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Time: 12:30 pm — 2:30 pm
Date: Monday 13" June 2016
Location: The Fenway Room, Hilton Boston Back Bay, 40 Dalton St, Boston, MA 021135, United States
Hotel no: 617 236 1100
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Contacts

* Allison Tong +61414276883

allison.tong@sydney.edu.au

* Nicole Evangelidis

Nicole.evangelidis@sydney.edu.au




Overview

The international SONG-Tx Initiative aims to establish core outcomes for research (clinical trials) in kidney
transplantation based on the shared priorities of patients, caregivers, clinicians, researchers, policy makers,
and industry. This will help to ensure that research measures and reports outcomes that are meaningful and
relevant to kidney transplant recipients, their family, and clinicians involved in their care.

Obijectives

The objectives of the SONG-Tx workshop are to:

*  Provide an overview of the SONG-Tx process and results

*  Review and discuss the potential core outcomes set for trials and other forms of research in kidney
transplantation

* Develop and discuss implementation strategies and action plans

Participants

This workshop brings together key stakeholders who have knowledge, experience or interest in kidney
transplantation outcomes for trials and other types of research. Participants will include patients who have
knowledge or experience with kidney transplant and their family members, patient representatives;
clinicians (nephrologists, surgeons, other physicians, nurses, allied health professionals); policy makers,
regulators, funders; researchers and industry.

Program

12:30 - 12:45 Registration and lunch

12:45 - 1:00 Welcome and introduction to the SONG-Tx Initiative
Jeremy Chapman

1:00 - 1:15 Overview of the SONG-Tx process and results

Allison Tong

1:15-1:50 Break out discussion groups
Main facilitator: John Gill
* Review and discuss SONG-Tx results
* Develop implementation strategies and action plans

1:50 — 2:20 Plenary discussion with feedback from break out groups
John Gill
2:20 - 2:30 Closing remarks

Jeremy Chapman




Participants and contributors

The participants include patients, caregivers/family members, healthcare providers, researchers, and policy

makers. NB. *Indicates attendance at the workshop

Contributors who are unable to attend the workshop will have the opportunity to provide feedback on the pre-

workshop materials and on the final report/publication.

Name Organisation Country
SONG Executive Committee
Jonathan Craig The University of Sydney Australia
Braden Manns University of Calgary Canada
Brenda Hemmelgarn University of Calgary Canada

David Wheeler

University College London

United Kingdom

John Gill

University of British Columbia

Canada

Peter Tugwell

University of Ottawa

Canada

Sally Crowe

Crowe Associates Ltd

United Kingdom

Tess Harris PKD International United Kingdom
Wim van Biesen University of Ghent Belgium
Wolfgang Winkelmayer Baylor College of Medicine United States

*  Allison Tong The University of Sydney Australia

* Nicole Evangelidis The University of Sydney Australia

SONG-Tx Steering Group

*  Jeremy Chapman Westmead Hospital Australia

Anthony Warrens

Queen Mary University of London

United Kingdom

David Rosenbloom

ESRD Network 18

United States

*  Germaine Wong The University of Sydney Australia
*  John Gill University of British Columbia Canada
* Klemens Budde Charité — Universitdtsmedizin Germany
*  Lionel Rostaing Toulouse University Hospital France

Lorna Marson

The University of Edinburgh

United Kingdom

Michelle Josephson

The University of Chicago

United States

Peter Reese

University of Pennsylvania

United States

Tim Pruett

University of Minnesota

United States

SONG-Tx Participants and contributors (Health professionals)

*

Ajay Israni

University of Minnesota

United States

Alan Jardine

University of Glasgow

United Kingdom

Alan Leichtman

Arbor Research Collaborative for Health

United States

Allan Massie

Johns Hopkins University

United States

Allyson Hart

University of Minnesota

United States

Amy Waterman

University of California Los Angeles

United States

*  Angelique Ralph The University of Sydney Australia
Barbara Murphy Mount Sinai Hospital United States

