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Alliance of Families Fighting Pancreatic Cancer

Association Against Cancer
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Breakthrough Cancer Research
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Craig’s Cause Pancreatic Cancer Society
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Living With Hope Foundation

Lustgarten Foundation

The National Pancreas Foundation

National Pancreatic Cancer Foundation

Neuroendocrine Cancer Awareness Network [NCAN]
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The Operation Henry Trust

Pancare Foundation
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Pancreasnetvaerket i Danmark

Pancreatic Cancer Action

Pancreatic Cancer Action Network

Pancreatic Cancer Action Network Japan [PanCAN Japan)

Declare HOPE
The Elizabeth Coteman Fund

EuropaColon
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Pancreatic Cancer Alliance

Pancreatic Cancer Canada Foundation
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Pancreatic Cancer Research Fund

Cancers
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European Cancer Patient Coalition (ECPC)
FAVO

Florida Pancreas Cancer Coalition, Inc.

Fondation A.R.CA.D [Aide et Recherche en
Cancérologie Digestive)

Fundacién ACIAPO

Griffith Family Foundation

Gyodgyulj Veliink Egyestilet
Hellenic Cancer Federation [ELL.0.K.)

Hirshberg Foundation for Pancreatic Cancer Research

Instituto Oncoguia

J's Run Organization

The Joseph C. Monastra Foundation for
Pancreatic Cancer Research

K.E.F.

Kelly's Heroes

Kenner Family Research Fund

Kenya Pancreatic Cancer Trust

Pancreatic Cancer Scotland

Pancreatic Cancer Spain

Pancreatic Cancer Support Service at The Centre For
Community-Driven Research

Pancreatic Cancer UK

Project Purple

The Purple Iris Foundation

Rolfe Pancreatic Cancer Foundation

Ron Foley Pancreatic Cancer Foundation

Schweizer Selbsthilfeorganisation Pankreaserkrankungen (SSP)

Selbsthilfegrupe Pankreaskarzinom (Support Group
Pancreatic Cancer)

Sky Foundation, Inc.

Suzanne Wright Foundation Initiative CodePurple

TEB e.V. Selbsthilfe

Whipple Warriors

Wings of Hope for Pancreatic Cancer Research

The Woiner Foundation

Zetz Family Pancreatic Cancer Research Foundation
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Fundacion ACIAPO

(Community Assistance to Oncologic Patients)
www.fundacionaciapo.org.ar

Marta Artigas, President

Ignacio Zervino, Director of Institutional Relations
info@fundacionaciapo.org.ar

54 11 4743 0075

54 911 5042 8324 (cell)

Fundacion ACIAPO is dedicated to improving the quality of life for pancreatic cancer
patients and their families.

Avner Pancreatic Cancer Foundation
www.avnersfoundation.org.au
www.facebook.com/AvnersFoundation
info@avnersfoundation.org.au

The vision of the Avner Pancreatic Cancer Foundation is to break through 40 years
of no progress by doubling the number of people who survive pancreatic cancer

by 2020. The Foundation is working toward this vision by raising funds through
corporate and community fundraising events, increasing awareness of the disease
and working with a team of national and international scientific experts to advise

on research investments. The Foundation is the only charity in Australia dedicated
exclusively to Pancreatic Cancer, committed to the thousands of families affected by
the disease each year in Australia.

Pancare Foundation
www.pancare.org.au
info@pancare.org.au

1300 881 698

Angelia Dixon, CEO
Angelia.dixon@pancare.org.au
Jennifer Leishman
Jennifer.leishman@pancare.org.au

The mission of Pancare Foundation is to increase the survival rates of pancreatic,
liver, biliary, oesophageal and stomach cancer patients and to provide support for
them, their families and caregivers.
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Pancreatic Cancer Support Service at The Centre For

Community-Driven Research
www. 13004ANURSE.org

Dr. Catherine Holliday

nurse@cc-dr.org

1300 42 68 77

+61(2) 9221 7767

The Centre for Community-Driven Research is a non-profit organisation working
toward bringing much needed change to the way research is thought about,
conducted and translated into policy and practice. The Centre’s mission is to facilitate
meaningful connections among service providers, research organisations, the non-
profit sector, practitioners, industry, government and the communities for which they
provide a service or aim to benefit. The Centre’'s Pancreatic Cancer Support Service
works to ensure that patients have access to all available services that Australia’s
health system has to offer, and anticipate the needs and challenges they may face.

#PurpleOurWorld

www.purpleourworld.com
Jessica Abelsohn
info@purpleourworld.com
+61 417 062 543

The goal of #PurpleOurWorld is to raise awareness about pancreatic cancer. As

part of the Australian Pancreatic Alliance, they work closely with Avner Pancreatic
Cancer Foundation, Garvan Research Foundation, Gl Cancer Institute and Pancare
Foundation. They are represented by two high profile ambassadors — both of whom
lost their mothers to pancreatic cancer —who help champion their cause. While most
of the organization’s efforts are centred around Pancreatic Cancer Awareness Month
and World Pancreatic Cancer Day, they also work with sponsors andcommercial
concerns to promote awareness. #PurpleOurWorld plans to release another video to
encourage people to talk about the disease. For last year’s video, go to
https://www.youtube.com/watch?v=-Yp-ekogmhU

Selbsthilfegrupe Pankreaskarzinom

(Support Group Pancreatic Cancer)
Michaela Hartenstein, President/CEQO
hartenstein@selbsthilfe-pankreaskarzinom.at
0043 664 4664 592
office@selbsthilfe-pankreaskarzinom.at

European Cancer Patient Coalition (ECPC)
Www.ecpc.org

Mihaela Militaru

Mihaela.militaru@ecpc.org

Kalliopi Christoforidi

Kalliopi.christoforidi@ecpc.org

0032 2 342 01 04

European Cancer Patient Coalition works to provide European cancer patients with
timely and affordable access to the best treatment and care available, throughout
their lifetime. ECPC believes that cancer patients are the most important partners
in the fight against cancer and the issues related to cancer - working together with
policy makers, researchers, doctors and industry to determine their own healthcare.



