
ADOLESCENT INFORMED ASSENT 

FOR PARTICIPATION IN RESEARCH

Title of Project: Recovery Services for Adolescents and Families

Funded by:  The U.S. Center for Substance Abuse Treatment

Principal Investigator: Dr. Mark Godley
You have been invited to participate in our new recovery support services project.  The process by which you decide whether or not to participate in the project is called informed assent.  We will explain the project to you, and you will have the opportunity to ask any questions you might have about it before you make your decision.  If you decide to participate, you will be asked to sign this form and a copy will be given to you.
What Is The Project About And How Long Will It Last?

This project is federally funded by the Center for Substance Abuse Treatment (CSAT) to learn about the helpfulness of recovery support services for young people and their families after leaving treatment.  Because you have been enrolled in substance abuse treatment at one the participating agencies in the U.S., you and your family member are invited to participate.  We would like for you both to participate to get the most benefit; but either one of you can even if the other does not.  Specifically, we are trying to understand whether or not young people and their families find the following recovery support services helpful:

1) 
Telephone/Text Message Support: After leaving treatment, you will be contacted by a telephone support volunteer weekly at first and then less often, depending on how things are going.  Text messaging is also a possibility. The telephone support volunteer will keep in touch with you to ask about how you are doing (including substance use), your progress on your discharge plan, and your use of recovery support services in your community.  If needed, the telephone support volunteer will refer you to additional supports or services and help connect you to them.

2) Recovery-oriented Social Networking Site: A MySpace group page has been created so that young people have a place to discuss various topics, issues, and challenges they face that have to do with recovery.  Access to this group is restricted only to young people who are enrolled in treatment agencies that are part of this project and who have agreed to participate.  The MySpace group page will let young people post comments or questions for other group members, post and find recovery-related events in their communities, post recovery services and resources that have been helpful to them, and access on-line support meetings in a private chat room.

3)  
Family Program:  Your parents, guardians, or other concerned family members will be invited to participate in a Family Program that will provide them with information to better help you stay clean and sober.  Many family members report feeling more peace of mind as well as understanding better how to respond should you relapse.  As part of the Family Program, a counselor will work with your parents, guardians, or other concerned family members to give support and to help them encourage your use of treatment or other recovery services.  Family group meetings for them will be held weekly and will also include the opportunity for your family to meet and socialize with other youths’ family members.  Understanding that attending every week may be difficult, we would like for them to participate regularly for 13 weeks, and if possible, longer. There is not cost to them as the grant for this project covers that.
If you agree to participate in this project, the main way we figure out if these services are helpful is to interview you and your family member over time and collect information about your alcohol and drug use, family and peer group, and other items related to how well you are doing.  We will ask you to complete a total of 5 interviews: a one to two hour interview at the time of your agreement to participate in this project and one-hour interviews at 3, 6, 9, and 12 months after enrollment or discharge (if you are in residential treatment).  At the time of the 3 and 6 month interviews, we will ask you to meet in-person and provide a temperature-monitored urine sample for drug testing.  Your answers to interviews will be private and will not be told to your counselor or your family.  Your involvement in the project will last for approximately 12 months after enrollment or discharge from treatment (if you are in residential treatment).   

Your parent, guardian, or other concerned family member will also be asked to complete a 20-30  minute interview at these same intervals and provide us with additional information on how they view your progress in the same areas we asked you about.  They will also complete an assessment of how they are feeling about their relationship with you and their own emotional health.  Your parent, guardian, or other family member’s answers to interviews will be private and will not be told to you or your counselor.  Their involvement in the project will last for approximately 12 months after your enrollment or discharge from treatment (if you are in residential treatment).
Will I Be Paid For My Participation?
At each interview, we will pay you $30 (5 X $30 = $150) in gift cards.  You will also receive an additional $10 when you complete an interview within one week of its due date.  The total possible compensation for project participation is $200.  The cost of your treatment program is not covered by the project.

