PARTICIPANT PROTECTION PACKET

This packet was developed by PIRE and DAODAS in order to better help prevention professionals understand and implement participant protection procedures.  This refers to the steps you take to ensure that the students who are giving you some of their personal information are protected from any negative consequences to the greatest extent possible.  In exchange for their information, you owe your best efforts to them and their parents.

If you cannot get parental consent or cannot implement the best possible procedures to protect your participants, it is better not to survey them than to violate that trust and leave yourself open to risk.

This packet includes:

· The “Consent and Confidentiality” section from the Prevention Evaluation Handbook (Fourth Edition)

· A sample consent letter for the evaluation data collection
· A sample consent letter if you need one for both evaluation data collection and program participation

· Instructions for the recommended coding method to ensure confidentiality

· A checklist for administering the DAODAS Standard Survey

· Directions on storing participant information

3.6 Consent and Confidentiality

Even asking participants about their beliefs and perceptions regarding substance use is collecting personal information and, therefore, that information needs to be protected.  The process for collecting that information must also be approved.  Typically, this means that parents must approve that you are going to be collecting this information from their children.  Getting this consent is a process that should not be overlooked.

Consent is typically handled by getting information to parents about the survey and letting them know what will and will not be done with the information.  Ideally, you should be using active consent, which means that you do not give the survey to the student unless the parent returns a part of the form that gives you written permission to do so.  PIRE can provide you with a sample form to start from.  Passive consent, where you collect the information unless a parent returns some form saying that you may not, is not considered adequate by many anymore.  At the very least, you should mail passive consent forms straight to parents and not expect the student to deliver them.
In many cases, you will be implementing your program in a setting controlled by some other entity (e.g., a school) and will not be directly contacting parents.  It is critical that you learn about and follow whatever processes these organizations might have.  This approval process may have a name, such as an Institutional Review Board (IRB).  In many cases, working under these organizations’ guidelines will be an advantage, because many schools have parents sign a blanket permission slip at the beginning of the year that approves most of the surveying that will take place during the year.

To protect yourself from any potential negative consequences, make sure that you are proactive about ensuring that you have followed all proper consent procedures.  If a child tells their uninformed parent that they answered questions about how much they have used drugs, that parent may envision all sorts of negative consequences and make things very difficult for you or the school.

One way to increase the likelihood that you can convince parents to allow their children to take part in the data collection and improve the accuracy of the participants’ responses, as well as to strengthen your data analyses, is to use procedures that will enable you to link an individual participant’s pre-test responses to his/her post-test.  Confidential means that the participants’ information can be associated with their identities, but that a very limited number of people would have the ability to do so.  Recommended confidentiality procedures are presented in detail in Appendix II.  In short, they describe a way of having pre- and post-tests with unique code numbers on them (as opposed to participants’ names), and maintaining a “link file” that matches names to ID numbers.  This file should be kept in a highly secure location to which only one or two people should have access.  This procedure should alleviate most participants’ concerns about a classmate or teacher knowing their answers.  Some students may still be highly suspicious, but in that case, there may be little you can do to convince them that their information is safe.  Regardless of consent procedures, at testing time, any students who choose not to take the survey should be allowed to opt out; they also must be told that they can decline to answer any question they would prefer not to answer.

There may be situations in which you may need an even stronger protection for participants.  Anonymity procedures are ones in which no names are collected, so there is no way to link participants’ answers to them.  PIRE can advise you on this, if needed.

Dear Parent:

I am writing you from (agency name), your county’s substance abuse prevention and treatment agency, to ask for your help in evaluating the (program name) drug prevention program, which your child will be taking soon at (school name). The purpose of the program is to encourage good decision-making and discourage drug use. This program is being delivered to your child by staff from our agency.  
To find out about whether (program name) works well, we invite your child to take two brief surveys, one at the beginning of the program and one at the end.  This survey will include questions concerning your child’s: gender, race/ethnicity, attitudes and beliefs about alcohol, tobacco, and other drugs, and use of drugs in the past 30 days. A trained adult will give the survey to your child’s class.

Your child’s participation in this evaluation is entirely voluntary. He or she will be free to skip any question for any reason, or stop taking the survey at any time.  Neither your child’s name or any other information that would identify your child will appear on the survey.  Instead we will use a code on the survey. Once the survey is completed, your child will seal it in an envelope before turning it in. The sealed envelopes will only be handled by (agency name)staff. That way, no one at the school will ever know how your child answered the survey.  We will never use your child’s name or tell anyone what your child wrote in any evaluation report we would prepare.