BRAZIL

instituto ' Instituto Oncoguia
www.oncoguia.org.br
Luciana Holtz, President and CEO
lucianaholtz@oncoguia.org.br
55 11 30536917
0800 773 1666

The mission of Instituto Oncoguia is to improve the quality of life for cancer patients
by providing information; support for them, their families and caregivers; and
advocating on their behalf.

CANADA

Craig’s Cause Pancreatic Cancer Society
www.craigscause.ca

Stefania Condon-Oldreive, Founder/Director
stefanie@craigscause.ca

902 827 5811

Kate Elliott, Community Engagement and Fund Raising Coordinator
Kate@craigscause.ca

Toll Free: 1877 212 9582

The mission of Craig’'s Cause Pancreatic Cancer Society is to provide information
and support to those with pancreatic cancer and their families; to create awareness
and educate both the general public and health professionals about the disease; to
raise research funds leading to earlier detection and better treatments and quality
of life for patients, and award financial grants to Canadian patients. The society was
incorporated in 2007 after Craig Schurman Condon lost his life to pancreatic cancer,
eight weeks from diagnosis. In 2012, they received their charitable status.

Pancreatic Cancer Canada Foundation
0/A Pancreatic Cancer Canada
www.pancreaticcancercanada.ca

Michelle Capobianco, Executive Director
mcapobianco@pancreaticcancercanada.ca
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Pancreatic Cancer Canada, now celebrating its 10th year, is committed to improving
pancreatic cancer survival and creating hope through awareness, education and
patient support through their recently launched pancreatic cancer information
service. Their funding of research into early detection and better treatment options is
unparalleled in Canada and they continue to advocate for increased government and

private funding.



CYPRUS

The Cyprus Association of Cancer Patients and Friends
ﬁ,ﬁ@ (PASYKAF)

/\ MAZYKA® www.pasykaf.org
NAFKYMPIOZ SYNAEZMOX 2
KAPKINOMAGON & oIAQN  Dora Constantinides, Head of Awareness

dora@pasykaf.org

00357 2234544, 00357 96801683
Nicolas Philippou
nicolas@pasykaf.org

00357 2235444, 0097770010

PASYKAF's mission is to preserve the quality of life for cancer patients and their
families through a holistic approach to meeting patients’ needs and safeguarding
their rights throughout their cancer journey including rehabilitation. Home palliative
and nursing care, psychosocial support, physiotherapy, and transportation services
are all offered free of charge. More than 5,000 patients, including pancreatic cancer
patients and their families benefit from PASYKAF services each year.

PASYKAF implements public awareness programmes on prevention, early diagnosis,
availability of effective treatment and research on a continuous and targeted basis,
starting with preschoolers and continuing to pensioners. The aim is to effectively
promote a healthy lifestyle, while advocating for the successful implementation of a
national health system and national screening programs.

CZECH REPUBLIC

[\ . 4 Onkomajak
R\\ QHK?MOqu Veronika Capkova

OmoC ONKSIOQICKY M pacenturm WWWOnkOmaJakCZ
mailto:veronika.capkova@onkomajak.cz

Elisky Krasnohorské 2956, 738 01 Frydek - Mistek, Ceska Republika

Oncomajak is a patient organization that brings together oncological patients, their
families and supporters.

DENMARK

Pancreasnetvaerket i Danmark

< Pancreas Network Denmark
Pancreasnetvarket & www.cancer.dk/pancreascancer

I DANMARK A A
Steering Committee members:

Poul Ejby Rasmussen
Kirsten Koch

Jens Andersen

David Andersen

Dorte Peirup
pancreaspatient@gmail.com

Pancreasnetvaerket i Danmark is a national network of caregivers and patients with
cancer of the pancreas, bile duct or duodenum. Their goal is to provide opportunities
for stakeholders to come together and work toward improving the future outcome for
these patients. Established in 2015, with the help of The Danish Cancer Society, they
produce and distribute informational material at Denmark’s four major university
hospitals that provide surgical or oncological care for patients diagnosed with cancer
in the upper abdomen. On World Pancreas Cancer Day in 2015, the network hosted
its second major conference at the Copenhagen University Hospital Herlev, bringing
caregivers and patients together with some of the country’s leading surgeons,
oncologists and experts in palliative care. The network actively works with the Danish
health authorities in planning for long term care of pancreatic cancer patients.



EUROPE

EuropaColon
www.europacolon.com
Jola Gore Booth, Chief Executive Officer
jola@europacolon.com, geoffrey@europacolon.com

Europa +44 1722 333587, +44 799 097 2650

- because life matters EuropaColon is committed to preventing deaths from colorectal and digestive
cancers and improving the quality of life and support for those affected by uniting
patients, caregivers, healthcare professionals, politicians, the media and the public in
the fight against the disease. EuropaColon is currently working with 40 groups from
31 European countries.

