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Overview

3 Tiers: PCORI Pipeline to Proposal

What is PCORI? The Patient Centered Outcomes
Research Institute (PCORI) is a non-profit, nongovernmental organization that was
congressionally authorized in 2010 to improve the
quality and relevance of research evidence
available for making informed health decisions.
Research funded by PCORI is patient-centered and
focuses on addressing concerns most relevant to
the patients; it requires involvement of patients
and other stakeholders throughout the research
process.

Which interventions work best for rural
families living with autism, and/or under
what type of conditions do the
interventions work best?
Tier 1

“Building
Collaborations”

Patient-centered research has several ideological
parallels that are consistent with patient-centered care.

Tier 2

“Asking
Questions”

Purpose:
1.
Describe engagement strategies used with
families with autism living in rural areas
2.
Describe needs and concerns most salient to
our community CARE families
3.

Tier 3

“Funding”

Describe the multidisciplinary research
dynamics in working with families of children
with autism in the rural community.

Building Capacity and Forging
Collaborations in Autism Research for
Underserved Families (PD Elder)
Collaboration for Autism Research and Engagement (CARE)
Improving quality of life for individuals with autism and their families

Crystal River
CARE

Live Oak
CARE

Palatka
CARE

•List of potential CER topics
•Recruitment and Outreach
Plan
•Governance Document

Issues/Topics Requested for Research
School issues/functioning – social, technology, academics

3-D Printing

Support for parents
Transitioning to adulthood
Provider/specialist availability

Children with ASD not getting early treatment
Parents taking on case manager role; accessing adult care
Cost/Financial strain ; Medical insurance coverage
Educational material on ASD for teachers

•CER Question
•Potential comparators
•Narrow subject group
•Create Communication Plan
•Refine Governance Document
•Adding/removing partners

Dietary concerns

•Funding sources
•Long term goals and
objectives
•Develop CER proposal

Comparative Effective Research (CER)
Potential Approaches – Comparing:
• 2 existing evidence-based (EB) health interventions
• Individuals for whom an existing EB intervention
works best
• Delivery methods of an existing EB intervention
• Combinations of existing EB interventions

Community Advisory Board (CAB)
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Identifying and reducing service barriers and
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