There is a potential, but very minor, risk to your child for participating in this study. Your child may get upset as a result of answering questions about personal alcohol and drug use. However, because students may skip any questions they do not want to answer and may stop filling out the survey at any time, we believe that this risk is very small. Also, there will be school guidance counselors available if your child is in need of someone to talk to.  We expect that your child, as well as other children, will benefit from what we learn about the positive impacts of this program and how it can be taught more effectively.

If you have any questions about the evaluation, you may call (your name), at (phone #).

If you will allow your child to complete these surveys, please check the “YES” box on the next page and return that page to your child’s teacher as soon as possible.  If you decide that you do not want your child to participate in this evaluation process, please check the “NO” box and return it to your child’s teacher.  If we do not receive a form from you, then we cannot survey your child, so please return the form if you’ll allow them to take the survey.  If your child does not participate in the evaluation survey, he or she will still receive the program.  There are no negative consequences to opting out of the evaluation surveys.  

Thank you.

CONSENT FORM FOR (PROGRAM NAME) EVALUATION SURVEYS

 FORMCHECKBOX 
  YES, I agree to have my child participate in the evaluation surveys regarding the effectiveness of the (program name).

 FORMCHECKBOX 
  NO, I do not agree to have my child participate in the evaluation surveys regarding the effectiveness of the (program name).
___________________________

__________________________________

Signature of parent or guardian


Your child’s full name (please print)
Dear Parent:

I am writing you from (agency name), your county’s substance abuse prevention and treatment agency, to inform you about the (program name) drug prevention program being offered at your child’s school and ask for your help in evaluating the program.  The purpose of the program is to encourage good decision-making and discourage drug use. This program is being delivered to your child by staff from our agency.  
The (program name) will begin on (date) and continue about once a week through (date).  It will take place during your child’s health class.

To find out about whether (program name) works well, we invite your child to take two brief surveys, one at the beginning of the program and one at the end.  This survey will include questions concerning your child’s: gender, race/ethnicity, attitudes and beliefs about alcohol, tobacco, and other drugs, and use of drugs in the past 30 days. A trained adult will give the survey to your child’s class.

Your child’s participation in this evaluation is entirely voluntary. He or she will be free to skip any question for any reason, or stop taking the survey at any time.  Neither your child’s name or any other information that would identify your child will appear on the survey.  Instead we will use a code on the survey. Once the survey is completed, your child will seal it in an envelope before turning it in. The sealed envelopes will only be handled by (agency name) staff. That way, no one at the school will ever know how your child answered the survey.  Children’s names will never appear in any evaluation report we prepare.

There is a potential, but very minor, risk to your child for participating in this study. Your child may get upset as a result of answering questions about personal alcohol and drug use. However, because students may skip any questions they do not want to answer and may stop filling out the survey at any time, we believe that this risk is very small. Also, there will be school guidance counselors available if your child is in need of someone to talk to.  We expect that your child, as well as other children, will benefit from what we learn about the positive impacts of this program and how it can be taught more effectively.

If you have any questions about the evaluation, you may call (your name), at (phone #).

The following are your options.

· If you will allow your child to participate and complete these surveys, please check the “YES” box on the next page and return that page to your child’s teacher as soon as possible.  

· If you decide that you do not want your child to participate in this evaluation process but still receive the program, please check the middle box and return it to your child’s teacher.  

· If you do not want your child in the program at all, check the “NO” box and return it.

If we do not receive a form from you, then we cannot offer your child the program or survey your child, so please return the form if you’ll allow them to take part.  If your child does not participate in the evaluation survey, he or she will still receive the program.  There are no negative consequences to opting out of the evaluation surveys.  

Thank you.

CONSENT FORM FOR (PROGRAM NAME) AND 

EVALUATION SURVEYS

 FORMCHECKBOX 
  YES, I agree to have my child participate in the (program name) and evaluation surveys regarding its effectiveness.

 FORMCHECKBOX 
 I do not agree to have my child participate in the evaluation surveys regarding the effectiveness of the (program name), but I do agree to allow them to receive the program.
 FORMCHECKBOX 
  NO, I do not agree to have my child participate in the (program name).
___________________________

__________________________________

Signature of parent or guardian


Your child’s full name (please print)
INSTRUCTIONS FOR STUDENT PRE- AND POST-TEST CONFIDENTIALITY

Maintaining confidentiality for students when taking their program pre- and post-tests is important.  When students understand their names are not going to appear on the surveys, they may respond more honestly.  This is important because knowledge of youth beliefs and knowledge will help us implement programs that best address their needs.  This system should alleviate any concerns about any harm coming to students based on their answers.  Here's how it will work:

A FEW WEEKS BEFORE THE PRE-TEST

Choose a person to administer the pre- and post-tests that doesn't have a connection to the students.  Make sure this person is not a teacher, the principal, the person implementing the program, or someone the students may be intimidated by or feel the need to please.