FRANCE
Fondation A.R.CA.D (Aide et Recherche en Cancérologie
Fondation Digestive]
A R CA D www.fondationarcad.org
P Marion Selosse, Program Manager

mselosse@fondationarcad.org

The mission of the A.R.CA.D Foundation, a publicly recognized foundation since
2006, is to make the general public and healthcare workers sensitive to the need

for prevention and early screening of digestive cancers; promote improvement of
patient care and clinical research in the area of digestive cancers; and provide better
information and support to patients suffering from digestive cancers.
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Arbeitskreis der Pankreatektomierten (AdP) e.V.

(Pancreatectomized/Pancreatic Cancer (AdP)
Thomas-Mann-Str. 40, 53111 Bonn

+49 228 33889-251/252

www.adp-bonn.de

Mr. Lutz Otto, Chairman

adp-magdeburg@live.de

Mr. Friedhelm Mohlenbrock, Deputy-Chairman
adp-minden@web.de

Concerned with diverse, difficult situations after surgery on the pancreas, patients
had the idea to found a working group in Heidelberg. That was in 1976. Precisely

at the same time, people also came together to raise awareness and to solve life-
threatening problems - the idea of “self-help” was born. Since 1976, doctors and
nutritionists have worked with the AdP. The organization supports the rehabilitation
of patients, suffering from pancreatic disease (operation or illness of the pancreas
itself). But particularly, the AdP supports patients with pancreatic cancer. With

over 1,300 active members and more than 60 groups in Germany, the AdP raises
significant awareness about pancreatic cancer. Every year, more than 16,500 cases
of pancreatic cancer are diagnosed in Germany. The organization estimates more
than 65,000 incidences of chronic pancreatic inflammation in the country as well.
The AdP is a non-profit organization that has developed a well-functioning system of
aid for the disease since 1979, with the support of doctors from different disciplines:
nutritionists, psychologists and social experts.The organization is a member of the
“Paritaetische Wohlfahrtsverband,” the “Rehabilitation Association for Digestive
and Metabolic Diseases,” the German “Pancreas Club,” the German “Diabetes
Federation™ and the “Gastro League Club.” It is funded by the “German Cancer Aid”
foundation. A scientific advisory board of experts supports the AdP board and its
groups throughout Germany with important medical information about health care
and policy.

TEB e.V. Selbsthilfe

www.teb-selbsthilfe.de
www.bauchspeicheldruese-info.de/world-pancreatic-cancer-day
Katharina Stang, First Chairwoman
geschaeftsstelle@teb-selbsthilfe.de

+49 7141 9563636

The mission of TEB e. V. Selbsthilfe is to offer and organize self-help support groups
for individuals affected by diseases of the pancreas and neighboring organs, with

a special focus on pancreatic cancer; to share experiences; and to provide relevant
information and specific advice through personal contact.



GREE

CE

©

/Igaliazﬂ

GROU

P OF VOLUNTEERS

AGAINST CANCER
OF WESTERN GREECE

EI\I\QK

EAAHNIKH
OMOZIMNONAIA
KAPKINOY

K.E.O.|

L0AAoyos KapkivonaBwv
EBefovidv @idwv latpmdv

www.anticancerath.gr ©

e-mail: info@anticancerath.gr

Agaliazo

21 Aratou st, 26221 Patras, Greece
http://agaliazo.org/

Annie Bousiouti
BousioutiAnny@hotmail.com

The Group of Volunteers Against Cancer “Agaliazo” of Western Greece, founded in
Patras in 2001 in order to inform the general population for the early detection of
cancer and to provide psychosocial support to cancer patients. It has already 400
members, 200 trained volunteers, a seven-member Board, a Scientific Committee
and a Professional Social Worker.

Hellenic Cancer Federation (ELL.0.K.)

www.ellok.org (under construction)
info@ellok.org

0030-210-3234-390, 0030-6977-340758
Kathi Apostolidis, President
Kathi.apostolidis@ellok.org

George Kapetanakis, Secretary
Giorgio.kapetanakis@ellok.org

The Hellenic Cancer Federation (ELL.0.K) was legalized in 2016, after operating

for four years as an informal Standing Committee of 24 Greek cancer patient
organizations. ELL.0.K. is currently the largest cancer patient organization in Greece
and its mission is to advocate for equitable cancer care for all and to empower our
members with capacity building in cancer advocacy.

K.E.F.l.

Cancer Patients-Volunteers-Friends & Doctors Association of Athens
www.anticancerath.gr

info@anticancerath.gr

0030 210 64 68 222

Kathi Apostolidis

Kathi.apostolidis@gmail.com

0030 697 734 0758

Elisabeth Psilopoulou

Elisapsil@yahoo.gr

0030 694 515 6770

Founded in 2004, K.E.F.I. Association’s mission is to provide emotional, psychological,
and social support to cancer patients and their families, and to inform and educate
the general society about cancer.
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Gyogyulj Veliink Egyesiilet
(Recovering Together Association)
www.gyve.hu

gyvegyesulet@gmail.com
00363092277 97

The mission of Gydgyulj Veliink Egyeslilet (Recovering Together Association] is

to provide advocacy, information and support for patients afflicted by neoplastic
disease, their families, and their caregivers. The Association’s activities are focused
on funding research and treatment as well as advocating for health policy decisions
and increasing widespread awareness of cancer-related diseases which includes
economic, financial, pedagogical and psychological components. Finding protocols
for early detection is also a critical focus of the Association.

