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Presenter Notes
Presentation Notes
The network is made up of several committees and reference groups that include national and international stakeholders (representing scientific knowledge, informatics knowledge, use case/user experience)
This network of experts includes approximately 300 people directly involved, from ~70 countries
Reference groups and committees can create special task force (such as the mapping task force)
The work of these groups is well orchestrated to facilitate collaboration, consistent processes and organized input. (quarterly Ref group/ctte meetings and Bi-annual meetings of the full network – written reports and meeting minutes)

There are multiple experts from the US representing US interests across these groups.
For example:
Chris Chute from Johns Hopkins has chaired the MSAC
Samson Tu has chaired the ITC
I represent the IFHIMA on the EIC and MbRG
And I personally know people from the US on each of these groups, though there is a lack of central coordination for these individuals




WHO ICD Governance & Maintenance

* Input Proposal Platform icd.who.int/dev11
* Includes participation from 20,000 users in 99 countries

* Criteria for relevance, rationale
* WHO FIC has processed 17,300 ICD-11 proposals

e Verification
* Scientific validity
e Statistical validity
* Relevant use case


Presenter Notes
Presentation Notes
The WHO-FIC maintenance platform is an online tool that provides a mechanism for broad input to suggest changes or enhance the content of the classifications.
Anyone can create an account and submit a proposal or comments.
ICD-11 proposals can be submitted on a particular entity in the foundation as well as for the reference guide
Anyone with an account can also search to see a list of existing proposals.
The proposal section in the User Guide provides information on how to use the proposal mechanism

Proposals must be complete to be considered and they are evaluated for relevance and rationale.
Proposals can be submitted for:
Content enhancement (changes, additions, deletions to the content of a current entity) – example add or delete a synonym for a current term
Adding a new entity (eg a disease)
Deleting a current entity
Hierarchical changes (change the block structure in a chapter)
Suggest a new post-coordination rule

The verification process considers scientific and statistical validity as well as the use case – to make sure changes are relevant
The WHO-FIC network that I previously described provides national and international expertise to this verification process (CSAC, MSAC) 

https://icd.who.int/dev11

WHO ICD Governance & Maintenance

* WHO ICD-11 Version Updates

* Minor updates — released annually
* Major Updates — released every five years (statistical continuity)

* Maintenance Optimization
* Simplify process, increase throughput
e Synchronize across all three classifications (ICD, ICF, ICHI)
* Leverage national and international stakeholder expertise
 Utilize technical knowledge within Collaborating Centers

* Key priority to develop guidance for national linearizations



Presenter Notes
Presentation Notes
There is no talk of an ICD-12, instead ICD-11 will be maintained and updated on a regular release schedule.
Annual updates will be released – representing minor changes that don’t cause a shift in statistics
Major changes – such as new code categories (that do cause a shift in statistics) will be released less frequently – every 5 yrs

The need to optimize the ICD-11 maintenance process is a priority in 2024 
In 2023, the Medical and Scientific Advisory Committee (MSAC) provided recommendations on 56 proposals, which is double the prior throughput. 
And this year the Classification and Statistics Advisory Committee (CSAC) began voting on reference guide proposals and the workload surged. 
Recognizing this increasing number of proposals, the Network plans to establish a workgroup for CSAC process improvement before the end of 2023. 

Developing guidance for national linearizations of ICD-11 is also a key priority for WHO-FIC in the coming year.
Governance issues Include: licensing, creation, and maintenance of a national linearization. 
Key issues:
Don’t compromise the core (i.e., the Foundation)
We may expect national linearizations (not clinical modifications) – Germany has made it clear they need a national linearization (likely also Australia, US, CA)
There is a need for guidance/parameters on what is/is not permitted nationally
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