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About the National Renal Registry

The National Renal Registry (NRR) has its origin in the Dialysis and Transplant Registry
established by the Department of Nephrology in 1992. The sponsors of NRR are the Malaysian
Society of Nephrology (MSN) and Association of Dialysis Medical Assistants and Nurses
(ADMAN).

The objectives of NRR are to:

1. Determine the disease burden attributable to End Stage Renal Disease (ESRD), and its
geographic and temporal trends in Malaysia.

Determine the outcomes, and factors influencing outcomes of Renal Replacement Therapy.
Evaluate the RRT program.

Stimulate and facilitate research on RRT and ESRD.

Maintain the national renal transplant waiting list.
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The NRR organization is as follows:

| Sponsors |

| Advisori Committee |_ - -
|

NRR Coordinating Office

! }

Target groups or Users

| Source Data Providers

Sponsors

The Malaysian Society of Nephrology is the sponsor of the National Renal Registry (NRR) and
Malaysian Organ Sharing System (MOSS) and the co-sponsor is the Association of Dialysis
Medical Assistants and Nurses.

Advisory Committee

This is the committee established by the sponsors to oversee the operations of the registry and
MOSS. Interested parties including source data producers, Renal Registry Unit and target groups or
users are represented on this committee.

National Renal Registry Office

The NRR office is the coordinating center that collects and analyses the data. It publishes the
annual report of Malaysian Dialysis & Transplant Registry and the Directory of Dialysis Centres in
Malaysia. The Clinical Registry Manager (CRM) oversees the daily operation of the NRR. The
Clinical Research Centre of Hospital Kuala Lumpur provides the epidemiological, statistical and
information technological support to NRR.
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Source Data Producers

These are the dialysis centres that collect the required data. It is the most critical and yet difficult
element of the system. It has to be systematic and uniform, and producers of source data need to be
trained and motivated to ensure high data quality.

Users or Target groups

These are the individuals or institutions to whom the regular registry reports are addressed. It is
their need for information to assist in the planning and implementing disease treatment, control and
prevention activity that justify the investment in the registry. They include:

1. the renal community

2. the RRT provider

3. the public health practitioner
4

the decision maker in various government and non-government agencies who have
responsibilities for any aspects of ESRD treatment, prevention and control

the researcher with an interest in ESRD and RRT.
the press and the public.
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About MOSS

Cadaver organ transplantation activity has noticeably increased in the last decade in Malaysia. A
recurring issue of concern was how and to whom cadaver organs are allocated. In 1999, the
Malaysian Society of Nephrology (MSN) had established a committee, which was tasked to initiate
the development of a national organ-sharing network. The network was referred as the Malaysian
Organ Sharing System or MOSS in short, and the committee was thus named MOSS committee
The functions of the MOSS committee thus established then under MSN were to:

1. Make policy decisions concerning MOSS.

2. Secure funding from various sources to support MOSS operation.

3. Designate a place to be the coordinating centre for the operation of MOSS.

4. Canvass the view of nephrologists and other clinical staff involved concerning the policy
and operation of MOSS.

5. Oversee the operation of the MOSS.

6. Employ a manager and other necessary support personnel to manage the day-to-day
operation of the MOSS.

7. Appoint panel of nephrologists to examine eligibility of potential recipients

The objectives of MOSS in turn as established by the MOSS Committee were:

1. To maintain a list of patients who have voluntarily enrolled as potential recipients in the
cadaveric kidney transplantation program

2. To prioritise the waiting list according to an agreed criteria and scoring system
3. To update the waiting lists at periodic intervals according to specified criteria

4. To provide a list of suitably matched potential recipients based on agreed criteria when a
cadaver organ is available

5. To prepare an annual report of the status of the cadaveric kidney transplantation program
including the waiting list, donor status and outcomes

The National Renal Registry (NRR), which was then sponsor by MSN, was directed to assist in the
setting up of MOSS and to make available its database to support MOSS operations. From this
database, a transplant waiting list was generated and indeed was in use.

However, the subsequent operations of MOSS such as in entering new patients into the list,
maintaining and updating the list, updating patient’s information and so on, turned out to be
logistically more difficult than had been expected. Over the years, various manual systems and
procedures had been tried to coordinate and support the activities of the various parties involved in
the transplantation process. In particular:
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1. The nephrologist caring for dialysis patients who are potential recipients need to be able to
efficiently put their patients on the list, update their patients’ data, and take them off the list
temporarily or otherwise when necessary.