Each time your parent, guardian or other concerned family member completes their shorter interview, they will receive $20 in gift cards.  If they complete the interview within one week of its due date, they will receive an additional $10.  They could receive $150 total for completing 5 interviews on time.  
What Are You Asking Me To Agree To?
If you agree to participate today, you will be asked to: (a) sign this informed assent, (b) complete a Locator Form to help us find you for interviews, (c) sign authorizations to allow other people or organizations to provide us only with your contact information in the event that we cannot reach you for interviews, and (d) complete a total of 5 interviews over time.  Your parent, guardian, or other concerned family member will be asked to complete a total of 5 interviews over time as well.  The data will only be used for project purposes.

Below is a short summary of several things we want to make sure you understand and agree with.  At the end you will be asked whether you agree or “assent” to all of them.
Consent to Participate in Interviews

I understand that if I participate in this project I will be asked to complete 5 interviews as follows: one at the time of my agreement to participate in this project and interviews at 3, 6, 9, and 12 month time intervals.  My parent, guardian, or other concerned family member will be asked to complete 5 interviews.  I also understand that I have the right to refuse to answer any question, to skip any interview, and to drop out of the project whenever I want.

Consent To Be Audio-Recorded
I understand that if I participate, telephone support sessions, Family Program sessions, and interviews will be audio-recorded so that members of the project team can review how well staff are doing their jobs.  These tapes will be reviewed to rate how closely staff followed protocol, to give staff feedback, and to train staff how to do a better job in the future.  If I have something very private to say, I have the right to tell staff to turn off the recorder.  To further protect me, audiorecords will only have my project ID number on them, and they will be destroyed within 7 years after the project has been completed.

Consent To Be Photographed
I understand that if I participate in this project, I will be photographed, and the photograph will be attached to my Locator Form.  The photograph will help project staff verify that the person they are interviewing each time is in fact me and not someone else.  At the end of the project and after all follow-up interviews have been completed, a member of the project team will destroy the photograph.
Consent For Other Testing
At the time of the 3 and 6 month interviews, we will ask you to meet in-person and provide a temperature-monitored urine sample for drug testing.  Your test results will be private and will not be told to your counselor, law enforcement, or your family.  
Consent To Be Re-Contacted

If we receive additional funding, we may want to contact you again in the coming years to see how you are doing.  If we do so, each time we will identify ourselves, explain what we are doing and ask for your permission to make further contact.  
Specific Authorizations 

I understand that if I participate in this project, I will be asked to sign specific authorizations to allow other people or organizations to provide us only with your contact information in the event that we cannot reach you for interviews.  Information about this project and purpose do not appear on these authorizations in order to protect my privacy.  This data will only be used for this project, and I can refuse to sign any or all of these authorizations and still participate.

How Will My Information Be Protected?

Records created as part of this research project are kept private and are protected by federal law.  Disclosure of your records is only done consistent with all applicable law.  Project staff are required to report suspicion of child neglect or child abuse and medical information in cases of medical emergency and will report circumstances in which participants may be a risk to themselves or others.  Additional information related to the protection of your information can be obtained from the treatment agency.  

We have taken several steps to protect your information.  These are: a) all staff have been trained to understand the need for privacy and have signed a statement agreeing with the terms of this consent and to keep your answers (locator data excluded) completely separate from the records that identify who you are, 2) the information about your identity and all the data with your answers are kept in two separate files that are only linked through a research ID, 3) records are stored in locked file cabinets in a secured building, 4) only data on groups of people is reported, and 5) a federal certificate of confidentiality has been applied for/obtained to keep us from being forced to disclose information that may identify you in any federal, state or local civil, criminal, administrative, legislative or other proceeding. 

