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Current progress of the ICD-11 revision: Transfer from alpha to beta

phase
OGAWA TOSHIO SANO TOMOMI IMAMURA TOMOAKI

Nara Medical University School of Medicine, Department of Public Health, Health
Management and Policy

ICD (International Classification of Disease) revision project has been started since April 2007 for the purpose of
developing new ICD-11. ICD revision process has two phases namely alpha and beta phase. In alpha phase, structural
changes of new ICD have been developed by groups of specialists that are TAGs (topical advisory groups) or working
groups (WGs). Also various academic societies have supported this project providing additional financial and human
resources. Once structural changes have been done, TAGs and WGs then will gather information of diseases such as
definitions, aetiologies, and treatment for the multiple linearizations using the concepts of ontology. The purpose of this
study is to analyse the progress of alpha phase using information from 8 WGs in Internal Medicine TAG. According to the
results, there are large disparities of the revision progress between WGs, e.g., 4 WGs have already completed developing
structural changes whereas the other WGs are still working on it. It is suggested that the main reasons of those differences
are the existence of large number of stakeholders and roles of some main players in each WG. As large number of
stakeholders could achieve the high comprehensiveness and feasibility of the new classification for the different purposes,
however, it is difficult to have consensus between the stakeholders and making appropriate decisions in timely manner. For
avoiding the confusion and delay in decision-making, it is suggested that the roles of one or several key players acting as a
leader are important for conducting a large international project like this. ICD revision has been facing issues of scarce
resources. For launching ICD-11 in 2015 as the initial plan, providing additional resources and appropriate leadership should

be essential.

Keywords: ICD,International Classification of Disease, ICD-11 stakeholders,Internal Medicine
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WZER)

OM%ZI WG (RIRZES)

FER & RBMRBICB T AEEERIC OV THIZIER T LTV 5, NSNS DWW T,
ENZESZIH B THREREZ 2IEER L7223, Rare Disease TAG DOFEEHEE & K
TRICE 2> TREY, RRIZED THE Y, ERIT OV TIE 200~300 FTFESITLT
FEIRABTZ,

Metabolic disorders IZ-2VNT/NER TAG L EE L TWAHEBEH A28, /MNEE TAG
DER L THFTELE > TRDOD TWVETZ, BERFICOWTIIAROMO WG, IRFH E
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AR E LBEEMEEIINDILERD D,
[E5E]
+  The argument about the inborn errors that should be discussed with the pediatricians is a
valid one. There are inevitable overlaps in Pediatric TAG and they took a position of the
late comer, saying let others do it and then we will see whether it fits us. If the limitation
of the words is fifty, make it a hundred and five, and I’ 1l find an editor to clip additional
words.  (Dr.Ustiin)
I will talk with Dr. Hasegawa. (HIEZEER)

Om#E WG (MAZA)

BELTIZ DWW TCIEBRIZFER LT &R % Ms.Julie |25 T A 03, Rare Disease
TAG & DEENZ < EFEITTE TRV, Rare Disease TAG 5> Hid, ¥ HFTIIVE THE
HALTERERDEEELL BRI THEINTWADT, EHEN# LV, Neoplasm TAG
CIEBRBDREERE TEX TV 52%, Immune deficiency & Hemostasis & Thrombosis G
23% ¥ Rare Disease TAG & DFABBUNETH D, 2, @UIR LV E2—T 2 &BIRTE 5
PE D NICEMER X D, ICD-10 & 6 73— MIGT T, HY T 5ERPEAEICHRT
B DR ENVD TIEARD,

(&%)

- primary TR TWNW5 & ZAIED I ANTRVWOTIEARWD, (BEHEE)

FOTETHOTEHHFELTLE->TND,
We had a meeting last May but that was not creative and was unsuccessful. So now I do
hope to have a very creative and scientific-based discussion, and we hope to come to a
mutual agreement. I wish our working group had responsibility to decide which proposal
is right. Our working group has already finished a sort of internal review process, which
is almost equal to global review process. Hopefully I’ d like Dr. Ustun to substitute our
review process for the one defined by WHO. ([fAZEE)
We cannot be sure you have made a vigorous review process. We need to identify what
the internal review process that you made. Plus, in our review, we have some sort of
questions that check for internal consistency. These are some sort of parameters with
which we try to see in the content model whether a classification-wide consistency could
be achieved by modeling. I cannot give you a blanket guarantee that it will replace the
review now. (Dr.Ustiin)
Although they have gathered all the authorities from around the world, some sort of

neutrality is needed in the review. Anyway, please go ahead with your work. (EEFiE&E)
OfEfRa WG (BUHEZHR)
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BEEEIZOWTIE, B WG THi L. FEE L7ZEDI iICAT LA STV D,
REPEECOWTIRE > TWD P, EIfLE, MEIRES, LARICOWTIIEER
BOBERRETH D, ERIIOWVTHEFRTE TR,

