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Japanese Registry for kidnéy |
transplantation

- All transplantations performed in Japan

- Baseline information for recipients and donors

- Follow-up information for donors of living
donor transplants and recipients

- Reported annually

= In 2012, 1417 living donor, 116 non-heart beating
donor, 77 heart beating donor transplants

- Patient survival / Graft survival

» Death with functioning cases have been
increasing (recipients’ cause of graft failure)

213



Death with functioning

« Graft failure / Death-censored e.g. The year

» Graphical illustration: Hrishigntation
: ; : performed
> Possibly non-linear relation
between the covariates and R
outcome, using non-parametrically = * nonfunctioning
with restricted cubic splines w
» Cumulative incidence i
- Competing risks analysis: ;

= Event-1= death with functioning ="

- Event-2= other causes of graft
failure -
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Evolution of Registry and Tracking System for Organ Transplantation

in Japan

K. Yuzawa, S. Takahara, T. Kanmochi, K. Takahashio, H. Umeshita, M. Monden, and S. Teraoka

ABSTRACT

Previously, the renal and liver transplantation registry in Japan was enforced yearly using
registration and tracking papers only on recipients. The input of all patient data and
announcement of statistical analysis to the public required a long time. Following The
Declaration of Istanbul 2008, the committees planned to establish new registry and
tracking systems for renal and liver transplantations on both recipients and donors. As the
first step, for renal transplantation, we established a new registry and tracking system,
JARTRE (JApan Renal Transplantation REgistry), using flash (USB) memory in 2009.
The recipient and donor data were inputted into the USB memory in the transplantation
centers. The memory was collected once a year by the committees with performed at 3
months at 1 year and every year after, the operation. As the second step, for liver
transplantation, we established an online registry and tracking system, LITRE-J (LIver
Transplantation REgistry in Japan), using the Internet in 2011. The recipient and donor
data are inputted online in the centers just after transplantation. The tracking is performed
at 3 months, at 1 year and every year after the operation. In 2012, we will convert the
JARTRE system to an online registration and tracking system using the Internet like
LITRE-J. The advantages of these system are the ease of input, scope of the data, and
rapidly for statistical processing. Herein we have reported the details of JARTRE and
LITRE-]J, as well as the evaluation of the registry and tracking systems for renal and liver

transplantation in Japan.

REVIOUSLY, THE RENAL AND LIVER transplan-
tation registry in Japan was enforced yearly using
registration papers provided by committees of the Japanese
Society for Clinical Renal Transplantation and The Japa-
nese Liver Transplantation Society, supervised by the Japan
Society for Transplantation. Tracking of outcomes among
only renal and liver recipients employed forms prepared by
the committees. The statistics analyses were announced by
the committees yearly including the numbers and details of

new recipients and 3-year outcomes from the tracking data.
The input of the all data to and statistical analysis by
computer was performed manually. So these procedures
and their announcement to the public took a long time. It
was not possible to see current statistical data on these
transplantations in Japan. Following The Declaration of
Istanbul 2008, the committees planned to establish new
registry and tracking systems for recipients and donors of
renal and liver transplantation under the support of the
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Fig 1.

Health labor Sciences Research Grant by The Ministry of
Health Labor and Welfare.

MATERIALS AND METHODS

As the first step, for renal transplantation, the registration
committee of The Japan Society for Transplantation and Japa-
nese Society for Clinical Renal Transplantation, established a
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Table of transplantation cases.

new registry and tracking system, JARTRE (Japan Renal Trans-
plantation Registry) in 2009. The software stored all data in
encoded USB memory, as reported previously.! Access to the
software was restricted by passwords; the coded data in the
memory were confidential. The data for the recipient and donor
registration included their details and that for tracking, which
were simple. Were gathered at 3 months, at year, and yearly
after the operation.

Primary Registration LITRE-J

Initial

First Name

Date of birth

Primary Liver [ bile stasis OBA OPBC OPSC OCBA
Disease OAlagille OPFIC-1._OPFIC-I
Ocaroli Oother
O neoplasm OHce Occe O
Oother primary
O metastatic
O cirrhosis OHBV. OHcv Oalcholic
OAIH ONASH
Oother::
QO acutefailure OHAV OHBV OHCV.
Oother viral
Odurg Oautoimmune
Oother
O matabolic Owilson OFAP OOTC def
Ocitnullinemia OCPS1 def
OClycogen stor D

[ e
| i St}

Donor

Qother

Fig 2. Top part of initial screen to input the data for recipient and donor.
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As the second step, for liver transplantation, the registration
committee of The Japan Society for Transplantation and Japanese
Liver Transplantation Society established an online registry and
tracking system, LITRE-J (Liver Transplantation Registry in Ja-
pan), using the Internet in 2011.

The transplantation centers, register data via the Internet at their
convenience. After longing into the website for liver transplanta-
tion registry, the user name and password are inputted, showing the
center’s own cases in tabular format (Fig 1). The table contains
patient identification, transplantation date living or cadaveric do-
nor; source, and registration status. A new liver transplantation is
input by selecting “New Registration” beside the table Figure 2
shows the primary registration screen for a new case. This screen
allows input of gender and data of birth, recipient identification,
and primary cause of liver failure. After providing the initial data,
the case appears in the the centers table (Fig 1). The institutions
can select a case in the table and input detailed information into
both the recipient and donor sections: The website has many
screens selected by using an index, and data include nationality of
both, transplant number blood type, human leukocyte antigen,
infectious diseases, performance status (PS) of the recipient, cause
of liver failure, duration, complications of liver failure, donor
status; relationship, height, weight, blood pressure, history, labora-
tory findings, cause of death, and immunosuppressants after trans-
plantation. After inputting the data to the screen, “Preserve” must
be select to save the data in the server. The site automatically
excludes data with a logistical error—for sample, a parent donor
younger than a child.