Breakthrough Cancer Research
www.breakthroughcancerresearch.ie

Orla Dolan
orla@breakthroughcancerresearch.ie

Breakthrough Cancer Research is an Irish medical cancer research charity

established to inspire and enable financial support for exceptional research into

cancer in Ireland, leading to more effective treatments for patients in Ireland and

internationally.

Our focus is on:

e funding world-class research into poor prognosis cancers such as ovarian, lung
and pancreatic cancers, which are poorly served by current treatment options

e facilitating collaboration between scientists and clinicians across Ireland and
internationally

e translating lab discoveries into new effective treatments for cancer patients now
and into the future

e There is hope, and that hope is in research!

Associazione Nastro Viola
www.nastroviola.org

Ms Francesca Mella
francesca@nastroviola.org

Associazione Nastro Viola was founded in February 2015. Our mission is to spread
awareness of pancreatic cancer and to support those affected by the disease, as
well as their families. Our activities also include raising funds to support scientific
research.
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FAVO

Italian Federation of Volunteer-Based Cancer Organizations
www.favo.it

Davide De Persis

ddepersis@favo.it

0039 0642012079

Laura Del Campo

l.delcampo@favo.it

0039 0642012079

FAVO serves as an umbrella organization in Italy for cancer patient organizations at
the national, regional, and local levels, working to increase the influence of cancer
patients on health policy to ensure that their needs are met and their rights are
protected.

Pancreatic Cancer Action Network Japan (PanCAN Japan)
www.pancan.jp

Yoshiyuki Majima, Founder

ymajima@pancan.jp

+813-3221-1421

The mission of Pancreatic Cancer Action Network Japan is to advance research,
provide support for patients undergoing treatment, and create hope. Despite
Japan’s national health insurance system, access to pancreatic cancer drugs is
delayed almost three years after FDA approval. Other factors that contribute to
Japan’s inability to access pancreatic cancer drugs: Japan is not a member of an
international research group, the high cost of participating in trials, and the difficulty
in dealing with regulatory agencies. PanCAN Japan is working with stakeholders to
remedy the situation through research advocacy.

Kenya Pancreatic Cancer Trust
https://www.facebook.com/pg/kenyapancreaticcancertust/about/?ref=page_internal

Association Against Cancer
www.amlcc.org

Mayra Galindo Leal, Director General
direccion@amlcc.org

+52 55 5574 0422

The mission of the Association Against Cancer is to fight cancer through education,
prevention, early detection, and advocacy efforts in order to diminish the impact of
cancer on the Mexican population.
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Living With Hope Foundation
www.livingwithhope.nl

Leo Kwakkenbos - President
leo.kwakkenbos@livingwithhope.nl

Living With Hope Foundation (LWHF] is a joined activity from three Dutch patient
organizations that decided in early 2017 that a combined effort was the only way to
add value to the enormous problems regarding prognoses, treatments and research
on pancreas cancer. With LWHF, there is now a centralized and strategic focus on
pancreas cancer, and furthermore, only one platform that patients, family and others
need to visit for the most up-to-date information and best advice. LWHF is board
member of the Dutch Pancreatic Cancer Group DPCG (a national multidisciplinary
workgroup of surgeons, gastroenterologists, medical oncologists, radiologists,
radiotherapists, pathologists, dietitians, specialized nurse practitioners, researchers
and patients).

Pancreaskreft Nettverk Norge
Nydalen Kirkevein 166 0450 Oslo Norway
http://pancreasnettverk.no

Caroline Verbeker - Chairperson, Prof. of Pathology
c.s.verbeke@medisin.uio.no

The mission of our organization is to promote a longer and better life for patients
with pancreatic cancer. This mission is driven by five goals:

e Raise awareness within the general public, policy makers and stakeholders
Provide relevant information for patients and their relatives

Improve access to new treatment modalities

Increase funding for clinical and associated basic research

Mobilize for stronger international cooperation at all level

Europacolon Portugal - Paneuropean Association for

Fighting Digestive Cancers
www.europacolon.pt

Victor Neves

geral@europacolon.pt or europacolon@mail.telepac.pt
225 400 441

The mission of Europacolon Portugal is to promote screening and early diagnosis

of traceable digestive cancers; provide advice and support for people suffering from
cancers of the digestive area; promote the improvement and expansion of healthcare;
disseminate information to the public; promote research; cooperate with physicians,
nurses, paramedics, and the pharmaceutical industry; collaborate with other
international organizations including the various branches of Europacolon; and to
create an information centre for patients and all stakeholders.
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Europacolon Slovakia
www.europacolon.sk

Jana Pifflova-Spankova, President
info@europacolon.sk, europacolon@europacolon.sk
+421 911 843 336

Patricia Kramarova, International Communication
patriciakramarova@gmail.com

+421 908 413 431

The mission of Europacolon Slovakia is to increase awareness about colorectal

and pancreatic cancer. They are “making noise” to educated the public about the
first signs of pancreatic cancer and the importance and benefits of early detection.
Europacolon spreads the message to motivate colon cancer screening with ongoing
“inflatable colon-tours” throughout Slovakia. Making it possible to easily see and
understand the development of carcinoma and how to identify pathological changes
with preventive tests for occult bleeding. For pancreatic cancer patients, they
provide a helpline and psychosocial support at patient centers located in two major
oncological institutes in Slovakia. Here, patients can discuss their problems with
former patients, psychologists, physicians and specialists for nutrition.

