedback privately withthe HRPP aboutyour
research experience, callthe Research Participants’ Advocate Lineat612-625-1650 orgoto
www.irb.umn.edu/report.html. You are encouraged to contact the HRPP if:

Yourquestions, concerns, or complaints are notbeing answered by the researchteam.
You cannot reach the research team.

You want to talk to someone besides the research team.

You have questions about your rights as a research participant.

You want to get information or provide input about this research.

Why is this research being done?

Relationships with caring, non-parental adults (i.e., mentors) are critical to healthy child
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development. Mentoring programs can positively influence a range of outcomes for youth, including peer and
parental relationships, academic achievement, self-concept, and prevention of problem behaviors,
including substance use. Despite the importance of adult youth relationships, mentoring for children with
autism spectrum disorder (ASD) has not been described or studied systematically.

The purpose ofthis study is to gatherinformation about the pilotimplementation of the Autism Mentoring
Program (AMP). We want to understand how the program works, what works well, and where there could be
improvements.

How long will the research last?
Overthe course of the next 6-18 months, you will be asked to spend 7-14 hours engaging in evaluation
activities:

e At 2-4different times, youwillbe askedtoparticipateina90-minutefocusgroup,whereyou will
come together with other participants and/or parents to talk about what is going well with the
program and what challenges there are.

* At2-4different times,youwillalso be asked to complete a series of surveys/questionnaires.

* At 2-4different times, youwillbe askedtoparticipateina60-minute interviewwith
evaluation staff.

For Phase 3 of this study (2020-2021), you will be asked to spend about 6 hours over the next 9 months
participating in the following activities:
o At 2-3 different times, you will be asked to participate in a 30-60-minute interview about different
parts of your life.
o At 2-4 different times, you will be asked to fill out a series of surveys that will take about 60-90
minutes.
e At the end of the 2020-2021 program, you will be asked to participate in a 90-minute focus
group, where you will come together with other participants and share your experiences and
opinions on the program.

How many people will be studied?
We expect that approximately 50-90 individuals will participate in this study.

What happens if | say “Yes, | want to be in this research”?
Ifyouagreeto participateinthisresearch, youwillbe asked to participate in the following activities:
* Participate in focus groups where you will be asked to answer questions about what worked well in
the program and what could be improved.
* Complete up to four interviews/surveys regarding the impact the mentoring program.
e Complete a series of questionnaires before the program begins, during the program, and after the
program ends.

What happens if | do not want to be in this research?
You can leave the research at any time and it will not be held against you.

What happens if | say “Yes”, but | change my mind later?

You can leave the research at any time and it will not be held against you.
Ifyoudecidetoleavetheresearch,contacttheinvestigatorsothattheinvestigatororamemberof the
researchteamcan conductabriefexitinterview with youregarding portions ofthe study that you
completed and potential barriers to your participation. No further data will be collected.
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Is there any way being in this study could be bad for me?

There is minimal risk to participating in this study. Potential risks may include discomfort from
discussing potentially upsetting topics (e.g., anxiety, depression, difficulties with friendships) and participating
insocial situations, which can be difficult for individuals with ASD.

Will being in this study help me in any way?
Wecannotpromiseanybenefitstoyouorothersfromyourtakingpartinthisresearch.However, possible
benefitsinclude contributingtothe continueddevelopmentofamentoring programfor individuals with ASD
in your community. You may benefit directly from program itself, which may resultin positive social
relationships and opportunities to participate in preferred activities.

Aspartofyourparticipationinthe study, youwillreceive compensationforyourtime. Forthefirstsix monthsof
the study (January2019throughJune2019), youwillreceive $10foreachtimeyoumeet with researchers for
data collection.

If you continue to participate in the 2019-2020 school year, you will receive increasing compensation over the
course of the program:

o Beginning of program data collection: $10

o Mid-program interview: $20

o Post-program data collection: $25

o Post-program focus group:$30

If you participate in Phase 3 of this study (2020-2021), you will receive the following compensation for
each portion of your participation:

Baseline assessment: $20
Pre-intervention data collection: $50
Mid-program data collection: $30
Post-program data collection: $50
Post-program focus group: $50

O 0O O O O

What happens to the information collected for the research?