BEFORE THE DAY OF THE PRE-TEST

1.  Make enough pre-test copies for everyone.

2.  Create a "master" list with two columns, one with students names, the second with a corresponding code.  The code should be a 6-digit number where the first 3 digits are provided to your county by PIRE and the last 3 digits you assign with each student getting a different code.  Do not repeat any codes across programs or groups.  (Example:  your county is assigned code 444.  Your surveys could be coded:  444001, 444002, etc.)
3.  Make two copies of the list.  File the first copy and keep the second to give out when the pre-test is handed out.  Cut separate slips of paper with only a single code number.  Make sure each student taking the pre-test receives the code that corresponds to his/her name.  


OR write the codes on the surveys yourself and hand out the coded surveys to the appropriate surveys at test time.

DAY OF THE PRE-TEST

1.  Give out a pre-test to every student.

2.  Hand out the slip of paper with the code for each student.

3.  Have the students write their code on their pre-test.  Then have them tear up the paper with the code.


OR you could have the codes already on the surveys and hand out the coded surveys to the appropriate surveys at test time.

4.  Conduct the pre-test.

5.  Collect everyone's survey and tell them that their surveys get scanned into a computer in Columbia and nobody who sees the surveys will have the list of student names and code numbers.  So, their answers are confidential.
6.  Have students place their own completed pre-tests in a box or large envelope.  It's a good idea to have a box with a small slit in the top (like the old voting ballot boxes).  That way no one can see the tests after they are completed.

DAY OF THE POST-TEST

1.  Hand every student a post-test.  

2.  Use the same process and same codes from the pre-test.  Hand out the slip of paper with the code for each student.  Have the students write their code on their post-test and then tear up the paper with the code. 

OR have the tests pre-coded and hand them out appropriately.  
3.  Conduct the post-test.

4.  Have students place their own completed post-tests in a box or large envelope.  

By using this system, you have matching codes on the pre- and post-tests for each student.

DAODAS STANDARD SURVEY ADMINISTRATION CHECKLIST

 FORMCHECKBOX 

Giving the correct version:  PRE or POST

 FORMCHECKBOX 

Person administering the survey is generally not known to students (ideal)

 FORMCHECKBOX 

All students taking survey have documented consent from parents

 FORMCHECKBOX 

Students w/o consent have an alternative activity

 FORMCHECKBOX 

Room is set up to where each student can give answers w/o others seeing them

 FORMCHECKBOX 

A system is being used that allows students to not need to put their names on the tests

 FORMCHECKBOX 

Survey is read question by question to students

 FORMCHECKBOX 

The script below (may be varied slightly) is read to students before they begin

“Today we would like you to answer some questions.  We are interested in how students your age act, think, and feel.  (AT POST-TEST, add:  We know that you answered some of these same questions a few weeks ago, but we want to know what your answers are to them at this time.)
“Before we begin, there are a few things to remember while completing this survey.

“First, this is not a test; there are no right or wrong answers.  What is important is that you give us your honest opinions.

“Second, all the information you provide on the survey is confidential.  That means that you do not put your name on any of the survey materials.  None of your classmates or teachers have any list that says what names go with the code numbers.  This way, nobody will find out any of your answers.  And nobody will ever tell anybody or write down what one person said on the survey.

“Third, please respect the privacy of others.  This means you should never look at your neighbor’s survey or talk about your answers.  Each of you should give your own private opinions.  If a question bothers you or you feel uncomfortable about answering it, skip that question and pick back up with the next question.  If you do not feel comfortable answering any of this survey, that is okay, too.  You can just return it blank.

“Fourth, I will be reading each item aloud to you.  Try to stay with me as I go and do not work ahead, so that we all end together.  If you have any questions, just raise your hand.

“Thanks for completing this survey for us.  Let’s get started.”

 FORMCHECKBOX 

Surveys are collected into one envelope or box that is guarded carefully the whole time until you are back at the office.  

GUIDELINES FOR STORING 
STUDENT PRE- AND POST-TESTS

Hard Copy Storage

· Until the time they are sent to DAODAS, they should always be kept in a locked file cabinet.

· A minimal number of people should have access to the cabinet.

· There should be no identifying information on the tests other than a code number.  If there is a code number, the list that shows code numbers for the participant names should be stored elsewhere and not with the hard copies.
· DAODAS will maintain hard copies of the pre-post tests until three months after your year-end evaluation report has been e-mailed to you.  Your tests can be returned you if you request that.
Electronic Storage

· Any materials with participant personal information should be stored in secure folders with a minimum number of people having access to them.
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