Please note this study is provided by a third-party
and not affiliated with the DTRF.

Engage Health has been retained by a biopharmaceutical company who is interested in

learning more from desmoid tumor patients based in the US about their experience with

clinical trials and with specific therapies in Desmoid tumor. These therapies include:

OGSIVEO (nirogacestat) used in clinical trials
OGSIVEO (nirogacestat) used as a commercial product
AL102 (varegacestat) used in the Part A / Phase 2 clinical trial

Ideally, the researchers would like to speak with individuals who have been on the drug 12
months or longer.

The participant’s involvement in the research would consist of the following:

1.

2.

3.

4.

The participant would visit a web-based RSVP site to provide consent, answer a few
questions to determine eligibility to participate in the research, and provide a few
days/times that work to participate in a telephone interview between now and April
18, 2025. It is anticipated that it would take approximately 10 minutes to fill out the
RSVP.

The participant would be contacted by Engage Health, Inc. to schedule the interview
or to provide notification that interview spots are full, if that is the case.

The participant would then participate in an approximate 1-hour interview, conducted
by telephone in English. At the completion of the interview, the participant would be
paid $150 for their time.

At the conclusion of the interviews, Engage Health will provide the participant a
summary report, but results will be “de-identified” and the participant name will not
be shared with the biopharmaceutical company.

Please note that interview spots are limited, so please respond quickly.

Anyone interested in participating or learning more should click this link or scan the QR
code below.

Thank you for considering this request. If you have questions about the research, please
reach out directly to Engage Health, Inc. at 1(651)994-0510.
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https://www.engagehealth.com/survey/TakeSurvey.aspx?SurveyID=q5KK3535