Effortswillbe madetolimitthe use anddisclosure ofyourpersonalinformationtopeoplewhohave aneedto
reviewthisinformation. We cannotpromise complete secrecy. Organizationsthatmay inspectand copy
yourinformationinclude the IRB and otherrepresentatives of thisinstitution.

Anexceptiontoourpromise of confidentialityiswhenweingood faith are permitted by law or policy to report
evidence of child abuse or neglect. Similarly, if we learn that you have intent to harm yourselfor
others,wewillhelpyoutocontactaparent/guardianorhealth professionalwhocanhelp you.

Alldatawillbe keptinanencrypted database and/orstoredinalockedfile cabinetatinalocked office. Only
the Pland members of the research team will have access to this data as needed. Data will be retained for up
to 7 years.

Will anyone besides the study team be at my consent meeting?

Youmay be asked by the study team for your permission foran auditorto observe your consent meeting (ora
recording of your consent meeting). Observing the consent meeting is one way that the University of
Minnesotamakes surethatyourrightsasaresearch participantare protected. The auditoristheretoobserve
the consentmeeting, which willbe carried outby the people onthe study team. Theauditorwillnotrecordany
personal(e.g.name, date ofbirth) or confidentialinformation about you. The auditor will not observe your
consent meeting (or a recording of your consent meeting)withoutyour permission ahead oftime. The
auditorwill be anothermember ofthe study team.Yourparent(s)/guardian(s)and/orteacherarealsoallowed
tobe presentwithyouduringthe consent process if you would like.
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Will | have a chance to provide feedback after the study is over?

Afterthe study, youmightbe askedtocompleteasurveyand/orinterviewaboutyourexperienceas a
researchparticipant. Youdonothavetocomplete the survey/interviewifyoudonotwantto. Ifyou do choose
to complete the survey/interview, your responses will be anonymous.

If you are not asked to complete a survey after the study is over, but you would like to share feedback,
please contactthe studyteamorthe HumanResearch Protection Program (HRPP).See the “WhoCanl|Talk To?”
sectionofthisformforstudyteamand HRPP contactinformation. Youmay contact the researchers at any
time to provide feedback.

Can | be removed from the research without giving my OK?
Thepersoninchargeoftheresearchstudyorthe sponsorcanremoveyoufromtheresearchstudy without
yourapproval. However, we will notify you ifyouwillnolongerbe participatinginthe study.

What else do | need to know?

Parents please be aware thatunderthe Protection of Pupils Right Act20 U.S.C. Section 1232(c)(1)(A), youhave
therighttoreview a copy ofthe questions asked of or materials that will be used with your students. Ifyou
wouldliketodoso, youshould contactDr. Rebekah Hudock to obtainacopyofthe questions or materials.

Youwillbeabletolearntheresults ofthis studythrough materials publishedthroughthe Autism Society of
Minnesota, Minnesota Independence College and Community, and/or the University of Minnesotaatthe
completion ofthis study. We also hope to publish the results of this study in professional journals. The results
of this study may also be used for teaching, publications, or for presentation at scientificmeetings.

Optional Elements:

Thefollowing research activities are optional, meaning thatyou donothave toagreetothemin order to
participate inthe research study. Please indicate your willingness to participate inthese optional activities
by placing your initials next to each activity.

lagree | disagree
The researcher may audio record and video record me (mentoring
sessions only) to aid with data collection and analysis. The
researchers will not share these recordings with anyone outside of
the study team.

Theresearchermay contactmeinthe futuretosee whetherlaminterested
in participating in other research studies by the principal investigators of this study.
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Signature Block
Your signature documents your permission to take part in this research.

Signatureofparticipant (parent) Date

Printed name of participant (parent)

WITNESS STATEMENT:

For the Consent of Non-English Speaking Participants when a Professional Interpreter is Used:

As someone who understands both English and the language spoken by the subject, | represent that
the English version of the consent form was presented orally to the subject in the subject’'s own
language, and that the subject was given the opportunity to ask questions.

Signature of Interpreter Date

Printed Name of Interpreter
OR:

Statement from a Non-Interpreter:

As someone who understands both English and the language spoken by the subject, | represent that
the English version of the consent form was presented orally to the subject in the subject’s own
language, and that the subject was given the opportunity to ask questions.

Signature of Individual Date

Printed Name of Individual

Signature of person obtaining consent Date

Printed name of person obtaining consent
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