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Research Opportunity Inquiry 
 
The Pheo Para Alliance (PPA) welcomes research that will advance our knowledge of pheochromocytomas and 
paragangliomas, as well as investigations that will help patients and their families cope with their condition.   
 
Patient-Focused Research Program Objectives: 
 

1. To provide feedback to investigators during all phases of a research cycle to ensure their work is 
patient-centered and useful, leading to greater use of research results by patients and the broader 
healthcare community. 

2. To provide a platform for investigators to share their opportunity for the pheo para community to 
participate in research. 

 
The Pheo Para Alliance asks investigators who seek patient-centered feedback or who seek a platform to share 
volunteer research opportunities to provide the information below.  This information will be used to inform 
our Board of Directors and patient population about the study. 
 
The purpose of this program is to share information with our patient population.  We do not endorse any 
particular study or research.  
 

1. Please list the names and contact information for researchers. 

 

 

2. Please provide a brief “lay language” summary of the research, including the title of the study and its 
time frame. 

 

 

3. Has the study received ethics clearance from a hospital or university IRB? Please identify the IRB(s) and 
date of clearance. 

 

 

4. What is the funding source and funding duration for the research? 
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5. What are potential patient participants being asked to do as part of this study (e.g., fill in a survey, be
interviewed, keep a journal)?

6. Are there any expectations for the PPA beyond distributing information about the study to potential
participants?  If so, please describe.

7. What recruitment information will you provide for distribution to potential participants?

8. How will the research benefit individual participants, PPA, and/or the medical/scientific community?

9. How will individual participants and PPA receive feedback about the results of the study?

Please send this form to  info@pheopara.org, attn: Linda Rose Krasnor, Research Request Coordinator. 
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	Text1: Study Chair: Jaydira Del Rivero, MD, of the National Cancer Institute; e-mail: jaydira.delrivero@nih.govStudy Chair: Kimberly J. Perez, MD, Dana-Farber Cancer Institute | E-mail: kimberly_perez@dfci.harvard.edu
	Text2: Alliance A021804 (A prospective, multi-institutional phase II trial evaluating temozolomide vs. temozolomide and olaparib for advanced pheochromocytoma and paraganglioma) studies how well the addition of olaparib to the usual treatment, temozolomide, works in treating patients with neuroendocrine cancer (pheo or para) that has spread to other places in the body (metastatic) or cannot be removed by surgery (unresectable).
	Text3: The study has been reviewed and approved by the National Cancer Institute's Central Institutional Review Board (NCI CIRB) on June 29, 2020. 
	Text4: This study is being conducted by the Alliance for Clinical Trials in Oncology, a national clinical research group supported by the National Cancer Institute. The Alliance is made up of cancer doctors, health professionals, and laboratory researchers, whose goal is to develop better treatments for cancer, to prevent cancer, to reduce side effects from cancer, and to improve the quality of life of cancer patients.
	Text5: Study participants will be asked to complete two quality of life assessments before treatment begins. They will also  be asked to complete a quality of life assessment on the first day of each treatment cycle and at the end of study treatment and to keep a daily pill diary to record the day, number of pills taken, and the time of each treatment dose. Study participants will be asked to bring the diary with them on clinic visits.
	Text6: We are very appreciative of the support PPA has extended, and have no other requests then to distribute this study information to its membership, who may be potential study participants. 
	Text7: We can provide a one-page flyer or brochure to further explain the study. However, general information about the study, including study design, eligibility, treatment plan and study locations, can be found on http://www.ClinicalTrials.gov or through this direct link: http://bit.ly/AllianceA021804. 
	Text8: There is evidence that the addition of the study drug, olaparib, to the usual treatment is effective in shrinking or stabilizing pheochromocytoma and paraganglioma. It is not possible to know now if the study drug plus the usual treatment will extend a study participant's time without disease compared to the usual treatment alone. However, this study will help the study doctors learn things that will help people in the future.
	Text9: A description of this study trial is available on http://www.ClinicalTrials.gov or through this direct link:http://bit.ly/AllianceA021804. This website will not include information that can identify study participants. At most, the website will include a summary of the results. Study participants can search this website at any time.


