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Patient & Caregiver Connection Organizations

17 ’.

e- To foster greater global understanding about the importance of the pediatric
Uc A N patient and caregiver voice in health care, clinical trials and research.

23050 § Satcn e 188 91 04 31 www.icanresurch.org

L
n aﬁ To advance family caregiving through research, innovation, and advocacy.
s e e WWW.CAregiving.org

€ G H L F To improve the quality of life for people living with chronic illness through
core advocacies of the 50-state Network, Creaky Joints and Fail First Hurts.
www.ghlf.org

W To improve the quality of health care and lives of everyone affected by
temporomandibular disorders. www.tmj.org

To support individuals in long-term recovery from drug and alcohol
VOICES addiction and their family members, friends and allies.
mbireerive www.facesandvoicesofrecovery.org

FACES&

% yorp  Tosupport individuals in long-term recovery from drug and alcohol
RS addiction and their family members, friends and allies.

www.facesandvoicesofrecovery.org

% To undertake initiatives for expanded services and to improve the lives of
individuals affected by chronic obstructive pulmonary disease.

FOUNDATION WW'W-COPdfOundation.org
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To cure type 1 diabetes by funding research, advocating policies for access
to new therapies and providing a support network for people around the
world. www.jdrf.org

To improve the quality of life for kidney patients through education,

advocacy, patient engagement and the fostering of patient communities.
www.aakp.org

To bring about unified achievements in research, care, and policy by
supporting collaborative efforts across the spinal cord injury community.
www.nasciconsortinm. org

To find a cure for parkinson’s disease through an aggressively funded
research agenda and to ensuring the development of improved therapies for
those living with parkinson’s today. www.michaeljfox.org

To improve the lives of sleep apnea patients through education, services,
peer-support, research and advocacy. www.sleepapnea.org

To inspire hope and improve the quality of life of heart patients and their
families through on-going peer-to-peer support, education, and advocacy.
www.mendedhearts.org

To improve the lives of individuals and families affected by hereditary
breast, ovarian, and related cancers. www.facingourrisk.org
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The Patient Science and Engagement program staff want to express our sincere gratitude
to all of you for spending the day with us at CDRH and allowing us to hear your

perspectives.

The Patient & Caregiver Connection Community Town Hall was such a success due to
your insightful comments, your shared research efforts, and your willingness to answer
questions from CDRH staff. Your interactions have been the topic of conversation with
many staff! We are delighted to see that you all were able to connect with one another,
identify synergies, and brainstorm on potential ways to collaborate.

We look forward to our continued collaboration!
Lisa Miller Noel, PhD
Patient Engagement Lead

Michelle Tarver, MD, PhD
Director, Patient Science & Engagement Program
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