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Supplementary File 1. SONG-Tx Workshop Investigators 

Name Organisation Country 

Braden Manns University of Calgary Canada 

Brenda Hemmelgarn University of Calgary Canada 

David Wheeler University College London United Kingdom 

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 

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 

Barbara Murphy Mount Sinai Hospital United States 

Beatriz Dominguez-Gil Organización Nacional de Trasplantes Spain 

Benita Padilla National Kidney and Transplant Institute Philippines 

Bertram Kasiske Hennepin County Medical Center United States 

Chris Watson University of Cambridge United Kingdom 

Christophe Legendre Paris Descartes University France 

Curie Ahn Seoul National University Hospital South Korea 

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 

Elmi Muller Groote Schuur Hospital South Africa 

Fabian Halleck Charité – Universitätsmedizin Germany 

Frank Dor Imperial College London United Kingdom 

Fritz Diekmann Hospital Clinic Barcelona Spain 

Gabriel Danovitch University of California Los Angeles United States 

Greg Knoll Ottawa Hospital Canada 

Hai An Ha Phan Viet Duc University Hospital Vietnam 

Hallvard Holdaas Oslo University Hospital Norway 

Hatem Amer Mayo Clinic United States 

Helen Pilmore Auckland Hospital New Zealand 

Henning Sondergaard Nyreforeningen Denmark 

Huong Tran Cho Ray Hospital Vietnam 

Ina Jochmans University Hospitals Leuven, KU Leuven Belgium 

Jayme Locke University of Alabama at Birmingham United States 

Jennifer Trofe-Clark University of Pennsylvania United States 



John Devin Peipert University of California Los Angeles United States 

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 

Jongwon Ha Seoul National University South Korea 

Kai Ming Chow The Chinese University of Hong Kong Hong Kong 

Kevin Fowler  Life Sciences Health Care Consulting United States 

Kjersti Lønning Oslo University Hospital Norway 

Klemens Meyer Tufts Medical Center United States 

Krista L Lentine Saint Louis University United States 

Lalitha Raghuram Mohan Foundation India 

Madeleine Didsbury The University of Sydney Australia 

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

Mark Stegall Mayo Clinic United States 

Mary Amanda Dew University of Pittsburgh United States 

Michael Germain Baystate Health United States 

Mirjam Tielen Erasmus MC University Hospital Netherlands 

Nancy Ascher University of California San Francisco United States 

Nancy Bridges National Institutes of Health United States 

Nick Cross Christchurch Hospital New Zealand 

Paul Harden Oxford University United Kingdom 

Penelope Allen The University of Sydney Australia 

Peter Friend Oxford University United Kingdom 

Peter Stock University of California San Francisco United States 

Peter William Nickerson University of Manitoba Canada 

Phil Clayton Royal Adelaide Hospital Australia 

Phil Masson The University of Edinburgh United Kingdom 

Philip O'Connell Westmead Hospital Australia 

Rainer Oberbauer University of Vienna Austria 

Randall Morris Stanford University United States 

Richard Allen The University of Sydney Australia 

Robert Gaston University of Alabama United States 

Robert Steiner University of California San Diego United States 

Romina Danguilan National Kidney and Transplant Institute Philippines 

Ron Shapiro 

Mount Sinai Hospital – Recanati Miller 

Transplantation Institute 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 

Sheila Jowsey-Gregoire Mayo Clinic United States 

Shigeru Satoh Akita University Japan 

Shilpa Jesudason Royal Adelaide Hosptal Australia 

Simon Knight Oxford University  United Kingdom 



Stephen McDonald Royal Adelaide Hospital Australia 

Steve I Alexander The Children’s Hospital at Westmead Australia 

Steve Chadban Royal Prince Alfred Hospital Australia 

Tahir Aziz Sindh Institute of Urology and Transplantation Pakistan 

Tasleem Rajan University of Calgary Canada 

Teck Chuan Voo National University of Singapore Singapore 

Terence Kee Singapore General Hospital Singapore 

Thu Du Thi Ngoc Cho Ray Hospital Vietnam 

Vasant Sumethkul Ramathibodi Hospital Thailand 

Vathsala Anantharaman National University Hospital Singapore Singapore 

Vivekanand Jha George Institute for Global Health India 