2. The Transplant Centre performing the transplant surgery obviously need timely access to
the recipient wait list that is ranked according to pre-determined criteria, as well as to
access their contact information in order to inform patients to come forward for transplant
when an organ becomes available. At the same time, the transplant surgeon will want to
review the selected patients’ clinical information relevant to the transplant surgery.

3. The National Renal Registry is the channel through which nephrologists or dialysis centres
notify patients in order to put patients on the wait list.

4. And finally, the MOSS Committee needs to be able to convey its policy and operational
decisions to users, such as on assigning patients to nephrologists for the purpose of
managing their wait list status, adjudication on patient eligibility for transplant and their
ranking on the list, final decision on entry into the SOS list.

In early 2004, the MOSS Committee proposed to MSN council to support the development of a
web based system, named eMQOSS, to support the operations of MOSS. The nature of MOSS
operations, involving multiple parties spread throughout the country was ideally suited for web-
based automation. The proposal was accepted and funds allocated for the development. The NRR
and the Clinical Research Centre (CRC) were tasked with undertaking this project, and also to help
fund it in part.

eMOSS website is allocated in http://www.msn.org.my . You may down load a copy of the user
manual from the website. This website is reinforced with high security. There are pre-set rules to
the access right according to the approved guideline. Access to the patients information is however
restricted to authorized and designated user only. To get your password please contact the MOSS
coordinator at e-mail: moss@msn.org.my.
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801 Rumah Sakit Angkatan Tentera (Kucing)
819 Rumah Sakit Angkatan Tentera

94 Hospital Angkatan Tentera (Terendak)
96 Hospital Angkatan Tentera (Lumut)
Aiman Dialysis Centre

Alor Gajah Dialysis Centre

Alor Gajah Hospital

Alor Setar Hospital

AMD Rotary (Penang)

Amitabha Centre

Amitabha Haemodialysis Centre Johor Bahru
Ampang Puteri Specialist Hospital

Asia Renal Care (Penang)

Assunta Hospital

Bakti-NKF Dialysis Centre

Balik Pulau Hospital

Baling Hospital

Bangi Dialysis Centre

Banting Hospital

Batu Gajah Hospital

Batu Pahat Hospital

Batu Pahat Rotary

Bau Hospital

Beaufort Hospital

Beluran Hospital

Bentong Hospital

Berchaam Dialysis Centre

Berjaya NKF Dialysis Centre

Besut Hospital

Betong Hospital

Bintulu Hospital

BP Renal Care (Batu Pahat)

BP Renalcare (Segamat)

BP Renalcare (Yong Peng)

Buddhist Tzu Chi Dialysis Centre (Butterworth)
Buddhist Tzu-Chi Dialysis Centre (Jitra)
Buddhist Tzu-Chi Dialysis Centre (Penang)
Bukit Mertajam Hospital

Bukit Mertajam Specialist Hospital

C.S. Loo Kidney & Medical Specialist
Changkat Melintang Hospital
Charis-NKF Dialysis Centre

Che Eng Khor Centre

Cheras Dialysis Centre

CHKMUS-MAA Medicare Charity
Damai Medical & Heart Clinic
Damansara Specialist Hospital
Duchess of Kent Hospital

Dungun Hospital

Fatimah Hospital

Fo Yi NKF Dialysis Centre

Gerik Hospital
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Gleneagles Medical Centre

Gua Musang Hospital

Haemo Care

Haemodialysis Association Klang
Haemodialysis Edina

Healthcare Dialysis Centre

Hope Haemodialysis Society Ipoh
Hospital Pakar Sultanah Fatimah Muar
Hospital Raja Perempuan Zainab I
Hulu Terengganu Hospital

Ipoh Hospital

Ipoh Hospital Home Unit

Island Hospital

JB Lions MAA-Medicare Charity Dialysis Centre (1)
JB Lions MAA-Medicare Charity Dialysis Centre (2)