There are some exceptions to this Certificate of Confidentiality that we are required to disclose to you.  First, it does not prevent the federal government from reviewing our records for the purpose of auditing our books or evaluating federally-funded projects.   Second, it requires us to give you back a copy of the information we have collected about you if you ask for it in writing.  Third, it does not prevent us from sharing information if we believe you are about to harm yourself or someone else or if you have been involved in harming a child.  We are also required to offer you a copy of the Certificate of Confidentiality if you want it.   You should understand that a Certificate of Confidentiality does not prevent you or a member of your family from voluntarily releasing information about yourself or your involvement in this project.  If an insurer, employer, or other person obtains your written authorization to receive project information, then the project staff may not use the Certificate to withhold that information.   

What Are The Risks Of The Project?  

Although some of the questions may cause some emotional discomfort, the main risk to you and your family member is that your personal information might be disclosed to outside persons unconnected with the project.  Accidental disclosure, though possible, is unlikely because of the steps that we take to protect the privacy of your information.
Are There Any Benefits To Me Or To Others If I Participate?  

All participants may benefit from improved wellness and the knowledge that they are part of a project to help young people with substance use problems.  Other young people and their families may benefit if we learn which recovery support services are most helpful.  You will also be paid for your time as described above. 

How Will My Information Be Used?

Your individual information discussed during telephone support calls, on the social networking site, and during Family Program sessions will be placed in a private project record.  Your individual responses to interview questions and urine test results will also be kept in its own project record along with your parent, guardian, or other concerned family member’s responses to interview questions.  Your counselor will not be allowed to review these project records.  You will not be allowed to review your parent, guardian, or other concerned family member’s information and responses, and your parent, guardian, or other family member will not be allowed to review your information and responses.  If you choose to participate, the information you give us may be shared with other staff in the country who are also working on this federally-funded project.  However, you will never be personally identified in the information shared with these staff. Furthermore, any written reports will focus on how well young people respond to recovery support services on “average” and will not report on specific individuals.
Can I Choose Whether Or Not To Participate In This Project?


Yes.  You are completely free to decline to participate in this project now or later should you agree to participate now.  If you do decline to participate, you are still eligible to apply for any treatment services offered by this or other agencies.  A refusal to participate does not affect your eligibility for services or right to benefits.  

Federal regulations require us to inform prisoners who are involved in research of the following:  Participation in this research will have no effect on the disposition of your case, including your parole eligibility or release date.  There will be no penalty or prejudice of any kind for withdrawing from or not participating in this study.  

Whom Do I Call If I Have Questions Or Problems?

For questions about the project or to withdraw from the project, contact the Principal Investigator, Dr. Mark Godley, at (309) 451-7800.  

For questions about your rights in a project or about a project-related injury, call Mr. William White, Chair of the Institutional Review Board at (309) 827-6026.
When Does This Consent Expire?

This consent will expire on: October 1, 2012
Project Assurance of Assent

This project has been explained to me.  I have had the opportunity to ask questions concerning any and all aspects of the project.  I am aware that I can refuse to answer any question without having to explain why. I am aware that I may choose not to participate or to withdraw from this project at any time without penalty.  I acknowledge that no guarantee or assurance has been given by anyone as to the results to be obtained.  Privacy of records related to my involvement in this project will be maintained in accordance with federal law.  I understand that if I do not sign this form, then I cannot participate in the project.  

I understand that my right to access my information created or obtained in the course of project may be temporarily suspended for as long as the project is in progress.  My right of access will be reinstated upon completion of the project.

I hereby agree ______/ do not _____ agree (check one) to participate in the above-described project and to the use and disclosure of my information for project purposes.  Should I withdraw from the project, I agree that any information obtained prior to my withdrawal may continue to be used to maintain the integrity of the project.

I will be given a copy of this informed consent for my records.

________________________________________________________________________

Name of Project Participant (Please Print)

________________________________________________________________________

Signature of Project Participant 





Date

____Ineligible      ____Refused  (Reason___________________________________________)

Signature of Staff/Witness






Date
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