EE L TV AHEBIC OV T, JSERMELEEBIZ- DUV T Rare Disease TAG 7> b ZERH &
T o, BEDRFEPEV TV S, DrRodney (34 WG REETDHHLOTH Y, Rare
Disease TAG IZERZHTOAIZ L TUELWEWSI BRI TH 5,

[Ege]

- DrRodney I3 KERBOSEIZIXZ DO NS5, FRIITETIEA90 (F
HER)

MERZWEE 2D, (BEZER)

ZOSEIIIERICEETH B, face-to-face meeting D FEILVDNRTEA H i (B E
#ER)

B R CIEEERNRTFER R, (BHEERER)

Rare Disease TAG (J#EHNLZILITHEY | B DERP H D204 RERPH %
EAIM, ERTRELZAFERLTUELY, (BEEFHER)

OV v<=F WG BBZER)
BEEEICOWTIHL, iICAT ~DANTFET LTWS, EBICBALTEIAERY U~F
2EDPIEBLTHERL T, 12 BE TILICAT CANTEHFETH D, BRIAE L E
BT DEEPAE TP, RIS R NFEED L, iICAT ~DOATNIZET LT
Do
[EE]
TRV TET 4 BB TAG LEEER, I ES Vo TNDEDIES I D,
(FHF#ER)
FEL NS TVNDICAT ~DANNTHEERY V~FZETABZEATLITFETH
5, (BHBZEER)

OFEKER WG (BEE)

BEEEICOWTITEN TW e BARMRGFEE B EETITOEER T LTWD,
Rare Disease TAG & —HiE ROMEDNH YV . /NEF TAG 220 bIEELEEEI R TE
V. BELRAEHIT TWD, ERICOWVWTUE, LV 2 IEEKRDY, LV 3ICA
STNBHD, —EBIZ-DOUNTIX Rare Disease & SHEHR TH 5,

BEEERICHOWTIIER, HEEICOWTIIERE WG, JEE TAG DREZEE
L72vy, MM IZ- DOV TIE Rare Disease TAG X0 U 7~ F WG &, BYEIZ W Tk
Infectious diseases & AL & DHMENH D, ICD-11 8 D WEB ZHERR L TEEL TV
5o
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29
T AU B OEROFIEROMEEIZ o7 2 & TEN TR, BARANEEHELE
LTI BAEALDRI»TETz, (BFEER)
Four points. One is about the Rare Diseases. Basically Mental Health TAG and
Neurology TAG came to us about sleep disorders. They wanted to establish the Sleep
TAG. Apparently the international civil society that produces an international
classification of sleep disorders had approached them. Sleep disorders involve not only
mental health, but also neurology and internal medicine, especially respiratory. Maybe we
can have a review type of a working group composing of three specialists in these fields
and ask them to check consistency among them. (Dr.Ustiin)
This is a sensitive issue involving these specialists who are very keen about the work. (&
BrEER)
Exactly, the issue is sensitive. The second thing is also about Rare Diseases. I sent an
assignment table and a harsh, stern reminder to Segolene. By the end of September,
Robert Jakob will go to see her. I would request from all the groups that in cases where
there are strong arguments, we should really make this evidence based to the extent
possible and the associated TAGs should be listened to.
Let me also tell you two irritating points from WHO. Basically Neoplasms TAG is more
or less ready. They have somehow decided in itself that they will copy the ICD-O
structure, which has a pretty good structure in one sense. And in the other sense, it
doesn’t always fulfill the multiple parenting. ICD-O uses the pathology that does not hold
right in my eye. I might need to be corrected. And currently Neoplasms TAG has a new
Co-Chair, and Chris Chute is not very happy with Neoplasms TAG’s work in the RSG, so
it will go under a harsh review. We should warn ourselves. So let us see how it will sort
itself.
The second thing is that though the infectious diseases chapter was a mixed bag of things,
we have identified as to how to organize the infectious disease chapter. As a classification,
hierarchy is everything. And this hierarchy in ICD-10, I can’ t see any logic. This is good,
maybe the fathers of ICD had a public health orientation, because most common things
that you see are what HIV folks and so on put in. The chapter has been re-ordered
according to microbiological principle. If you have any site specific infection, you can
replicate the same code with the infectious disease link in your chapter 2, depending on
which level you want. So that is news.
We are going to have double placement for infectious diseases. Its chapter will be
overhauled in iCAT. It seems complicated but it is just re-ordering the books in a same

library. (Dr.Ustiin)
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Dr. Ustun mentioned that many of the infectious diseases are belonging now to GI and
hepatology. There is no problem with the Infectious TAG. The Sleep TAG is probably not

formed, but there are pressure groups in the world that may potentially be disruptive. (&