Cancer Patients’ Association of Slovenia
www.onkologija.org

Natasa Elvira Jelenc

natelje@gmail.com

++386 (0) 40 219 317

Marija Vegelj Pirc, MD, President
Marija.vegeljpirc@siol.net

++386 (0) 51 690 991

The Cancer Patients’ Association of Slovenia supports essential rehabilitation of
cancer patients through volunteer work and self-help, by spreading knowledge and
information about cancer, increasing awareness of the importance of the patient’s
active participation in treatment, informing patients of their rights, and acting as an
advocate when necessary.

Pancreatic Cancer Spain

A Chapter of GEPAC, the Spanish Cancer Patients Group
WWwWw.cancer-pancreas.org, Www.gepac.es

Begona Barragan, President

b.barragan@gepac.es

Natacha Bolanos, Patients and Public Affairs Manager
n.bolanos@gepac.es

(+34) 901 220 110/91 563 18 01

Pancreatic Cancer Spain is a chapter of GEPAC, the Spanish Cancer Patients Group.
Their mission is to ensure that patients have timely and affordable access to the best
treatment and care available, to advance early diagnosis, and to improve the quality
of life of those affected by pancreatic cancer, including patients, families, caregivers,
and relatives, with four major action clusters: Advocacy, Research, Capacity Building/
Education, and Partnership. They collaborate with FEP (Spanish Patients’ Forum],
ECPC (European Cancer Patient Coalition), European Multi-Stakeholder Platform on
Pancreatic Cancer and Pancreatic Cancer Europe, among others.
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Schweizer Selbsthilfeorganisation
Pankreaserkrankungen

Asociacion Cancer de Pancreas (ACANPAN)

http://asociacioncancerdepancreas.org
https://www.facebook.com/asociacioncancerdepancreas/
Cristina Sandin

info@asociacioncancerdepancreas.org

Increasing life expectancy of people with pancreatic cancer in Spain.

Pancreatic Cancer Network South Africa
http://www.pancreaticcancersa.co.za/

Carla Bailey, Founder

pancansa@gmail.com

The mission of Pancreatic Cancer Network South Africa is to raise awareness about
pancreatic cancer through events, to educate the public on the symptoms, and to
support those affected by

Pancreatic Cancer.

Cancer Association PALEMA

www.palema.org

Carl M. Hamilton, Chairman
carl@hcab.se
+46733-300100

The mission of PALEMA is to prevent, combat and mitigate the effects of cancer of
the pancreas, liver, stomach, and esophagus, and to promote improved quality of life
for the individuals affected.

Schweizer Selbsthilfeorganisation Pankreaserkrankungen
(SSP)

www.pancreas-help.ch
Daniela M. Meier, Vice-President and Partner Management
dmm@pancreas-help.ch

Schweizer Selbsthilfeorganisation Pankreaserkrankungen (SSP) is an independent
patient empowerment association enabling people affected by a pancreatic disease
to be informed about suitable therapies and to find specialized health professionals
and centers in this field. In addition, the SSP initiates and promotes local self-help
groups where concerned people support each other, sharing their knowledge and
experience and thus strengthening their autonomy as well as their competence. SSP
is a volunteer organisation with financial support from sponsors, foundations

and NPOs.
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pancreatic cancer
research fund

The Elizabeth Coteman Fund

www.ecfund.org

Gerald Coteman

Emma Lane

info@ecfund.org

+ 441223 782171

The Elizabeth Coteman Fund is dedicated to increasing the survival rates of
pancreatic cancer victims and to improving the quality of life for pancreatic cancer
patients and their families. They befriend, provide advocacy, offer advice, share
personal experiences with and provide grants to patients, their families and
caregivers for daily living expenses, financial hardship, and treatment travel. They
also provide travel expenses for patients attending clinical trials.

The Operation Henry Trust
www.operationhenry.org

Sophie Trinick, Charity/Support Manager
info@operationhenry.org

+44 (0) 1752 892191

The Operation Henry Trust, founded in 2001, helps individuals across the UK who
have been diagnosed with pancreatic cancer by providing support services to them
and to their families. While the help they provide is different for each individual,

it is generally focused on four main areas - transport, financial assistance, home
maintenance, and respite breaks. Services are free of charge and are designed to
reduce stress, trauma, financial anxieties, and other needs that might arise during
this difficult time.

Pancreatic Cancer Action
www.pancreaticcanceraction.org

Ali Stunt, Founder and Chief Executive

Natasha North, Communications and Marketing Manager
Comms@panact.org

0303 040 1770

Pancreatic Cancer Action exists to save lives by finding the means to optimise early
diagnosis of pancreatic cancer, campaigning for more financial support and better
treatment, and improving the quality of life for those affected by pancreatic cancer.
Their work includes funding research for early diagnosis, raising awareness of pan-
creatic cancer, educating the medical community, and providing information for pan-
creatic cancer patients in the form of booklets, posters, leaflets and phone support.

Pancreatic Cancer Research Fund
http://www.pcrf.org.uk

Maggie Blanks

maggieblanks@pcrf.org.uk

0208360 1119

Pancreatic Cancer Research Fund is the only national charity dedicated solely to
beating pancreatic cancer through research. With a 3% survival rate, more research
is vital. In the past, this cancer received little attention. With your help, we're funding
world-class research so that more people beat pancreatic cancer.



Pancreatic Cancer Scotland
www.pancanscot.org

Lorraine Stirling

Ross Carter

admin@pancanscot.org

¢
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Pancreatic Cancer Scotland aims to improve the standard of healthcare delivery
to patients with pancreatic cancer across Scotland, through increasing awareness
by funding advertising campaigns and producing printed materials, educating the
medical community by holding training courses for general practitioners, raising
funds for research, and adopting evidence-based best practice and care.