Jelebu Hospital

Jerantut Hospital

Johor Specialist Hospital

K K Tan Specialist Specialist (Bukit Mertajam)
Kajang Hospital

Kampar Hospital

Kapit Hospital

KAS-Rotary-NKF

KB Rotary-MAA Charity Dialysis
Kelana Jaya Medical Centre
Kemaman Hospital

Keningau Hospital

Kepala Batas Hospital

Kg Baru Medical Centre

Kluang Hospital

Kota Belud Hospital

Kota Kinabatangan Hospital
Kota Marudu Hospital

Kota Tinggi Hospital

Kuala Kangsar Hospital

Kuala Krai Hospital

Kuala Kubu Bharu Hospital
Kuala Lipis Hospital

Kuala Lumpur Dialysis Centre
Kuala Lumpur Hospital (Home)
Kuala Lumpur Hospital (Paed)
Kuala Lumpur Hospital (Unit 1)
Kuala Lumpur Hospital (Unit 2B)
Kuala Lumpur Hospital (Unit 3)
Kuala Lumpur Lions Renal Centre
Kuala Nerang Hospital

Kuala Pilah Hospital

Kuala Terengganu Hospital
Kuantan Clinical Diagnostic Centre
Kudat Hospital

Kulim Hospital

Labuan Hospital



PARTICIPATING HAEMODIALYSIS CENTRES (continued)
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Lahad Datu Hospital

Lam Wah Ee Hospital

Langkawi Hospital

Lawas Hospital

Lifeline Dialysis Clinic

Likas Hospital

Limbang Hospital

Loh Guan Lye Specialist Centre
MAA-Medicare Charity (Butterworth)
MAA-Medicare Charity (Cheras)
MAA-Medicare Charity (Kajang)
MAA-Medicare Charity (Kota Kinabalu)
MAA-Medicare Charity (Kuala Lumpur)
MAA-Medicare Charity (Mentakab)
MAA-Medicare Charity (Teluk Intan)
Machang Hospital

Mahkota Medical Centre

Marudi Hospital

Melaka Hospital

Mentakab Hospital

Mersing Hospital

Metro Specialist Hospital

Miri Hospital

Miri Red Crescent Dialysis Centre
Moral Uplifting-NKF Dialysis (Ipoh)
Muadzam Shah Hospital

Muar Dialysis

Muar Lions Renal Centre

Mukah Hospital

National Kidney Foundation Dialysis Centre (KL)
Nephrolife Haemodialysis Centre
Nobel Dialysis Centre

Normah Medical Specialist Centre
Pahang Buddhist Association

Pakar Perdana Hospital

Pantai Air Keroh Hospital

Pantai Indah Hospital

Pantai Medical Centre (1)

Pantai Medical Centre (2)

Pantai Mutiara Hospital

Papar Hospital

Parit Buntar Hospital

Pasir Mas Hospital

Pathlab Charity Dialysis Centre
Pekan Hospital

Penang Adventist Hospital

Penang Caring Dialysis Society
Penang Hospital

Penang Hospital (Home)

Persatuan Amal Chin Malaysia Barat
Persatuan Buah Pinggang Sabah
Persatuan Dialisis Kurnia PJ
Persatuan Membaiki Akhlak-Che Luan Khor_NKF
Pertubuhan Bakti Fo En Bandar Kulim
Pertubuhan Dialisis Rotary-Satu Hati
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Pertubuhan Hemodialisis Muhibbah Segamat
Pertubuhan Hemodialisis Muhibbah Segamat
(Labis)

Pertubuhan Hemodialisis SPS

Pertubuhan Pekhidmatan Haemodialisis AIXIN
Kerian

PingRong-NKF

Poliklinik Komuniti Tanglin

Pontian Hospital

Pontian Rotary Haemodialysis Centre

Port Dickson Hospital

Premier Renal Care

Province Wellesley Renal Medifund

Pusat Darul Iltizam

Pusat Dialisis Dr. K K Tan (Kulim)

Pusat Dialisis Dr. K K Tan (Sg Petani)
Pusat Dialisis Ehsan Perak

Pusat Dialisis Emnur Teguh

Pusat Dialisis Epic

Pusat Dialisis Falah

Pusat Dialisis Intan

Pusat Dialisis Kuala Kangsar

Pusat Dialisis Mesra

Pusat Dialisis Nefro Utama (Kota Tinggi)
Pusat Dialisis Nefro Utama (Kuala Terengganu)
Pusat Dialisis Nefro Utama (Pontian)

Pusat Dialisis Nefro Utama (Setapak)

Pusat Dialisis Penawar

Pusat Dialisis Penawar Permai

Pusat Dialisis Perbadanan Islam (Kota Tinggi)
Pusat Dialisis Pusat Pungutan Zakat

