
Patient registry and clinical 
database

 Patient registry meets the inform ati on needs of all stake holder s in healthcare

· Clinicians demanding more resources to better treat their patients.
· Academic organisations out to implement treatment guidelines.
· Payers looking out for better value for their money.
· Drug or device manufacturers to meet their pharmaco-vigilance or device surveillance obligations.

in Malaysia
A pati ent  re gistry is an o rga nise d system that uses o bserva tio nal study meth ods  
to collec t u niform dat a (clini cal and o ther) to eva lua te s pecifie d out comes for a 
popu lat ion  de fined by a particul ar d isea se or therapy , and that s erv es o ne or m ore  
predetermined scientif ic,  cl ini cal, or po lic y pu rposes  (G likli ch RE, D reye r NA, e ds. 
Registries for E val uat ing pat ient outco mes: A Us er' s Gu ide. AHRQ Publicatio n N o.        
07-EHC001-1. April 2007).

 Patient registries have four comm on obj ectives:
1 Describe the natural history of the target disease. · Describe characteristics of patients, the healthcare they had 

received, the resulting long term patient survival and quality 
of life outcomes.

· Describe the variation in patient care and outcomes across 
different patient groups, clinical practices, healthcare sectors 
or geographic regions, and the secular trend over time of such 
variations in Malaysia.

2 Determine clinical and cost effectiveness of treatments for 
the target disease.

Multiple studies have demonstrated disparities between the 
results of clinical trials and results in actual clinical practice.

· Track effectiveness outcomes for a longer time period than is 
typically feasible with clinical trials.

· Collect resource use and cost data for the same patients to be 
used in modeling cost effectiveness. 

3 Monitor safety and harm of therapeutic products and 
services for the target disease. 

The current practice of spontaneous reporting of adverse 
events relies on a nonsystematic recognition of an adverse 
event by a clinician and the active effort by the clinician to 
make a report to manufacturers and health authorities. These 
events are also generally reported without a denominator 
(i.e., the exposed population), and therefore an incidence level 
is dif® cult to determine. 

· Serve as an active surveillance system for the occurrence of 
unexpected or harmful events for products and services. 

4 Evaluate access to and quality of healthcare for the target 
disease. 

· Assess differences between providers or patient populations 
based on  performance measures that compare treatments 
provided or outcomes achieved with ªgold standardsº (e.g., 
evidence-based guidelines) or comparative benchmarks for 
speci® c health outcomes (e.g., risk-adjusted survival rates). 



Set ting up a pati ent  re gistry  
in Mal ays ia 

Operating a patient registry requires the coverage of 

hundreds of clinical sites and thousands of patients 

spread over a wide geographic area, and each patient 

requires follow-up for years or even decades. Not 

surprisingly, registry is a costly and a major complex 

undertaking; few patient registers are successful and 

even fewer are sustainable over a long period.

 Key success factors are:

1. An able leadership, typically the well respected key-

opinion leaders in the relevant clinical discipline, 

to galvanise the commitment of all stakeholders.

2. Source Data Providers (SDP) buy-in are absolutely 

critical. SDPs are the individual clinicians or clinical 

departments who report the required data to the 

registry. Patient registries however also receive 

data from other sources such as other clinical 

databases and, particularly important, data from 

the National Registration Department (Jabatan 

Pendaftaran Negara) to ascertain or verify 

mortality outcomes of registered patients.

3. Skilled organisation, which will typically include 

the sponsors to provide funding, a Governance 

Board with broad oversight responsibility and 

on which all key stakeholders are represented, 

a Steering Committee to direct the registry 

operations, and a Registry Coordinating centre for 

day-to-day operations.

4. Skilled human resource in a multi-disciplinary 

team, including the all important dedicated and 

obsessive administrative personnel and other 

supporting staff for day-to-day operation of the 

registry.

5. Competent clinical epidemiological, biostatistical 

and data processing capability, and a sophisticated 

IT infrastructure to underpin that.

And of course the ® nancial resources to pay for much 

of the above.

Rol e of CRC
In working towards accomplishing our stated mission, 

which is ªTo improve patients' outcomes through 

quality clinical researchº. One of our key responsibility 

is to promote the development and maintenance of 

patient registries. We do this via our Patient Registry 

Unit (PRU). Indeed, CRC aspires that for every signi® cant 

clinical discipline in Malaysia there will be a patient 

registry.
 