Pancreatic Pancreatic Cancer UK
Cancer ‘A"E’Z)‘:V-lzpoarfé%esgccancer.org.uk

enquiries@pancreaticcancer.org.uk
K 020 3535 7090

The mission of Pancreatic Cancer UK is to support those affected by pancreatic
cancer, to invest in research, to lobby for greater recognition of the disease, and to
be there for everyone involved in the fight. For too long this disease has been side-
lined. Pancreatic Cancer UK wants to make sure that everyone affected by pancreatic
cancer gets the support and information they need.

UNITED STATES
AFFPC Alliance of Families Fighting Pancreatic Cancer
0 www.affpc.org
gé’;gggfepg{mjﬂgia@?}“ Theresa Dukovich, Board Member
theresa@affpc.org, 800.704.9080, Ext. 101
Kendra Haywood, Board President and Director of Fundraising
kendra@affpc.org, 917.584.8595

The mission of the Alliance of Families Fighting Pancreatic Cancer (AFFPC) is to take
a united and pivotal role in changing pancreatic cancer treatment by empowering
patients with personalized options for better survival and quality of life.

Bella Lisa Pancreatic Cancer Foundation
http://www.bellalisapcf.org/

Nicole Smith

bellalisapancan@gmail.com

Our main goal is to provide wings of support for patients diagnosed with pancreatic
cancer by offering assistance to families/caregivers in dealing with this devastating
disease. Often patients and their families/caregivers are left on their own to deal
with the treatment protocols. We hope to provide a local network to assist with
nutritional information, emotional support, and to provide someone to talk to that
has been through this process from the beginning. We intend to do this through local
fundraising events.
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Declare HOPE

wedeclarehope.org
Jacie Scott
jacie@wedeclarehope.com

In the battle against pancreatic cancer, we are a helping hand. Declare HOPE's
mission is to raise money for the advancement of pancreatic cancer research and
help fund resources that cater to patients and their families. Activities organization
offers: Awareness, Research, Financial Support, Fundraising Events

Florida Pancreas Cancer Coalition, Inc.
www.flpcc.org

Anna Murphy, President

ann@flpcc.org

904.422.5118

The mission of Florida Pancreas Cancer Coalition is to invest in world class
pancreatic cancer research, and to provide support to Florida programs and
initiatives. The Coalition also works closely with oncologists and surgeons at Florida's
premier cancer centers.

Griffith Family Foundation
www.griffithfamilyfoundation.org
Cathy Griffith
cathy@griffithfamilyfoundation.org
814.937.1082

The mission of the Griffith Family Foundation (GFF] is to find a cure for pancreatic
cancer, offer hope to those in need, connect patients, families and communities, fund
research, and raise awareness of the necessity for a new direction for innovative
research and treatment plans. It provides support for pancreatic cancer research at
Beth Israel Deaconess Medical Center/Harvard Medical School. The Foundation was
founded in memory of Greg Griffith by his wife, Cathy, and their two sons, Jordan and
Jamie. The GFF Sideline Cancer Campaign which hosts numerous events for high
school students was inspired by Jack Andraka, a 2012 Intel Science and Engineer
Fair winner.

Hirshberg Foundation for Pancreatic Cancer Research
www.pancreatic.org

Agi Hirshberg, Founder

ahirshberg@pancreatic.org

310.473.5121

Founded in 1997, Hirshberg Foundation was the first national, nonprofit organization
in the United States dedicated to advancing pancreatic cancer research, providing
financial aid, information resources and support to pancreatic cancer patients and
their families. Their mission is to find a cure for pancreatic cancer; create a premier
Pancreatic Cancer Center to meet all needs of pc patients with the most advanced
treatment options; serve as a reference source for patients and their families; fund
projects and programs designed to improve patient care, treatment and survival
rates; and to unite generations through physical fitness participation, while creating
public awareness.



Joseph C. Monastra Foundation
for Pancreatic Cancer Research

JOIN THE FIGHT

KENNER FAMILY

Advancing early detection of pancreatic cancer
to improve survival

J’s Run Organization
www.JsRun.org

Ann Miller, Laura Beaupre, Co-Presidents
Ann@jsrun.org, Laura@jsrun.org

The mission of J's Run, founded in 2009, is to raise funds for research and early
detection, and to support patients and their families who are affected by pancreatic
cancer in Lehigh Valley, Pennsylvania. They worked with the region’s Cancer Support
Community to create their first Pancreatic Cancer Support Group and are funding an
early detection research study at Lehigh Valley Health Network.

The Joseph C. Monastra Foundation for
Pancreatic Cancer Research

www.jcmfoundation.org
Grace Saunders, President

gracemsaunders@yahoo.com
216.534.0842

The mission of The Joseph C. Monastra Foundation (JCM] is to engage in charitable,
educational and scientific efforts, including funding research, scientific endeavors
and other activities directed at the eradication of cancer, specifically

pancreatic cancer.

Kelly’s Heroes
http://www.kellysheroes.ngo
Kerry Kelly
kmckean@njha.com

Kelly's Heroes is a 501(c)(3) inspired by the life, love and laughter of Steve Kelly,
whose battle with pancreatic cancer was marked by grit, grace and, always, hope. Its
mission is to honor Steve’s spirit by celebrating life, supporting cancer research and
“waging hope” against pancreatic cancer.