Pusat Dialisis Sijangkang

Pusat Dialisis Taiping

Pusat Dialisis Taiping (Cawangan Kamunting)
Pusat Dialisis Taiping (Cawangan Kuala Kangsar)
Pusat Dialisis Trengganu/NKF

Pusat Dialisis Tuanku Syed Putra-NKF
Pusat Dialisis Wagaf An-nur (Batu Pahat)
Pusat Dialisis Wagaf An-nur (Kota Raya)
Pusat Dialisis Wagaf An-nur (Pasir Gudang)
Pusat Dialysis Mesra (Kapar)

Pusat Dialysis Mesra KKB

Pusat Dialysis Setia

Pusat Haemodialysis St Anne BM

Pusat Haemodialysis Suria

Pusat HD SJAM Bacang Melaka

Pusat Hemodialisis Beng Siew

Pusat Hemodialisis Damai

Pusat Hemodialisis Darul lltizam

Pusat Hemodialisis Darul lltizam Tapah
Pusat Hemodialisis Darul Takzim

Pusat Hemodialisis Dato’ Lee Kok Chee
Pusat Hemodialisis Fasa

Pusat Hemodialisis Harmoni

Pusat Hemodialisis Hidayah
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PARTICIPATING HAEMODIALYSIS CENTRES (continued)
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Pusat Hemodialisis Islam Makmur

Pusat Hemodialisis Kampar_Yayasan Nayang
Pusat Hemodialisis Kau Ong Yah Ampang

Pusat Hemodialisis Kota Tinggi

Pusat Hemodialisis Majlis Perbandaran Kelang
Pusat Hemodialisis Manjung

Pusat Hemodialisis Mawar N. Sembilan (Bahau)
Pusat Hemodialisis Mawar N. Sembilan (Lukut)
Pusat Hemodialisis Mawar N. Sembilan (Rantau)
Pusat Hemodialisis Mawar N. Sembilan (Seremban)
Pusat Hemodialisis Mawar N. Sembilan (Seremban)

Pusat Hemodialisis Mawar N. Sembilan (Seri
Kembangan)

Pusat Hemodialisis Mergong

Pusat Hemodialisis Nabilah

Pusat Hemodialisis Rotary Kulai

Pusat Hemodialisis Waz Lian

Pusat Hemodialisis Yayasan Felda

Pusat Hemodialisis Zakat (Balik Pulau)
Pusat Hemodialisis Zakat (Bukit Mertajam)
Pusat Hemodialisis Zakat (Butterworth)
Pusat Hemodialysis Seroja

Pusat Kesihatan Jitra

Pusat Pakar Tawakal

Pusat Perubatan Primier HUKM

Pusat Perubatan Tentera (Kota Bharu)
Pusat Rawatan Dialisis Nefro Utama (Batu Caves)
Pusat Rawatan Dialisis Nefro Utama (Kota Bharu)
Pusat Rawatan Dialisis Wan Nong Batu Gajah
Pusat Rawatan Islam (Kuala Lumpur)
Pusat Rawatan Islam Ar-Ridzuan

Pusat Wagaf An -nur (Senawang)

Putra Medical Centre

Putrajaya Hospital

Queen Elizabeth Hospital

Ranau Hospital

Raub Hospital

Rawatan Dialisis Amal Lions-NKF
Rawatan Dialysis Bukit Tinggi

Rawatan Haemodialysis Koswip

Reddy Clinic

Rejang Medical Centre

Renal Associates

Renal Care (Ipoh Specialist)

Renal Care (Kedah)

Renal Dialysis Centre

Renal Healthcare

Renal Link (Penang)

Renal Medicare

Renal-Link (Kelantan)

Renal-Link Sentosa

Rotary Damansara-NKF Dialysis

Rotary HD Centre (Johor Bahru)

Rotary Tawau Tanjung

S.P. Menon Dialysis Center (Kuala Lumpur)
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S.P. Menon Dialysis Center (Petaling Jaya)
S.P. Menon Dialysis Centre (Klang)

