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PREFACE

Hemophilia care has had many recent advances and has grown
to be very complex requiring multidisciplinary specialists,
costly investigations and treatments supported by comprehen-
sive clinical programs. A successful development has been the
expansion of the important Nursing role in comprehensive He-
mophilia care. The Hemophilia Nurse is now practicing front
line acute care, coordinating complex investigations, and su-
pervise homecare, self infusion, use of blood products and
long-term patient management. In this expanded role, the He-
mophilia Nurse is a caring teacher and counsellor for patients
and families, an active research investigator and strong patient
advocate. Today the Hemophilia Nurse is essential in impro-
ving the quality of care and quality of life of patients with He-
mophilia. The journey in developing Hemophilia Nursing in
China is challenging and demonstrates the ongoing hard work,
dedication and ingenuity of the Chinese nurses and doctors.

Until 2002, the role of Hemophilia Nursing was very limited in
China creating a great impediment in Hemophilia Care develop-
ment. To spearhead the development, the Hemophilia team at
the Nanfang Hospital, Guangzhou with support by the World
Federation of Hemophilia (WFH) hosted two national Hemo-
philia Nursing Conferences held consecutively in 2003 and
2004. These conferences were successful to promote aware-

ness, provide teaching and share experiences among the nur-



ses.

In 2004 when the Hemophilia Treatment Centre Collaborative
Network China (HTCCNC) was established Hemophilia Nurs-
ing Working Group was formed. This working group recog-
nized the need for a Hemophilia Nursing Practice Manual for
China.

In 2005, the nursing team at Nanfang Hospital under Ms. J.
Zhao and Dr. J. Sun was awarded a Bayer Program Award
Grant and a Canadian Hemophilia Society International Grant
to develop this manual appropriate for use in China. Ms. Lin
was appointed as the Research Nurse to coordinate research
and planning of the project. To ensure the content would be
appropriate for practice in China, Hemophilia Nurses from dif-
ferent clinics were invited as contributors. Several of these
nurses had WFH training fellowships in Canada, Australia and
Singapore. Three regional Hemophilia Nursing conferences
were held at Heifei, Beijing and Jinan to share regional prac-
tices and experiences many of which have been incorporated in-
to this manual. This manual was completed in 2006 and rati-
fied at the 3rd National Hemophilia Nursing Conference,
Guangzhou January 2007. In 2008, Bayer China was very gen-
erous to fund the publication.

This is the first Hemophilia Nursing Practice Manual to be
published for use in China. With nation-wide distribution, this
manual will elevate the awareness and practice of Hemophilia
Nursing care across China. The text and the practice guide-
lines are easy to follow by nurses as they are written by Hemo-
philia Nurses from different regions of China using their prac-

tices and experiences. Many other health care professionals in



Hemophilia Care can also use the manual as a reference text for
self-learning and teaching.

I would like to congratulate Dr. Jing Sun, Ms. Zhao, Ms. Ma
and Ms. Lin for their leadership and vision in planning and
completing this project. We appreciate the enormous contribu-
tions of the entire Nursing Team and Hematology Department
at Nanfang Hospital, Guangzhou, nurses and patient leaders
from different regions across China and the consultants Dr.
Koon Hung Luke, Dr. Man-Chiu Poon and the Canadian He-
mophilia nurse specialists. We would like to acknowledge the
support of the World Federation of Hemophilia, the Canadian

Hemophilia Society, Bayer International and Bayer China.

Dr. Koon Hung Luke, FRCPC
Professor Emeritus and Consultant
Departments of Pediatrics, Pathology
and Laboratory Medicine
Children's Hospital of Eastern Ontario
University of Ottawa,- Ottawa, Canada
Oct. 2008
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