FER)

(3) HIM-TAG b D#E (FAZER)

HIM-TAG I$BAE—FRIE(L LTV 5, ICD-11 CTIXEHLEEDIALBERICEE
ThHY ., EFEERICKNER T A—FIMEEOTELEO TERITRETH D, Kl
ER, Vx/ Iy AERBOERNE IESBRWVELE, P/ Iy A0 THEEITA
FVANVTEIED BN E WS FIBT, XML{LLEZV = /) 2 v 7 20V 7HEE, iCOSB %
PERR LTz, B, ERERERKZED iCOS [2H D ETF —F 2 LIZRIEE{TV.
HIDRAT 4 s AHN 7« TaPe s bAORAEREFL N5,

[&E5E]
© EEREPEHMOBBE TNV ERoTETWDS, (BHEHER)
TITFELEDY . HRTE ISR NENEREFT L, ZORR. a L BIZ
Lo TINETOERITIHLBEFRETHLIZ LD oTe, TDILEEZD
&L ATV 3 TIVIBEITREICRR D BEER L DOIZR 5D TIERW D, (FAE
8)
I think Jun Nakaya was right in saying that the HIM TAG is inactive, in the sense that
these people are basically computer experts. At a teleconference, they seemed to forget
what they said a month ago, although there is a website constantly recording those talks.
So it turned out that they had some sort of modeling discussions but without any active
production.
In the near future, we won’ t need to use ICD codes to search the web if we use uniform
resource identifiers, or URIs. There are two interesting immediate returns here, one is you
can create a web page for every disease immediately. Second, it will be webible and
semantic web friendly and searchable by search engine. That is the interesting thing that
HIM TAG really earned all the money that we gave to them by coming up with this
proposal, because then you will be automatically monitoring ICD.
The other thing is the famous debate between classifications and terminologies. We are
trying to create ICD within SNOMED and SNOMED within ICD, exactly meaning the
same thing in terms of linearization. If that happens, you can use them interchangeably.
That’s the HIM TAG update. Those are very much down-to-earth, real-life use cases for
health informatics rather than a big spiel thing. So those are interesting things.
Finally, there is a link data government initiative. EU is putting forty billion euro to that.

We are applying for a grant for that. The Japanese government may also be interested in

2-10



this. That is basically, rather than creating something new, linking existing data to each

other. So ICD might be a connector in that sense.  (Dr.Ustiin)

If you get the grant, that will be great. And that will be instrumental to our project. (&%
ER)

wENZ1T A 25 B (&) CERKETOREZTEL TV,
Uk
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| TRuEE % 1EENAE TAGBEATO Dr Usin DREREE

The 1st Japanese Meeting on the Internal Medicine TAG

Date: 10 September 2012
Venue: Ministry of Health, Labour and Welfare, Tokyo

Opening Remarks

Dr. Nobuyoshi Tani, Director, Japan International Classification of Diseases (ICD) Office,
International Classification and Information Management Office, Statistics and Information
Department Minister’s Secretariat, Ministry of Health, Labour and Welfare (MHLW), opened
the meeting and welcomed the participants. He explained the day’s schedule, and invited Mr.
Akira Isawa, Director-General, Statistics and Information Department Minister’s Secretariat,

MHLW, to give opening remarks.

Dr. Isawa thanked the members of the meeting for their participation. He noted that the Internal
Medicine (IM) Technical Advisory Group (TAG) had been working hard to cover a wide variety
of diseases, and that its work impacted many other TAGs. He requested the continued assistance
of all TAG members, and explained that MHLW hoped to continue to support the revision

process.

Dr. Tani thanked Dr. Isawa, and requested that meeting participants review the distributed
materials. Dr. Tani reviewed the schedule for each presentation, and then invited a presentation
from Dr. Tevfik Bedirhan Ustiin, Coordinator, Classifications, Terminologies and Standards,

Health Statistics and Informatics, World Health Organization.