Sabah Medical Centre

Sandakan Kidney Society

Saratok Hospital

Sarawak General Hospital

Sarikei Hospital

Seberang Jaya Hospital

Segamat Hospital

Selama Hospital

Selangor Medical Centre

Selayang Hospital

Semporna Hospital

Serdang Hospital

Seremban Hospital

Seri Manjung Hospital

Serian Hospital

Sg Siput Hospital

Sibu Hospital

Sibu Kidney Foundation

Sik Hospital

Sipitang Hospital

SJAM-KPS Haemodialysis Centre 1 (Kelang)
SJAM-KPS Haemodialysis Centre 2 (Kelang)
SJAM-KPS Haemodialysis Centre 3 (Banting)
SJAM-KPS Haemodialysis Centre 5 (Rawang)

SJAM-KPS Haemodialysis Centre 6 (Kuala
Selangor)

Smartcare Dialysis Centre (Subang Jaya)
Smartcare Dialysis Clinic (Cheras)

Sri Aman Hospital

Sri Kota Medical Centre

Strand Specialist Hospital

Subang Jaya Medical Centre

Sultan Ismail Pandan Hospital
Sultanah Aminah Hospital

Sultanah Aminah Hospital (Paed)
Sungai Bakap

Sungai Petani Hospital

Sunway Medical Centre

Superkids Trinity-NKF Dialysis Centre
Systemic Dialysis Centre

Systemic Dialysis Centre (2)

Syukur Elit Sdn Bhd

Taiping Hospital

Tambunan Hospital

Tampin Hospital

Tanah Merah Hospital

Tangkak Hospital

Tanjung Karang Hospital

Tanjung Malim Hospital

Tapah Hospital

Tawau Hospital

Teluk Intan Hospital

Temenggong Seri Maharaja Tun Ibrahim Hospital
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PARTICIPATING HAEMODIALYSIS CENTRES (continued)
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Temerloh Hospital

Tenang Haemodialysis Centre
Tenang Haemodialysis Jasin
Tengku Anis Hospital

Tenom Hospital

Tengku Ampuan Afzan Hospital
Tengku Ampuan Jemaah Hospital
Tengku Ampuan Rahimah Hospital
The Kidney Dialysis Centre 1

The Kidney Dialysis Centre 2

The Nayang-NKF Dialysis Centre
The Penang Community HD Society
Timberland Medical Centre
Tuanku Fauziah Hospital

Tumpat Hospital

336.
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338.
339.
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341.
342.
343.
344,
345.
346.
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348.
349.
350.
351.

Tung Shin Hospital

Tung Shin Hospital & Yayasan Nanyang Press
Universiti Kebangsaan Malaysia Bangi
Universiti Kebangsaan Malaysia Hospital
Universiti Sains Malaysia Hospital

University Malaya Medical Centre

Victorious Life Centre

Woh Peng Cheang Seah

Yakin Jaya

Yan Hospital

Yayasan Akhlak-NKF Taiping

Yayasan Kebajikan SSL

Yayasan Kebajikan SSL Puchong

Yayasan Kebajikan The Southern Melaka
Yayasan Pembangunan Keluarga Johor-NKF
Yayasan Rotary Kluang
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PARTICIPATING PERITONEAL DIALYSIS CENTRES

© © N o U A~ DNPR

N NN B R R R B R R R R
N PO © N Ok~ WWDNPREO

96 Hospital Angkatan Tentera (Lumut)
BP Renal Care

Damai Medical & Heart Clinic

Hospital Pakar Sultanah Fatimah Muar
Hospital Raja Perempuan Zainab I
Ipoh Hospital

Kuala Lumpur Hospital (Adult)

Kuala Lumpur Hospital (Paed)

Kuala Terengganu Hospital

Melaka Hospital

Penang Hospital

Queen Elizabeth Hospital , Kota Kinabalu
Sarawak General Hospital

Selayang Hospital

Seremban Hospital

Sultanah Aminah Hospital (Adult)
Sultanah Aminah Hospital (Paed)
Tengku Ampuan Afzan Hospital
Tengku Ampuan Rahimah Hospital
Universiti Kebangsaan Malaysia Hospital
Universiti Sains Malaysia Hospital
University Malaya Medical Centre
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1. Alor Setar Hospital

