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SDC, Materials and Methods 1 

SONG-Tx Life Participation Workshop Investigators 

Name Primary affiliation Country 

SONG Executive 

Committee 
  

Jonathan Craig (Chair) The University of Sydney Australia 

Allison Tong The University of Sydney Australia 

Angela Wang The University of Hong Kong Hong Kong 

Brenda Hemmelgarn University of Calgary Canada 

Braden Manns University of Calgary Canada 

David Wheeler University College London UK 

John Gill University of British Columbia Canada 

Peter Tugwell University of Ottawa Canada 

Roberto Pecoits-Filho Pontifícia Universidade Católica do Paraná Brazil 

Sally Crowe Crowe Associates Ltd UK 

Tess Harris PKD International UK 

Wim Van Biesen University of Ghent Belgium 

Wolfgang Winkelmayer Baylor College of Medicine US 

SONG-Tx Steering Group   

Jeremy Chapman (Chair) 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 – Universitätsmedizin 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 Life Participation Expert Working Group 

Michelle Josephson (Chair) University of Chicago  United States 

Curie Ahn  Seoul National University  South Korea  

Fabienne Dobbels KU Leuven Belgium 

Fergus Caskey University of Bristol United Kingdom 

Jane Tan Stanford University  United States 

Jayme Locke University of Alabama at Birmingham United States  

Kevin Fowler  Kidney Health Initiative  United States  

Quinetta Taylor SONG patient partner United States 

Sheila Jowsey-Gregoire Mayo Clinic United States 

Vivekanand Jha George Institute for Global Health India  

Zeeshan Butt Northwestern University United States  

SONG Coordinating Committee 

Amelie Bernier-Jean The University of Sydney  Australia  

Amy Kelly The University of Sydney Australia 

Andrea Viecelli University of Queensland Australia 

Ankit Sharma The University of Sydney Australia 
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Angela Ju The University of Sydney Australia 

Armando Teixeira-Pinto The University of Sydney Australia 

Ayano Kelly  Australian National University  Australia  

Benedicte Sautenet University of Tours France 

Camilla Hanson The University of Sydney Australia 

Charlotte Logeman The University of Sydney  Australia  

Claudia Rutherford  The University of Sydney  Australia  

Daniel Sumpton The University of Sydney Australia 

Emma O’Lone The University of Sydney Australia 

Jenny Shen  University of California   United States 

Karine Manera The University of Sydney Australia 

Kim Linh Van  The University of Sydney  Australia  

Lorraine Hamiwka University of Calgary Canada 

Martin Howell The University of Sydney Australia 

Nicole Evangelidis The University of Sydney Australia 

Richard McGee The University of Sydney Australia 

Sajeda Youssouf  The Royal London  United Kingdom  

Talia Gutman The University of Sydney Australia 

Yeoungjee Cho University of Queensland Australia 

Sarah Bernays  The University of Sydney  Australia  

Simon Carter The University of Sydney  Australia  

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 

Andrew Malone Washington University United States 

Arthur Matas University of Minnesota United States 

Bert Kasiske Hennepin County Medical Center United States 

Brenna Kane University of Chicago United States 

Bryce Kiberd Dalhousie University  Canada 

Carmel Hawley Princess Alexandra Hospital Australia 

Chris Larsen Emory University United States 

Chris Watson University of Cambridge United Kingdom 

Christophe Legendre Hôspital Necker Paris Descartes University France 

Christoph Wanner Universitätsklinikum Würzburg Germany 

Daniel Brennan Washington University United States 

Daniel Seron University Hospital Vall d'Hebron Spain 

Dirk Kuypers University Hospitals Leuven Belgium 

Dorry Segev Johns Hopkins University United States 

Elena Bavlovlenkov Centers for Medicare & Medicaid Services United States 

Frank Dor Imperial College London United Kingdom 

Fritz Diekmann Hospital Clinic Barcelona Spain 

Gabriel Danovitch University of California Los Angeles United States 

Hai An Ha Phan Viet Duc University Hospital Vietnam 

Hallvard Holdaas Oslo University Hospital Norway 

Hassan Ibrahim University of Minnesota United States 

Ignatius Tang University of Illinois Health United States 
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Ina Jochmans University Hospitals Leuven, KU Leuven Belgium 

