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Revoke Authorization Guidelines
Once a participant has consented to participate in the INTERMACS® Registry they may choose to withdraw their consent at any time. To help with this process we have created Revoke Authorization Forms for participants to complete when and if they decide to withdraw from the Registry. If they decide to withdraw they will need to complete the appropriate Revoke Authorization form and turn it into the study staff. This form allows the participant to officially withdraw their consent to continue participation in the Registry.  At this point INTERMACS® will only use the information it has already collected from the participant before the written request was made. The Study Staff will respond to this letter by giving the participant a copy of the completed Authorization. One copy will be retained on file by the Principal Investigator and one copy will be placed in the participant’s medical record, if applicable. The Study Staff will immediately contact the United Network for Organ Sharing (UNOS) and inform them to censor the participant in the Registry.
Some Institutions do not require a written request for a participant to withdraw from the Registry. In this case the Institution’s IRB will set the requirements for a participant to withdraw. In many cases the language is already included in the consent form and the only requirement for a participant to withdraw their consent is to verbally inform the Study Staff of their decision. In this case the Study Staff will need to provide a letter from their local IRB indicating their policy. This will be placed in the Site’s file for future reference. Again if the participant decides to withdraw their consent using this method the Study Staff will make a memo to file stating that the participant has informed them of their intent to withdraw from the study. This memo will be retained on file by the Principal Investigator and one copy will be placed in the participant’s medical record, if applicable. The Study Staff will immediately contact UNOS and inform them to censor the participant in the Registry.
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