2. Ampang Puteri Specialist Hospital
3. Batu Pahat Hospital

4, Bintulu Hospital

5. Damai Medical & Heart Clinic

6. Duchess of Kent Hospital

7. Hospital Pakar Sultanah Fatimah Muar
8. Hospital Raja Perempuan Zainab I
9. Ipoh Hospital

10. Kemaman Hospital

11.  Kluang Hospital

12.  Kuala Lumpur Hospital (Paed)

13.  Kuala Lumpur Hospital (Adult)

14.  Kuala Terengganu Hospital

15. Mahkota Medical Centre

16. Melaka Hospital

17.  Mentakab Hospital

18.  Miri Hospital

19. Penang Hospital

20. Pontian Hospital

21.  Queen Elizabeth Hospital

22. Renal Dialysis Centre Sdn. Bhd, Gleneagles Intan Medical Centre
23.  Sabah Medical Centre

24.  Sarawak General Hospital

25. Segamat Hospital

26. Selangor Medical Centre

27.  Selayang Hospital

28.  Seremban Hospital

29.  Sibu Hospital

30.  Sri Kota Medical Centre

31. Subang Jaya Medical Centre

32.  Sultan Ismail Pandan Hospital

33.  Sultanah Aminah Hospital (Paed)
34.  Sultanah Aminah Hospital (Adult)
35.  Sunway Medical Centre

36.  Taiping Hospital

37. Tan Medical Renal Clinic

38. Tawau Hospital

39. Tengku Ampuan Afzan Hospital
40. Tengku Ampuan Rahimah Hospital
41.  Timberland Medical Centre

42.  Universiti Kebangsaan Malaysia Hospital
43.  Universiti Sains Malaysia Hospital
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In this and the previous report the treatment rate for dialysis had exceeded the 100 per million-
population mark. The continued and consistent growth of the dialysis population over the last
two decades let this achievement passed by unnoticed. This figure is significant in a number of
ways. For many years the nephrologists in the country have quoted the incidence of end stage
renal disease (ESRD) in the country as 100 new cases per million population. Secondly they used
this figure as a target of the treatment rate to be achieved and lobbied the government for more
treatment facilities. We were of course wrong on the first score. The incidence of ESRD is
higher than 100 per million population. A local study had indicated this and figures from
neighbouring countries with similar populations showed similar higher incidence. In parts of our
country the treatment rate has reached 140 per million. However the “magical” figure of 100 has
been useful for nephrologists and the public alike to lobby for more facilities. We were able to
garner support from governmental agencies and non-governmental organisations alike to meet
this target. This is reflected not just from the varied background of the dialysis providers but also
from the funding sources. The combined efforts of all parties led to this achievement. A new
target will have to be set. The total number of dialysis patients is expected to increase to about
20,000 by the year 2008 if the current growth rate is maintained. The centre survey done at the
end of 2005 indicated that there are almost 13,000 patients on dialysis. The treatment rate for
those less than 65 years of age has plateaued while that of those older than sixty-five years
continues to rise. This changing demographic is not unexpected and has been noticed for many
years. However there is some concern about how prepared and capable some centres are in
managing older patients especially those with co-morbidities.

The recurrent theme in this report is the variation in outcomes of dialysis treatment. This
includes mortality as well as other intermediate measures such as blood pressure and dialysis
adequacy. This should be studied further. There are differences in case mix but of more concern
are differences in structure, processes and expertise. More detailed studies should be done and
efforts made to redress this problem. The registry welcomes individuals who are interested in
studying this further

The projected increase in the number of dialysis patients has led many to seriously review the
strategy in the management of chronic kidney disease (CKD). Although there is awareness on
the need to manage CKD effectively, the implementation of prevention of renal failure treatment
is far from satisfactory. This is probably because there are many more players in this effort and
to implement a cohesive national program can be a major challenge. The role of primary care
physicians is crucial and nephrologists in tertiary centres have little contact with them and hence
less opportunity to influence their treatment of CKD. Nonetheless a major initiative has to be
taken if any success is to be expected. A start would be to look at the prevalence and course of
CKD

The National Renal Registry (NRR) has decided that it will assist in this effort by providing data
on CKD. The NRR has decided to set up a Glomerulonephritis (GN) Registry that will tract the
course of biopsy proven GN. Data from such a registry will hopefully help formulate guidelines
on the prevention of renal failure in patients with GN. The registry fully appreciates that the
major cause of ESRD is Diabetic Nephropathy and any effort on prevention of renal failure will
have to deal with this major scourge.
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The NRR feels that to develop a Diabetic nephropathy registry will be a major task presently. It
hopes that the experience gained with the GN registry will prepare it for the development of a
diabetic nephropathy registry

In 2006 the Private Healthcare Facilities and Services Act 1998 will be enforced. A regulation
attached to the Act concerns Hemodialysis treatment. Some aspects of the regulation on
Hemaodialysis have been developed based on prevailing practices as documented in the registry
reports. Any regulation on Hemodialysis should take into account evidence based practice. The
registry is a repository of much data that can provide evidence to guide practice that can ensure a
favourable outcome. It is important that all participants continue to provide timely and accurate
data. This will place the registry in a strong position to assist the nephrologists in developing
guidelines that are relevant to this country.