* Benedicte Sautenet The University of Sydney Australia

*  Bert Kasiske Hennepin County Medical Center United States

*  Camilla Hanson The University of Sydney Australia

* Caren Rose University of British Columbia Canada

Chris Watson

University of Cambridge

United Kingdom

Christophe Legendre

Paris Descartes University

France

Daniel Weiner

Tufts Medical Center

United States

Devin Peipert

University of California Los Angeles

United States

Dirk Kuypers

University Hospitals Leuven

Belgium

Donal O'Donoghue

Salford Royal NHS Foundation Trust

United Kingdom

Dorry Segev

Johns Hopkins University

United States




Elena Bavlovlenkov

Centers for Medicare & Medicaid Services

United States

*  Fritz Diekmann Hospital Clinic Barcelona Spain

*  Gabriel Danovitch University of California Los Angeles United States

*  Greg Knoll Ottawa Hospital Canada

* Hallvard Holdaas Oslo University Hospital Norway

* Ina Jochmans KU Leuven Belgium

* Jayme Locke Univesrity of Alabama United States

*  Jennifer Trofe-Clark University of Pennsylvania United States

* Jenny Shen University of California Los Angeles United States

*  Jessica Ryan Monash Medical Centre Australia
John Forsythe The University of Edinburgh United Kingdom

*  John Kanellis Monash Medical Centre Australia

*  John Scandling Stanford University United States
Jonah Odim National Institutes of Health United States
Kevin Fowler Life Sciences Health Care Consulting United States

*  Kjersti Lonning Oslo University Hospital Norway

*  Klemens Meyer Tufts Medical Center United States

*  Krista Lentine Saint Louis University United States

*  Ling-Xin Chen University of Chicago United States

*  Marc Cavaillé-Coll US Food and Drug Administration United States

*  Mark Stegall Mayo Clinic United States
Martin Howell The University of Sydney Australia
Mary Amanda Dew University of Pittsburgh United States

*  Michael Germain Baystate Health United States
Nancy Bridges National Institutes of Health United States
Nick Cross Christchurch Hospital New Zealand

*  Peter Friend Oxford University United Kingdom

*  Phil Clayton Royal Adelaide Hospital Australia
Phil Masson The University of Edinburgh United Kingdom

*  Phil O'Connell Westmead Hospital Australia

*  Rainer Oberbauer University of Vienna Austria

*  Randall Morris Stanford University United States

* Renata Albrecht US Food and Drug Administration United States
Robert Gaston University of Alabama United States

* Robert Steiner University of California San Diego United States
Ronald Perrone Tufts Medical Center United States

*  Roslyn Mannon University of Alabama United States

*  Sabina De Geest University of Basel, KU Leuven Switzerland, Belgium
Samuel Fung Princess Margaret Hospital Hong Kong

*  Sheila Jowsey-Gregoire Mayo Clinic United States
Shilpa Jesudason Royal Adelaide Hosptal Australia

*  Siah Kim The Children’s Hospital at Westmead Australia
Simon Knight Oxford University United Kingdom

* Sobhana Thangaraju Singapore General Hospital Singapore
Stephen McDonald Royal Adelaide Hospital Australia

*  Steve Alexander The Children’s Hospital at Westmead Australia
Steve Chadban Royal Prince Alfred Hospital Australia
Tasleem Rajan University of Calgary Canada
Terence Kee Singapore General Hospital Singapore
Vivekanand Jha University of Oxford India

SONG-Tx Participants and contributors (patients/family members, caregivers)

*  Beatrice Oakley Tufts Medical Center United States
*  Christine Murphy Tufts Medical Center United States
*

Dana Basken

Tufts Medical Center

United States




David Shakespeare

Tufts Medical Center

United States

Gerry Chipman

Tufts Medical Center

United States

Heidi Basken

Tufts Medical Center

United States

James Varnum

Tufts Medical Center

United States

Jamie Wells

Tufts Medical Center

United States

John Mazzullo

Tufts Medical Center

United States

Joseph Kacoyannakis

Tufts Medical Center

United States

Linda Rosenbloom

University of Southern California

United States

Lorelei Basken

Tufts Medical Center

United States

Michael Murphy

Tufts Medical Center

United States

Robert Bulger

Tufts Medical Center

United States

Rosemary Kacoyannakis

Tufts Medical Center

United States

Stephen Fader

Tufts Medical Center

United States