John Devin Peipert Northwestern University United States 

John Friedewald Northwestern Medicine United States 

John Kanellis Monash Medical Centre Australia 

John Scandling Stanford University United States 

Jonah Odim National Institutes of Health United States 

Joseph Kim University of Toronto Canada 

Klemens Meyer Tufts Medical Center United States 

Linda Ohler George Washington University Hospital United States 

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

Marc Clancy NHS Greater Glasgow and Clyde United Kingdom 

Michelle Jesse Henry Ford Health System United States 

Paul Harden Oxford University  United Kingdom 

Peggy Bia Yale University United States 

Peter Friend Oxford University United Kingdom 

Philip John O'Connell Westmead Hospital Australia 

Rachel Patzer Emory University United States 

Randall Morris Stanford University United States 

Renata Albrecht United States Food and Drug Administration United States 

Rhiannon Reed University of Alabama at Birmingham United States 

Robert Gaston University of Alabama United States 

Ron Shapiro 

Recanati-Miller Transplantation Institute, Mount Sinai 

Hospital 
United States 

Roslyn Mannon University of Alabama at Birmingham United States 

Rudolf P. Wüthrich University Hospital, Zürich Switzerland 

Sanjay Kulkarni Yale University United States 

Stephen Alexander The Children’s Hospital at Westmead Australia 

Stephen McDonald Royal Adelaide Hospital Australia 

Participants and contributors - Patients/family members/caregivers 

Quinetta Taylor Patient Liaison, University of Chicago United States 

Kevin Fowler Kidney Health Initiative, The Voice of the Patient United States 

Christine Lipuma Not applicable United States 

Robert Mueller Not applicable United States 

Gloria Mueller Not applicable United States 

Toure Peck Not applicable United States 

Egle Juodvalkis Not applicable United States 

Daniel Contreras Not applicable United States 

Patricia Contreras Not applicable United States 

Andrea Koritala Not applicable United States 

Nancy Nolan Not applicable United States 

Stephen Nolan Not applicable United States 

Den Koide Not applicable United States 

Jinny Koide Not applicable United States 

Adam Kozarewicz Not applicable United States 

Richard Kozarewicz Not applicable United States 

Laura Kozarewicz Not applicable United States 

James Zerante Not applicable United States 

Susan Zerante Not applicable United States 
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Gena Zerante Not applicable United States 

Jim Thomas Not applicable United States 

Demetria Harris Not applicable United States 

Elizabeth Lisiecki Not applicable United States 

Larry Noble Not applicable United States 

Lynda Urbanczyk Not applicable United States 

Leilah Sampson Not applicable United States 

Margaret Lyman Not applicable United States 
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SDC, Materials and Methods 2  

Workshop program  

Life participation – proposed core outcome measure 

 

BRIEF OUTLINE OF RATIONALE 

Life participation was identified as a high priority outcome domain by patients/caregivers and 
health professionals through the international SONG-Tx Delphi Survey and consensus workshops. Life 
participation is defined as the ability to participate in key activities of daily living including work, 
study, family, travel, hobbies, recreational and social activities. This outcome also signifies a return to 
“normal” life, and having a sense of purpose. Life participation may be affected by the treatment 
burden including side effects, cognition, and mental health issues. 

For feasibility, it’s only possible to include a simple core outcome measure that asks a maximum of 3 
questions. Based on the previous consensus workshops, we will focus on life participation for this core 
outcome measure and the other relevant outcomes may be a focus of future work. 

 

EXISTING MEASURES 

Based on a preliminary analysis of 271 studies in kidney transplantation, 34 different measures (ie, 
questionnaires) have been used to assess life participation (Appendix B). Examples of questions 
include: 

SF-36 

KDQOL-SF 

EQ5D-5L 

PROPOSED CORE OUTCOME MEASURE 

Severity or Frequency or EQ5D (existing measure) 

During the past week, how 
much were you limited in 
participating in your normal 
activities (eg, work, study, 
housework, and family or 
leisure activities)? 

 

□ Not at all 

□ A little 

□ Somewhat 

□ Quite a bit 

□ Extremely 

 During the past week, how 
often were you limited in 
participating in your normal 
activities (eg, work, study, 
housework, and family or 
leisure activities)? 

 

□ Never 

□ Rarely 

□ About half of the time 

□ Most of the time 

□ All the time 

Usual activities (eg, work, 
study, housework, family, 
or leisure activities)  

 

□ I have no problems 
doing my usual activities 

□ I have slight problems 
doing my usual activities  

□ I have moderate 
problems doing my usual 
activities 

□ I have severe problems 
doing my usual activities   

□ I am unable to do my 
usual activities  

 

 

KEY QUESTIONS FOR WORKSHOP DISCUSSION 

 How well do these proposed measures capture the concept/idea of life participation? 
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 Should we make a distinction between “nonmandatory” (eg, holidays, social activities, sport) and 
“mandatory” tasks (eg, chores, work)? 

 What do you think is an appropriate or feasible recall period – what period of time should 
patients reflect on eg, 1 week, 2 weeks, 3 weeks etc? 

What other things are important to consider when choosing a core outcome measure for life 
participation? 

 
Prompts for Facilitators 

Life participation  

 How well do these proposed measures capture the concept/idea of life participation? 

 Should we make a distinction between “nonmandatory” (eg, holidays, social activities, sport) and 
“mandatory” tasks (eg, chores, work)? 

 What do you think is an appropriate or feasible recall period – what period of time should patients 
reflect on eg, 1 week, 2 weeks, 3 weeks etc? 

 What other things are important to consider when choosing a core outcome measure for life 
participation? 

 