Presentation by Dr. Tevfik Bedirhan Ustiin

Dr. Ustiin greeted the meeting, and stated he was glad to again return to Japan, noting that the
country had been a main center in the ICD revision process since 2007. He began by thanking
MHLW, the Japan Hospital Association, and other medical associations in Japan for their hard

work on ICD-11.

ICD is used for mortality, morbidity, primary care, clinical care and a many other purposes.
While ICD-11 will in some ways resemble ICD-10, it will function entirely in an electronic
environment. The revision will be structured, edited, and peer-reviewed. The project is now at a

critical point, with the beta version having been uploaded online. While the beta version is not

2-12



final, it is public.

Dr. Ustiin noted that he had received a number of questions for his talk, and stated that he would
cover each point. He then displayed the ICD-11 beta draft, explaining that definitions were

being filled out online.

New features of the ICD include its easy-to-use Internet-based platform. The aim of the ICD
revision process is to allow for input from users. The most important part of ICD-11 is its
definitions. In the Internal Medicine TAG, between 40-60% of the needed definitions have been
filled out. There is yet work to be done.

The ICD will be translated into Japanese. Translations from the previous ICD can be used to do

this in a quick and efficient way.

The new ICD-11 contains a foundation component. It is a digital library that is a collection of all
ICD entries and represents the entire ICD universe. In the new ICD-11, it is possible to utilize
this digital structure to have multiple parents, so that entries in the foundation component can be
placed under many different disciplines simultaneously. The IM TAG faces extensive overlaps
with other categories, such as rare diseases. WHO has identified which group has the primary
responsibility for each area and which groups are associate TAGs. While the primary
responsibility for each disease may lie with one specific TAG, it will be very useful to have

every relevant group agree on definitions.

With ICD-11 now in the beta phase, every day 300-700 comments and proposals are being

received on the new revision. Each worthy proposal will be sent on to the relevant TAGs.

Dr. Ustiin gave an overview of the content model for the IM TAG. Most titles, classification
properties, and 40-60% of textual definitions have been filled in, but terms, body systems/parts,
temporal properties, severity properties, and optional parameter categories have not yet been
done. Outside groups needing to use the unfilled portions will be allowed to fill in missing

portions moving forward.

A review process will be started to assure the quality of the beta content, as not every group
working on ICD-11 had put in the same level and quality of work. The review will focus on
whether information is present, whether it is scientifically accurate, whether it fits with other

definitions in ICD-11, and whether it is useful. There will also be a review on the structure of
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each linearization. Reviewers will comprise specialists in each field. Each TAG and working
group is asked to identify scientific peers who are qualified to review their section. The
members of each TAG and Working Group should not work as reviewers; rather they should
nominate external experts. WHO asks that information on each reviewer be sent along by 20
September 2012. Dr. Ustiin presented the content review schedule for ICD-11, noting that it was
hoped that each review would completed by the end of January 2013.

Addressing the question of how field trials should be done and their purpose, Dr. Ustiin stated
that the aim of field trials was to ensure that I[CD-11 was practically usable, that there was
comparability between ICD-10 and ICD-11, and in order to increase consistency, identify
improvement paths, and reduce errors. He added that essentially, each case in each field test
would be coded by at least two different people, and that agreement rates would then be
measured. He summarized that WHO hoped to determine whether different people using
ICD-11 coded in the same way and arrived at the same outcomes, and whether coding with

ICD-11 led to the same conclusions as coding with ICD-10.

Next, Dr. Ustiin addressed a question on how WHO acknowledged contributions. He said that
WHO was creating a list of all participants, and that the Revision Steering Group (RSG), each
TAG, Working Group would be asked who, aside from their own members, they wished to
acknowledge. He explained that contributors would be listed on the ICD website and in the print
version of ICD-11. |

Discussion

Dr. Kentaro Sugano, Professor and Chairman, Department of Medicine, Division of
Gastroenterology, Jichi Medical University, began the discussion by raising the issue of overlap
areas, noting that it was a vital issue for the IM TAG. He highlighted a conflict between the
Rare Diseases TAG and the Cardiovascular Working Group. Dr. Ustiin remarked that he had
written to the rare diseases and cardiovascular groups reminding them of the assignments given
for each area of conflict, and noting that these assignments were not being adhered to. He stated
that he hoped the RSG and Revision Steering Group Small Executive Group (RSG-SEG) would
intervene, proposing that this was a softer way of solving the issue rather than having the WHO
intervene. He reminisced that the two groups had formed an agreement in the summer of 2012,
and that there had since been activity running counter to that agreement. He stated that given
that many members in each group had said their differences were minimal, he hoped the

primary group for each disease would take into account the opinions of the associate group.
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