In such collaborative efforts the CRC role is to provide:

1. Funding through a Special Registry Grant 

generously set aside by the of® ce of the Deputy 

Director General (Research & Technical Support) 

MOH.

2. Technical resources for the registers; in particular 

the requisite expertise in the registry sciences 

(clinical epidemiology, clinical economics, 

biostatistics, medical informatics etc). 

3. Oversight to ensure that all registries produce the 

promised results and operationally comply with 

applicable regulations, ethical guidelines and best 

practices concerning operational transparency, 

information security, access to data for research 

and so on.  

1st Governance Board Meeting for the National Cancer Patient Registry 
(Breast Cancer): 25 Jan 2008



Pat ient registries suppo rte d by CRC
We assist medical professionals to establish patient registries in their disease or therapeutic areas. Each clinical group must be 
committed to owning and operating their own registries; CRC will not do this for you nor of course do we have any ownership 
rights over your data. We exist to support you.

# Pat ient Registries Year est. Owner
1. National Renal Registry (NRR): 

1.1  Malaysian Dialysis and Transplant Registry (MDTR)
          Website : www.msn.org.my/nrr/
          Email      : nrr@msn.org.my 

1.2  Malaysian Registry of Renal Biopsy (MRRB)
          Website : www.macr.org.my/emrrb/
          Email      : mrrb@msn.org.my

1.3 NRR: Malaysian Interventional Nephrology Registry 
(incorporating Peritonitis, Tenckhoff & CVC Insertion Procedures) 
          Website : www.crc.gov.my
          Email     : contact@crc.gov.my  

1993

2005

2008

-  MOH Nephrology
-  Malaysian Society of Nephrology

-  MOH Nephrology
-  Malaysian Society of Nephrology

-  MOH Nephrology
-  Malaysian Society of Nephrology

2. National Transplant Registry (NTR)
Website : www.mst.org.my/ntrSite/
Email     : ntr@acrm.org.my  

2004 -  MOH Transplant
-  Malaysian Society of Transplantation

3. National Eye Database (NED):

3.1 Cataract Surgery Registry 
3.2 Contact Lens Related Corneal Ulcer Surveillance
3.3  Tele-Diabetic Retinopathy Screening
3.4 Diabetic Eye Registry
3.5 Glaucoma Registry
3.6 Retinoblastoma Registry
3.7 Age Related Macular Degeneration (AMD) Registry
Website : www.acrm.org.my/ned/
Email     : ned@acrm.org.my  

2002 -  MOH Ophthalmology

4. Malaysian National Neonatal Registry (MNNR)
Website : www.acrm.org.my/mnnr/ 
Email     :  mnnr@acrm.org.my 

2003 -  MOH Pediatric
-  Perinatal Society of Malaysia 

5. Malaysian Liver Registry
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2004 -  MOH Hepatology

6. National Endoscopy Registry (NER)
Website : www.macr.org.my/ener/
Email     : ner@acrm.org.my 

2007 -  MOH Gastroenterology

7. National Trauma Database (NTrD): Major Trauma & Traumatic Brain 
Injury Database
Website : www.acrm.org.my/ntrd/
Email     : ntrd@acrm.org.my 

2005 -  MOH Trauma
-  MOH Neurology 

8. Diabetes Registry of Malaysia (DRM)
8.1 An Audit of Diabetes Control & Management (ADCM)
8.2 Diabetes in Children & Adolescents Registry (DiCARE)
Website : app.acrm.org.my/ADCM/ 
Email     : contact@crc.gov.my  

2008 -  MOH Family Medicine
-  MOH Pediatric  & Adults Medicine 
-  CRC HKL 
-  Hosp Universiti Kebangsaan Malaysia 
-  University Malaya Medical Centre

9. National Mental Health Registry (NMHR) : Schizophrenia 
Website : www.nmhr.gov.my/
Email     : nmhr@nmhr.gov.my 

2003 -  MOH Psychiatry Services 
-  MOH Family Health Development 
-  MOH Medical Development 

10. National Suicide Registry Malaysia (NSRM)
Website : www.nsrm.gov.my/
Email     : nsrm@nsrm.gov.my 

2007 -  MOH Psychiatry Services
-  MOH Forensic Medicine Services 

11. National Cardiovascular Disease Database (NCVD)

11.1 Acute Coronary Syndrome (ACS) Registry
Website : www.acrm.org.my/ncvd/ 
Email     : ncvd@acrm.org.my

11.2 NCVD: Percutaneous Coronary Intervention (PCI) Registry
Website : www.acrm.org.my/ncvd/ 
Email     : ncvd@acrm.org.my