Kenner Family Research Fund
www.kennerfamilyresearchfund.org
Barbara Kenner, PhD, Founder

drbkenner@kennerfamilyresearchfund.org
212.585.3697

Kenner Family Research Fund (KFRF) supports innovative inquiry in early detection
of pancreatic cancer by facilitating collaboration, encouraging idea generation, and
promoting pioneering research. KFRF efforts focus on outcomes that will positively
impact the time of diagnosis, length of survival, and quality of life for individuals
diagnosed with pancreatic cancer.



Let’s Win!

www.letswinpc.org

info@letswinpc.org
D Anne Glauber, Founder
' anne@letswinpc.org
Let?swin! Cindy Price Gavin, Executive Director

e — cindy@letswinpc.org
Let’s Win is the first platform that enables patients and their families to share
information with each other about their science driven pancreatic cancer treatments
that go beyond the traditional standard of care. It will also be a platform that enables
scientists and patients to connect with each other, which will advance clinical trials
and current research with the urgency it deserves. Every Minute Matters - Let's

Win Together.

Lustgarten Foundation

T —— www.lustgarten.org

| | Kerri Kaplan, Executive Director and Chief Operating Officer
kkaplan@cablevision.com

516.803.2304; Toll-free 1.866.789.1000

The Lustgarten Foundation is America’s largest private foundation dedicated to
funding and advancing scientific and medical research related to the diagnosis,
treatment, prevention, and cure of pancreatic cancer. Since its inception in 1998, the
Foundation has contributed millions of dollars to more than 200 research projects
at medical and research centers worldwide. One hundred percent of every dollar
donated to The Lustgarten Foundation goes directly to pancreatic cancer research.

0 . The National Pancreas Foundation
/‘ Naiional Pancreas www.pancreasfoundation.org
- Foundation Matthew Alsante, Executive Director

malsante@pancreasfoundation.org
866.726.2737

The National Pancreas Foundation (NPF] provides hope for those suffering from
pancreatitis and pancreatic cancer through funding cutting edge research, advocating
for new and better therapies, and providing support and education for patients,
caregivers, and health care professionals. NPF hosts events and workshops.

WD Sip, National Pancreatic Cancer Foundation
3 _\ U www.npcf.us
Rhonda Hatfield
, oL Rhonda@npcf.us
Gheartoindston 800.859.6723, Ext 3

The mission of the National Pancreatic Cancer Foundation is to provide unwavering
support to those afflicted and affected by pancreatic cancer through four core
programs: Direct Financial Assistance, Early Detection Research, Patient Advocacy,
and Educational Awareness.



SR Neuroendocrine Cancer Awareness Network (NCAN)
www.netcancerawareness.org

Bob Wahmann, Executive Director

bob@netcancerawareness.org

516.781.7814

NCAN was formerly the Carcinoid Cancer Awareness Network Inc. (CCAN)
866.850.9555

Neuroendocrine Cancer
Awareness Network

www.netcancerawareness.org » 866-850-9555

NCAN’s mission is to heighten the awareness of neuroendocrine cancer by hosting
conferences, charitable events, local meetings, direct mail, and access to a toll free
support line. NCAN is committed to providing financial assistance, information and
merchandise to other charitable groups in support of their efforts to improve the
quality of life for neuroendocrine pancreatic cancer patients and their families. They
actively pursue funding to support their initiatives by hosting fundraising events and
seek contributions from private and institutional donations.

PANCREATIC Pancreatic Cancer Action Network

www.pancan.org

CANCER Julie Fleshman, JD, MBA; President & CEO
info@pancan.org

Toll Free: 877.272.6226 or 310.725.0025

ACTION
NETWORK

The Pancreatic Cancer Action Network is a nationwide network of people creating
hope through research, patient support, community outreach and advocacy. Our
vision is to double pancreatic cancer survival by 2020. Progress is being made
through a comprehensive approach: Our strategic research program includes
funding research grants, and our relentless advocacy efforts resulted in the

passage of the Recalcitrant Cancer Research Act - landmark legislation to support
pancreatic cancer research. PurpleStride and PurpleLight national events and
grassroots volunteer efforts increase awareness and education about the disease.
We also provide cutting-edge patient services like the Know Your TumorSM precision
medicine initiative; access to Clinical Trial Finder, the largest pancreatic cancer
clinical trial database in the U.S.; and the Patient Registry, an active database of
patient information to help advance research and improve patient care. Patient
Central is our call center providing personalized disease information and resources,
all free of charge. Patients, caregivers and healthcare professionals have called upon
our organization more than 100,000 times for disease information, treatment options

and hope.
4 Pancreatic Cancer Alliance
l www.pancreaticalliance.org
PAN(RFATICCA:ICERALIJANCE info@PancreaticAlliance.org
Rtk At 508.873.3600

The mission of the Pancreatic Cancer Alliance is to support pancreatic cancer
research and care at the University of Massachusetts Medical School and UMass
Memorial Cancer Center in Worcester; and to support patients and their loved ones
in the battle against

pancreatic cancer.
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Project Purple
www.projectpurple.org

Dino Verrelli, Founder & CEO
dino@projectpurple.org

The mission of Project Purple is to raise awareness and funding for a cure of
pancreatic cancer by bringing people together through various running events,
including the New York, Boston, and Chicago Marathons. The goal is to help find a
cure, as well as to improve the quality of life for those currently suffering from the
negative effects of the disease.