Dr. Zaki Morad
Chairman,
National Renal Registry
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e Intake of new dialysis patients showed a linear increase over the years -from 952 in 1996 to 2774 in
2004 with corresponding treatment rates of 45 and 108 per million population respectively.

e Prevalent dialysis patients increased from 2922 (138 per million) in 1996 to 11767 (460 per million)
at year end 2004.

e The number of new transplant patients increased from just above 151 in 1996 to 185 in 2004 but
transplant rates remain about 5-7 per million. Patients with functioning renal transplants increased
from 1024 (48 per million) to 1582 (62 per million) over the same period.

o Dialysis treatment rates varied from about 48-80 per million state population in the economically
underdeveloped states to >140 per million in the more economically advantaged states in 2004.

e From the centre survey carried out at the end of 2005, there were a total of 12974 dialysis patients,
34% in the Ministry of Health hospitals, 32% in non-governmental organization (NGO) centres and
about 31% in the private sector. The gap between HD capacity and patient intake was widening for all
3 sectors but was widest for the NGO sector.

e The treatment gap between men and women has remained consistent over the years.

o Dialysis treatment rates for those < 65 years of age had plateaued while those >65 years continue to
register rapid increase. 52% of new dialysis patients were at least 55 years old

e At least 88% of new patients were accepted into centre haemodialysis

e The government continued to fund about 50% of dialysis treatment, NGO funding decreased to 12%
in 2004, and self funding had decreased to 23%.

e Diabetes mellitus continued to be the commonest cause of ESRD accounting for 52% in 2005,
followed by hypertension at 7%.

e The annual death rate for those on CAPD remained relatively unchanged while there was an upward
trend in the annual death rate for those on haemodialysis.

e Cardiovascular disease and death at home remained the commonest cause of death in 2005; sepsis
was next at 12%.

e The unadjusted 5 and 10 year patient survival on dialysis were 59% and 37% respectively. HD patient
survival was superior to that on CAPD. HD patient survival varied widely between centres. Adjusted
patient survival varied widely between CAPD centres at 5-years but not at 1-year.

e Older and diabetic patients had poorer survival on dialysis.

o Median QoL index scores were satisfactory. Patients on HD, diabetics and older patients reported
lower QoL scores.

e Employment among HD and CAPD patients increased with increasing years on dialysis.

e In 2005, 80% of HD and 72% of CAPD patients were on erythropoietin (EPO). Blood transfusion rate
in dialysis patients remained at 10 -15%. There was decreasing use of oral iron supplements; use of
IV Iron has increased. Variations were seen in the use of EPO, blood transfusion rates and measures
of iron stores in HD and CAPD centres
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REPORT SUMMARY ................

e Serum albumin levels remained at mean and median of 40g/L for HD but showed a decreasing trend
in CAPD patients. There were wide variations in the proportion of patients with serum albumin
>40g/L in both HD and CAPD centres.

e BMI for both HD and CAPD patients improved. There was some variation in proportion of patients
with BMI > 18.5 in both HD and PD centres.

e In 2005, the mean and median predialysis systolic BP was 149 mm Hg in HD and 140 mmHg in
CAPD npatients, while the diastolic BP was about 80 mmHg for both HD and CAPD patients. The
variation noted among the various HD and PD centres in median systolic or diastolic BP was not wide
but there was wide variation in the proportion of patients achieving BP of <140/90 mmHg.

e Improving cholesterol levels were seen in both HD and CAPD patients with lower levels seen in HD
patients. Serum triglyceride levels did not show much change over the years and was lower in HD
patients. There was not much variation in lipid control between dialysis centres.

e In 2005 calcium carbonate remained the major phosphate binder in both HD and CAPD patients.
Phosphate control was better in CAPD patients. The target of calcium phosphate product of less than
4.5 mmol?/L? was achieved more by CAPD patients than HD. There was variation in serum calcium,
phosphate and calcium phosphate product among both hemodialysis and CAPD centres.