The case table screen in LITRE-J has all the cases from each
institute. The institute can select a past case in the table (Fig 1), to
input tracking date. Figure 3 shows the initial screen to input
tracking data from a recipient. First, one must select among the
columns; alive, dead, or unknown. In case of death, its date and
cause must be inputted; on an other screen, the status of the graft;
surviving or rejected. In cases of rejection, the date and cause must
be inputted. In case of alive, the immunosuppressants, liver func-
tions, and complications must be inputted. Figure 4 shows the
initial screen to tracking data from the donor. First, one selects
among the columns; healthy, ill or unknown. In the case of illness,
its cause and duration must be inputted. On the same screen,
quality of life and performance status (PS) must be inputted. The
tracking data must be inputted at 3 months, at 1 year, and yearly
after the operation. All transplantation centers input the recipient
and donor details of new transplantation cases and tracking of
previous cases once a year in the website LITRE-J. Before using
this system, it was approved by the ethical committees of all
transplantation centers in Japan. The registration committee can
access all cases registered by LITRE-J, for statistical analysis and
public announce quickly, because the system omits the time to
manually input and correct the data.

RESULTS

The results of JARTRE have been reported previously.' In
2009, we received 1312 faxed initial reports of renal trans-
plantation cases and in 2010 collected 1212 (92.4%) de-
tailed data by JARTRE as well as,” 12,455 (83.2%) tracking
data from 14,962 past renal transplantation is excluding
6148 cases who had been impossible to track previously.”
Previously, the data input and data correction took a long
time requiring more than 1 year, for example in 2007, more
than 1 year later. Using new system, JARTRE, gathering

YUZAWA, TAKAHARA, KANMOCHI ET AL

LITRE-J

Recipient Tracking

Tﬁcking date

Status

QOL normal work or school
parttime work or shool
home saty

hospital

hospital

unknown

PS 000102030 4 O unknown

Dateofdeath | y/m/d D /D /D i
Cause of death | bleeding i
primary non-functioning
rejection
vascular complication

OA Ov @) R
Othrombus Ostenosis Oother
bile duct complication
infection

Fig 3. Top part of initial screen to input recipient tracking data.

registration and tracking data required only half the time
compared with the previous system. The quality of the
inputted date in USB memory was high, because the
JARTRE was able to warn investigators when the data had
a logistical error. We announced the statistical detailed data
for the previous year’s cases in the autumn.?

LITRE-J was used to register clinical cases from March
2011.* The registration and tracking has been performed
without difficulty, but, the detailed results have not yet been
by LITRE-J.

DISCUSSION

Registration and tracking of clinical cases must be per-
formed using electronic media, because of the volume of
data and the necessity for precision. Historically, data
collection for registration and tracking used paper with
manual computer input as The Japanese Renal Transplant
Registry.

Recently, over 1000 renal transplantation cases have been
performed annually, requiring lengthy periors of input, data
collection and correction, necessitating that the tracking oc-
curred not yearly but every 3 years. The advantages of the new
system are the ease of input, the comprehensiveness of the
data, and the rapidity of statistical processing.

225



EVOLUTION OF REGISTRY AND TRACKING SYSTEM

LITRE-J

Donor Tracking

ID: 01-223678-5 years
Trackingdate | y/m/d /D s
Status O unknown

O health O ill

normal work or school
parttime work or shool
home saty

hospital
hospital
unknown

000102 O30 4 Q unknown

PS

Cause

Duration y/m/d D /D D
Return to { : ;
normal life O possible Q) impossible
QoL normal work or school

parttime work or shool
home saty

Fig 4. Top part of initial screen to input donor tracking data.

Moreover, as previously reported,’ special renal trans-
plantation registrations are nowadays required: for exam-
ple, The Japan Organ Transplantation Network has a
cadaveric renal transplant donor registry.” the Japan ABO-
incompatible transplantation study group has a performed
renal registry,” and laparoscopic liver donor nephrectomies
by a study group supported by a Grant-in Aid for Research
on Human Genome, Tissue Engineering Food Biotechnol-
ogy, Health and Labour Sciences Research Grants, Ministry
of Health, Labour and Welfare of Japan.” These paper
inputs often require transplantation centers in Japan to
register twice or these times using different forms.

Naturally, the registration committee of The Japan Soci-
ety for Transplantation and Japanese Society for Clinical
Renal Transplantation plan to establish a Web registration
system using the Internet once problems have been re-
solved, for example, the security and maintenance of the
server. But before establishing it for renal transplantation
registry, the registration committee of The Japan Society

224
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for Transplantation and Japanese Liver Transplantation
Society made the Web registration system using Internet as
LITRE-]J for liver transplantation registry. At first, they
planned to make almost the same system using USB
memory as JARTRE for liver transplantation registry, but
from the beginning, they tried the Web registration system.
They started LITRE-J in March 2011. They could use
LITRE-J for registration and tracking of liver transplanta-
tion without any difficulty. We could not estimate the result
of LITRE-J now. But at the start, using LITRE-J, it was
found that version-up of the system was easy, because it
could be done by changing website on the server and it took
a short time. In the USB memory system like JARTRE, the
version up of the system could be done once a year when it
was collected. But, in the Web system like LITRE-J, the
version up could be done anytime.

We are now establishing a Web registration system for
renal transplantation like LITRE-J instead of JARTRE
that is planned to start in January 2012. Moreover, we scek
to establish a complete Internet registration and tracking
system for all organ transplantations in Japan.
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