
 

 

 

 

 

 

     

     



The 12th ICORD Annual Conference 2017 and The 6th 

China Rare Disease Summit 2017 

Introduction 

The 12th ICORD Annual Conference 2017 and The 6th China Rare Disease Summit 2017 will be 

held in Beijing, China, on September 7-10, 2017, which is sponsored by the International 

Conference on Rare Disease and Orphan Drug and the joint organizer (ICORD), Chinese 

Organization for Rare Disorders (CORD) and Peking Union Medical College Hospital. 

 

ICORD is an international society for all individuals actively involved in rare diseases and/or 

orphan drugs. The China Rare Disease Summit was initiated in 2012 which has been the most 

comprehensive and the largest event in China Rare Disease area. It will be the first time for the 

ICORD annual conference together with China Rare Disease Summit held in China, with the 

theme of Rare Diseases, Golobal Challenges and China’s Role. This conference will provide an 

important platform for information exchange and communication for rare diseases around the 

world with the aim to facilitate communication and collaboration via knowledge sharing and 

fosters innovation for rare disease research  in China and development as well as improvement 

of the level of health and well-being worldwide.  
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              Conference Agenda 

Date Time         Content 

Day 1 

2017.9.7 

Thursday 

8:00-12:00 

Registry(all day) 

 

12:00-13:30  

13:30-17:30 WORKSHOPS,CLOSED MEETING,TRAINING,ICORD COUNCIL 

 

Day 2 

2017.9.8 

Friday 

  

  

  

  

8:30-12:00 

Opening Ceremony 

TWO Keynote speakers(15MIN PER) 

Dr. Manuel Posada, Chair, International Collaboration on Rare Diseases and Orphan 

Drugs (10 Min) 

Kevin Huang. China Organization of Rare Diseases (10 Min) 

Dr. Shuyang Zhang, Peking Union Medical College Hospital (10 Min) 

Government Officials (Subjects of Choice) 

 Minister of Health (25 Min)- Healthcare System Perspective 

 China FDA (25 Min)- Regulatory Perspective 

12:00-13:30 LUNCH/Poster Session 

Room Room 1 Room 2 Room 3 

13:30-14:45 

# 1 SESSION :National Rare 

Diseases Registry System of 

China: Patient Care and 

Innovation 

 #2 SESSION:Challenges 

and Opportunities on 

Orphan Drug Access in 

China and Emerging 

Markets 

# 3 

SESSION:Cardiovascular, 

Pulmonary and Kidney 

Rare Diseases 

14:45-15:30 Panel Discussion Panel Discussion Panel Discussion 

15:30-16:00 TEA BREAK/Poster Session  

16:00-17:15 

# 4 SESSION: Importance of 

Patient registries in basic and 

clinical research, therapeutic 

development, patient care, 

government healthcare 

decision-making  

# 4 SESSION: Importance 

of Patient registries in 

basic and clinical 

research, therapeutic 

development, patient 

care, government 

healthcare 

decision-making  

# 4 SESSION: Importance 

of Patient registries in 

basic and clinical 

research, therapeutic 

development, patient 

care, government 

healthcare 

decision-making  

17:-15-18:00 Panel Discussion Panel Discussion Panel Discussion 

18:00-20:30 WELCOME DINNER 

 

Day 3 

2017.9.9 

Saturday 

  

  

  

  

  

Room Room 1 Room 2 Room 3 

8:00-9:15 

# 7 SESSION: Patient 

Organization to Promote and 

support rare disease research 

and orphan drugs 

development 

# 8 SESSION: 

Neurological, 

Orthopedic and 

Dermatological Rare 

Diseases 

# 9 

SESSION(A):Successful 

case study for orphan 

drug R&D 

9:15-10:00 Panel Discussion Panel Discussion Panel Discussion 

10:00-10:30 TEA BREAK 



  

10:30-11:45 
# 10 SESSION:Collaboration 

among major stake holders 

# 11 SESSION: 

Traditional Chinese 

Medicine 

# 12 

SESSION(B):Successful 

case study for orphan 

drug R&D 

11:45-12:30 Panel Discussion Panel Discussion Panel Discussion 

12:30-14:00 LUNCH/Poster Session 

Room Room 1 Room 2 Room 3 

14:00-15:15 

# 13 SESSION(A):Global 

Collaboration and Joint 

Action on Rare Diseases 

# 14 SESSION:Precision 

medicine in 

management of rare 

diseases: diagnosis, 

prevention, and 

treatment 

# 15 SESSION:Cell & 

gene therapy in rare 

disease 

15:15-16:00 Panel Discussion Panel Discussion Panel Discussion 

16:00-16:30 TEA BREAK /Poster Session  

16:30-17:45 

# 16 SESSION(B):Global 

Collaboration and Joint 

Action on Rare Diseases 

# 17 SESSION:Practical 

challenges and solutions 

clinical implementing 

precision medicine 

programs 

# 18SESSION: NIH-NCATS 

Special Session 

17:45-18:30 Panel Discussion Panel Discussion Panel Discussion 

19:30-21:00  Our Rare Story ( Patients tell their own stories) 

 

Day 4 

2017.9.10 

Sunday 

  

  

Room Room 1 Room 2 Room 3 

8:00-9:15 

# 19 SESSION:Innovative 

Service Model for Patients 

and Families: the Unique 

Challenges in Rare Diseases  

# 20 SESSION:Creating 

sustainable payment 

models for rare disease 

# 21 SESSION: 

 RDI ANNUAL MEETING 

 

9:15-10:00 Panel Discussion Panel Discussion 

10:00-10:30 TEA BREAK 

10:30-11:45 

# 22 SESSION: Emerging 

technologies  the Practice of 

Precision Medicine in rare 

disease：The case of NGS 

Track 8 – 

# 23 SESSION: Living 

with a Rare Disease and 

Quality of Life 

# 24 SESSION: 

RDI ANNUAL MEETING 

 

11:45-12:30 Panel Discussion Panel Discussion 

12:30-14:30 

CLOSING CEREMONIES 

LUNCHEON 

PRIZE AWARDING CEREMONY 

CONCLUSIONS FROM INDIVIDUAL TRACKS  

CONFERENCE DECLARATION 

 

 



Basic & Contact Information  

Meeting Time：7-10 September, 2017 

 

Meeting Place：Marriott Hotel, No 83 Jianguo Street, Chaoyang District, Beijing 

 

Website：www.icord2017.com 

 

Contact Us： 

Wen Zhang       Tel: 13701220274      E-mail: crds@cord.org.cn 

Fangmiao Chen    Tel: 13901256757      E-mail: lead@cord.org.cn 

Mei Zhu          Tel: 13801379208      E-mail: maggie.zhu@cord.org.cn 

 

http://www.icord2017/
mailto:crds@cord.org.cn
mailto:Tel:%2013801379208