e The prevalence of Hepatitis B infection has remained unchanged over the years, and was quite similar
between HD and CAPD patients. HCV prevalence showed a declining trend of about 9% since 2001.
The proportion of HCV infected patients varied widely between HD centers.

o Haemodialysis practices have changed since 1997 to 2005. There was increased use of
brachiocephalic fistulae, higher blood flow rates, increased usage of synthetic membranes, increased
number of reuse and almost universal use of bicarbonate buffer. Median prescribed KT/V plateaued
over the last few years at 1.6. There was wide variation in the proportion of patients with blood flow
rates of >250 ml/min, and KT/V of >1.3 among HD centres. Technique survival was better in HD
compared to PD, in the younger age groups and the non-diabetics but was not related to the year of
starting dialysis.

e Chronic PD - In 2005, CAPD remained the commonest mode of PD at 93% but APD use increased to
4%. The Baxter disconnect system was the commonest connectology used. Ninety-four percent of
patients performed 4 exchanges a day, 90% used a fill volume of 2 L. The median delivered weekly
Kt/V was 2.1, 61% achieved target of 2.0 with a 8-fold variation between the highest- and the lowest-
performing centres. 78% of prevalent patients had low-average or high-average PET status. High PET
status was more common among prevalent patients. Technique survival was better for younger
patients and non-diabetics but was not related to the year of starting dialysis or gender.

e In 2005, median peritonitis rate was 35 patient-months but varied between 23 and 65 patient-

months/episode among centres. Gram positive and Gram negative organisms each accounted for 35%
and 32% of peritonitis episodes.
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REPORT SUMMARY ................

Chapter 13 Renal Transplantation

There were 151 new renal transplant recipients in 2004 and 1657 with functioning transplants.

Mean age of new transplant patients in 2005 was 39 years; 71% were male, 21% diabetic, 4% HbsAg
positive and 3% anti-HCV positive at the time of transplantation.

Commonest known primary renal disease was chronic glomerulonephritis followed by hypertension.
In 2005, commercial transplants from China constituted 69% of all new renal transplantation, live
donor transplantation 26% and local cadaveric transplants contributed only 3%.

78% of renal transplant recipients were on cyclosporine, 97% on prednisolone, and 14% were on
tacrolimus. 41% were on MMF and 40% on azathioprine

13% of the prevalent renal transplant recipients had diabetes mellitus before transplantation, another
8% developed diabetes mellitus post transplantation

In 2004, 37 (2%) of transplant recipients died and 44 (3%) lost their grafts. Infection, cardiovascular
disease and cancer were the commonest causes of death for the last decade accounting for 25%, 10%
and 18% in 2004. Renal allograft rejection accounted for 50-60% of graft loss.

The overall transplant patient survival rate from 1993 to 2005 was 95%, 92%, 88% and 81% at 1
year, 3 years, 5 years and 10 years respectively, while the overall graft survival rate was 92%, 85%,
79% and 63% respectively.

Chapter 5: Paediatric Renal replacement therapy

Intake of new paediatric dialysis patients increased from 12 in 1990 to 75 in 2005 giving a dialysis
acceptance rate of 1 per million age related population (pmarp) to 7 pmarp respectively.

New renal transplant rate at only 1 pmarp over the last 15 years.

At the end of 2005 there were a total of 429 patients under 20 on dialysis giving a dialysis prevalence
rate 39 pmarp.

The number of patients with functioning transplants in 2004 was 120 giving a prevalence rate of 11
pmarp.

Dialysis treatment rates were higher in the economically advantaged states of Malaysia.
The number of 0-4 year olds provided RRT remained very low.

Chronic PD was the preferred mode of initial dialysis modality; 20% of which was APD.
More than 90% received dialysis in government centres.

Glomerulonephritis accounted for 28% of ESRD, focal segmental glomerulosclerosis 11%, and SLE
7%. 34% of patients had unknown primary renal disease.

Patient survival on HD was 94% for 1 year, 85% for 5 years and 78% for 10 years. CAPD patient
survival was 95% at 1 year, 81% at 5 years

CAPD had worse technique survival compared to HD 2 years after the start of dialysis.

Patient survival for renal transplantation was 97% for 1 year, 94% at 5 years and 94% at 10 years post
transplant; graft survival was 90% at 1 year, 79% at 5 years and 67% at 10 years.
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