Willem Weimer Erasmus MC University Hospital The Netherlands 

Beatrice Oakley Not applicable* United States 

Christine Murphy Not applicable* United States 

Dana Basken Not applicable* United States 

David Shakespeare Not applicable* United States 

Gerry Chipman Not applicable* United States 

Heidi Basken Not applicable* United States 

Jamie Wells Not applicable* United States 

Joseph Kacoyannakis   Not applicable* United States 

Linda Rosenbloom Not applicable* United States 

Lorelei Basken Not applicable* United States  

Michael Murphy Not applicable* United States 

Robert Bulger Not applicable* United States 

Rosemary Kacoyannakis Not applicable* United States 

Stephen Fader Not applicable* United States 

Brian Chi Yuen Tse Not applicable* Hong Kong 

Chi Yan Yuen Not applicable* Hong Kong 

Choi Fong Hau Not applicable* Hong Kong 

Deneb Cheung Not applicable* Hong Kong 

Janet Hui Not applicable* Hong Kong 

Jif Wong Not applicable* Hong Kong 

Joen Hui Not applicable* Hong Kong 

Lin Ping Not applicable* Hong Kong 

Marina Ng Not applicable* Hong Kong 

Nga Lun Mok Not applicable* Hong Kong 

NB. Only investigators who gave permission to be named are listed; *Patient or caregiver  



Supplementary File 2. Facilitator question guide and prompts for break out discussions 

 

Opening and introduction 

For the next 40 minutes, we would like to hear your feedback on the results of SONG-Tx, and to 

discuss strategies and action plans for establishing and implementing core outcomes. 

We’ll quickly go around the group and in 30 seconds, please say your name and in 1 sentence, your 

interest in kidney transplant recipient outcomes – who would like to go first?  

 

Feedback on results 

 What are your initial thoughts and reflections on the core outcomes identified in SONG-Tx? 

(graft loss, graft function, acute graft rejection, chronic graft rejection, cardiovascular disease, 

infection, cancer) 

 Are there any outcomes that you would like to discuss or clarify on? 

 What do you think needs to be considered in establishing the core outcome set for research 

(trials) in kidney transplantation? 

 The top 8 outcomes are clearly separated from the rest. Is it feasible/appropriate to include 8 

outcome domains in a core set? 

 4 outcomes are graft-related. Should they be combined? (pragmatic implications for trials vs. 

variations of same outcome and may inadvertently push other “important” outcomes lower) 

Death, cancer, infection, CVD are also in the top 8. 

 Should we include a quality of life outcome domain? Or is this implicit in graft-related 

outcomes? 

 Are there tools or measures that have been developed or need to be developed for these 

outcomes? 

 

Implementation 



 How can these core outcomes be shared, disseminated or publicised for use in kidney 

transplantation trials and other forms of research? (healthcare providers, patients/patient groups, 

researchers, policy makers and funders, industry) 

 How do we encourage triallists and stakeholders in kidney transplantation trials to potentially 

switch from what they usually do to using these core outcomes? 

 What would successful implementation of core outcomes look like? How could it be measured? 

 Do you have other comments? (risks, opportunities, useful networks, experts) 

 

 

  



Supplementary File 3. Groups that contributed to each theme 

Themes Groups which contributed to the theme 

(ID) 

Reinforcing the paramount importance of graft outcomes  

Prevailing dread of dialysis 1, 2, 3, 4, 5, 6, 7, 8, 9, 10, 11 

Distilling the meaning of graft function 2, 4, 5, 6, 8, 9 

Terrifying and ambiguous terminology of rejection 1, 2, 4, 5, 6, 7, 8, 9, 11 

Reflecting critical trade-offs 1, 2, 4, 7, 8, 10, 11 

Contextualizing mortality  

Inevitability of death 1, 8, 11 

Preventing premature death 1, 10, 11 

Ensuring safety and quality 1, 8, 11 

Imperative to capture patient-reported outcomes  

Making patient priorities explicit 2, 4, 5, 6, 8, 9 

External mandates 4, 5, 7, 8, 10 

Life participation 1, 2, 3, 4, 5, 6, 7, 8, 9, 10, 11 

Specificity to transplantation 1, 4, 5, 6, 8, 10, 11 

Feasibility and pragmatism  

Achievability of long-term impacts 2, 5, 6, 7, 8, 9, 10 

Responsiveness to interventions 2, 4, 5, 6, 7,   

Recognizing gradients of severity 6, 7, 11 

 


