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Sample ADDITIONAL CONSENT FORM for post-hoc consent to donate data to FluencyBank (with options for adults/adult-child contributions). Please EDIT WITH YOUR OWN STUDY SPECIFICS AND OBTAIN IRB PERMISSION TO USE THIS FORM AS PART  OF YOUR STUDY PROTOCOL.
	Project Title
	NAME OF YOUR PROJECT HERE

	Why is this additional consent form needed?
	The community of researchers who study stuttering and fluency development/disorders values preservation and sharing of research data when possible. Data sharing is highly encouraged by our funding agencies and even mandated by some. However, we wanted you to first participate in the research project before making a request to donate some of your data to a password protected website used by researchers (fluency.talkbank.org). We felt that you would be more comfortable making a decision after you had completed the activities in our study. 

	What am I being asked to do?


	We have already recorded your speech as part of our study. 
Password-protected Internet research databases are intended to allow other researchers to learn from recordings that already exist.  Such collegial sharing strengthens research quality and generalizability, and reduces costs and participant time associated with the conduct of research. When our study is completed, we would like to be able to contribute transcripts and either audio or video recordings from our sessions to this international database.  This will allow other researchers to investigate additional questions or replicate our work.
This is entirely voluntary, and is separate from our analyzing your speech as described above.  You could choose to allow us to contribute just the written transcripts of your conversations, or the transcripts together with the video or audio recordings of the sessions.  

	What about confidentiality?


	We will continue to do our best to keep your personal information confidential. Researchers will not be allowed access to your data without clearing their need to access the data, and must be given a password by the administrators at FluencyBank (fluency.talkbank.org). All materials will be stored and coded using initials and a number, rather than your name. 

If you agree to allow us to contribute your transcripts (with or without video/audio recordings) to the database described, your names would not be included in transcripts or audio links, and we will remove all names and other identifying pieces of information you might have said from the transcripts, replacing them with pseudonyms.  We will also "bleep" out any names from the recordings. While it is possible that someone could recognize your voice or face from the recordings, long-term experience with the TalkBank archives suggests that this probability is very low, and we will do our best to ensure there is no other identifying information. 

	What are the benefits of this research?
	This research is not designed to help you personally, but the results may help the investigators learn more about fluency development and disorders, including stuttering, cluttering and other fluency problems. Contributing your transcripts and media to the database would allow other researchers to investigate different aspects of fluency development or disorder. In particular, because fluency can be difficult to represent accurately or reliably on transcripts, it is quite important to obtain permission for audio or video to accompany the transcripts, if at all possible.

	Medical Treatment


	The University of Maryland does not provide any medical, hospitalization or other insurance for participants in this research study, nor will the University of Maryland provide any medical treatment or compensation for any injury sustained as a result of participation in this research study, except as required by law.

	Do I have to agree to donation of my transcripts or media?
	Allowing us to contribute your data to the database is entirely voluntary.  You may choose not to take part in either of these components of the study, or you may stop participating at any time. 

	Participant Rights and Questions


	This research is being conducted by
 If you have any questions about the research study itself, please contact 
If you have any questions about contributing your media or transcripts, you may contact the administrators at fluency.talkbank.org and request removal at any point. To do this, please contact Nan Bernstein Ratner (nratner@umd.edu) at 0100 Lefrak Hall, University of Maryland, College Park, MD 20742 (301-405-4217).
If you have questions about your rights as a research participant or wish to report a research-related injury, please contact: 

University of X 

Institutional Review Board Office

This research has been reviewed according to the University of X IRB procedures for research involving human subjects.

	Statement of Age of Subject and Consent


	Please select one of the following choices:

____ I do not want any of my data (or my child's data) to be made available to other language researchers; I only allow the current researcher team access to this data (as indicated in my prior consent)

____ I would allow anonymous transcripts and test score data to be made available to other language researchers at the password-protected FluencyBank site, but do not want media recordings to be made available.   

____ I will allow anonymous audio recordings and my transcripts/test scores to be accessible over the web to other researchers at a password-protected FluencyBank site, with all identifying information removed
____I will allow de-identified video recordings and my transcripts/test scores to be accessible over the web to other researchers at a password-protected FluencyBank site, with all personally identifying information removed.
Your signature below indicates that:

   you are at least 18 years of age;

   the research has been explained to you;

   your questions have been fully answered; and 

  you freely and voluntarily choose to participate in this research project as indicated by your choice above.

	Signature and Date
	NAME OF CHILD
	

	
	NAME OF PARENT/GUARDIAN
	

	
	SIGNATURE OF PARENT/GUARDIAN
	

	
	DATE
	