The Purple Iris Foundation
www.purpleirisfoundation.com
Christina Parrish
cparrish@purpleirisfoundation.com
Barb Novelli

barb.novelli@gmail.com

609.226.1450 cell

207.974.6405 cell

207.989.1100 business line

The Purple Iris Foundation is an outreach program designed to raise awareness

and bring hope and love to people around the country, whose lives are impacted by
pancreatic cancer. In 3 1/2 short years, the Foundation has successfully initiated

the following projects: an annual Plant Hope Project to raise awareness by planting
purple flowers across the country and internationally; an annual Pound the Pavement
for Pancreatic Cancer Awareness 5K color fun run/walk; a Light the Night Purple for
Pancreatic Cancer Awareness campaign, and #projektprpl which provides a show-
quality car, in a purple motif, that travels around the country. In addition they have
instituted a monthly Cancer Support Group that is open to anyone affected by any
type of cancer.

Rolfe Pancreatic Cancer Foundation
www.rolfefoundation.org

Lynda Robbins, Executive Director
Robbins5000@aol.com

info@rolfefoundation.org

312.726.7766

The mission of Rolfe Pancreatic Cancer Foundation is to serve as a catalyst for
the early diagnosis and ultimate cure of pancreatic cancer, to provide support and
resources for patients and their loved ones, and to advance the development of early

detection by supporting research.



Ron Foley Foundation

Sky

Raising awareness and funding research for the carly detection of pancreas cancer
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NOW

Fight Pancreatic Cancer

Ron Foley Pancreatic Cancer Foundation
WWW.ronsrun.org

Barbara Foley, Founder, President, and Board Member
barbara@ronsrun.org

860.521.0500

Jennifer Loughran, Executive Vice President and Board Member
jenniferloughran@att.net

860.521.0500

The mission of the Ron Foley Foundation is to raise funds for medical research for
more effective treatment of pancreatic cancer, promote public awareness of the pain,
suffering, and loss caused by pancreatic cancer so that early detection will become

a widely-shared priority, and provide direct financial aid to those suffering from
pancreatic cancer and their families.

Sky Foundation, Inc.
www.skyfoundationinc.org
Sheila Sky Kasselman
info@skyfoundationinc.org
248.385.5143

Sky Foundation is dedicated to raising funds to advance research and increase
awareness for the early detection and treatment of pancreatic cancer. The foundation
supports researchers at the University of Michigan, Wayne State University/
Karmanos Cancer Institute, University of Washington, and MD Anderson. Sky

has provided more than $1,000,000 in seed grants which supplement funding for
scientists working on innovative approaches in prevention and early detection.

Sky Foundation was started in 2008 by Sheila Sky Kasselman, a pancreatic cancer
survivor. The Foundation continues to raise funds and build community with the goal
of bringing hope to pancreatic cancer patients and their families.

Suzanne Wright Foundation Initiative CodePurple
www.codepurplenow.org

Jackie Orsher, Communications Director
jackie.orsher@suzannewrightfoundation.org

Initiative CodePurple is an awareness and advocacy campaign dedicated to driving
urgency and action in the fight against pancreatic cancer. With the highest mortality
rate of all major cancers, pancreatic cancer is an emergency. It must be a national
priority, and we demand a new approach to federal pancreatic cancer research.

We propose a pancreatic cancer pilot program, with federal research assets, that
leverages the tools and resources of the private sector to fast-track the development
of an early detection test and curative treatments. Medical advances have saved
millions of lives and new technologies have contributed to a dramatic improvement
in survival rates for breast, colon and prostate cancers. In all this time, pancreatic
cancer patients have been left behind. CodePurple aims to grow the influence,
resources and public support for the broader pancreatic cancer community.

Whipple Warriors
www.whipplewarriors.com
Ronda Ayala, CEO and Founder
whipplewarriors@hotmail.com
331.256.7807

The mission of Whipple Warriors is to support, educate, and bring awareness to

the needs of the Whipple patients regardless of the reason for their surgery. The
Neuroendocrine Cancer Awareness Network and Pancreatic Cancer Action Network
(PANCAN]) offer their patients the opportunity to become Whipple Warrior members
on their web sites.
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Wings of Hope for Pancreatic Cancer Research
www.wingsofhopepcr.org

Maureen A. Shul

Mashul1010@aol.com

720.733.0491, 303.378.8868

The mission of Wings of Hope is to raise awareness and fund pancreatic cancer
research at the University of Colorado Cancer Center. Wings of Hope was founded
in 2012 by Maureen Shul, after losing her brother and mother within months of
one another to pancreatic cancer. One year later, the University of Colorado Cancer
Center and the Foundation established a formal partnership to collaborate their
efforts. In 2015, Wings of Hope created the first endowment for pancreatic cancer
research at the University of Colorado Cancer Center.

The Woiner Foundation
www.woinerfoundation.org
Jessica W. Fera, Executive Director

jessica@woinerfoundation.org
844.321.7433

The mission of The Woiner Foundation is to fight melanoma and pancreatic cancer by
increasing awareness; supporting patients, survivors and families; and fundraising
for research. The Foundation was founded in 2013 by Jessica Woiner Fera in memory
of her father, Tim Woiner, who died from melanoma in 2010; in honor of her mother,
Rita, who died of pancreatic cancer in 2014; and in honor of her husband, Ric, a two-
time melanoma survivor Funds are equally divided to provide support for melanoma
and pancreatic cancer.

Zetz Family Pancreatic Cancer Research Foundation
www.zetzfamilyresearchfund.org
Grace V. Zetz, RN, President, CEO, and Founder

admin@zetzfamilyresearchfund.org
510.244.9619

The sole purpose of the Zetz Family Research Foundation is to seek out and provide
funding for the most promising and cutting edge studies and projects working toward
understanding and finding a cure for pancreatic cancer.





