pheopara

A N C E

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.

Kim Hager, LICSW - khager@childrensfriend.org
Maria Martinez Calderon, LMHC - mmartinez@childrensfriend.org

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

The study title is Caregivers' Experiences in Accessing Mental Health Treatment for their Children. We are
comparing the barriers to accessing mental health services for three groups - caregivers of children with mental
health conditions, caregivers of children with mental health conditions and medical conditions, and caregivers of
children with mental health conditions and rare disease. The time frame for recruitment is until April 1, 2021.

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

The study was approved by the IRB at Seven Hills Foundation until July 21, 2021.

4. What is the funding source and funding duration for the research?
Seven Hills Foundation has provided funding through spring 2021.
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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)?

Participants are asked to complete a free and anonymous online survey taking approximately 10 to 20 minutes.
Only US residents are eligible to participate.

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

No

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

We have flyers in both English and Spanish that contain the link for the survey.

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

The research benefits individual participants and members of the PPA by examining barriers to accessing mental
health treatment and by making recommendations to assist mental health providers in tailoring services to better
meet the needs of families.

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

The researchers can email information to the PPA about the study findings, which can then be shared with
individual participants.

Please send this form to info@pheopara.org, attn: Linda Rose Krasnor, Research Request Coordinator.
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