2005

2007

-  MOH Cardiology 
-  National Health Association of Malaysia

-  MOH Cardiology 
-  National Health Association of Malaysia

12. NCVD: Malaysian Cardiothoracic Registry  (MyCARE )
Website : www.macr.org.my/eMyCare/ 
Email     : mycare@acrm.org.my

2008 -  MOH Cardiac Surgery 
-  MOH Cardiac Anesthesia

13. NCVD : Pediatric Cardiology 
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2009 -  MOH Pediatric Cardiology 



For any enquiry concerning patient registr y, please contact:

Registry Secretariat 
Patient Registry Unit 

Clinical Research Centre, Level 1, MMA House 
124, Jalan Pahang, 53000 Kuala Lumpur. 

Phone : 03-4044 3060/ 3070    |    Fax : 03-4044 3080
Email : contact@crc.gov.my    |    Website : http://www.crc.gov.my/research/database-a-registries 

14. National Dermatology Registry 
14.1 Malaysian Psoriasis Registry (MPR)
14.2 Skin Biopsy Registry 
Website : www.acrm.org.my/empr
Email     : mpr@acrm.org.my

2007 -  MOH Dermatology
-  Malaysian Society of Dermatology

15. National Cancer Patient Registry (NCPR): 
15.1 Oncology
15.2 Breast Cancer 
15.3 Surgical Oncology 
Website : app.acrm.org.my/ncpr/ 
Email     : contact@crc.gov.my 

2008 -  MOH Oncology
-  CRC HKL 

16. NCPR: Hematological Malignancy
Website : app.acrm.org.my/hema/ 
Email     : contact@crc.gov.my   

2008 -  MOH Hematology

17. NCPR: Colorectal Cancer
Website : https://app.acrm.org.my/CCD/  
Email     : ncpr.cc@gmail.com 

2007 -  MOH Gastroenterology
-  MOH Oncology

18. NCPR: Nasopharyngeal Cancer  
Website : app.acrm.org.my/npc/   
Email     : npc@acrm.org.my

2007 - MOH ENT
- MOH Pathology
- Institute for Medical Research 

19. National In ̄ammatory Arthritis Registry (NIAR)
Website: app.acrm.org.my/NIAR/.
Email     : contact@crc.gov.my 

2008 -  MOH Rheumatology
-  Malaysian Arthritis Foundation

20. National Orthopedic Registry of Malaysia (NORM)
20.1 Hip Fracture Database 
20.2 Diabetic Hand & Foot Disorder Database
Website : www.macr.org.my/enorm/
Email     : contact@crc.gov.my

2008 -  MOH Orthopedic

21. National Neurology Registry:  Stroke, Epilepsy
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2008 -  MOH Neurology

22. National Chest Registry: Asthma,  COPD
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2008 -  MOH Respiratory Medicine

23. Malaysian Bleeding Disorder Registry (MyBDR)  
(Known as National Hemophilia Registry)
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2006 -  MOH National Blood Bank 

24. National Urology Registry (NUR): 
27.1 TURP registry
27.2 Uro-Oncology Patient registry
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2008 -  MOH Urology

25. National ORL Registry : Hearing & Otology Related Disease / Cochlear 
Implant 
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2008 -  MOH Otorinolaringology

26. National Surgical Patient Registry (NSPR) 
(Formerly known as Computerized OT Documentation System (COTDS) 
incorporating  Post-Operative  Mortality Review (POMR)
Website : www.crc.gov.my/ 
Email : contact@crc.gov.my  

1996 -  MOH Surgery  
-  MOH Anesthesia

27. Malaysian  Registry of Intensive Care (MRIC)
(Known as National Adult ICU Audit)
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2008 -  MOH Anesthesia

28. National Nuclear Medicine Database
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2008 -  MOH Nuclear Medicine

29. National Radiology Registry: Interventional Radiology
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2008 -  MOH Radiology

30. National O&G Patient Registry (NOR) 
30.1 Obstetrics Database & Maternal Mortality Register (MMR)
30.2  Gynae-Oncology Patient Registry
Website : www.crc.gov.my/ 
Email     : contact@crc.gov.my  

2008 -  MOH Obstetric &Gynaecology 
 

# Pat ient Registries Year est. Owner


