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CBS MANDATE RE ORGAN REGISTRIES

In 2008, the Provinces & Territories asked CBS to:

The development of the following national patient registries for organ
transplantations:

(i) Living Paired Donor Exchange,
(ii) Urgent Status Patients, and
(iii) Highly Sensitised Patients

and related databases for such things as performance measurement.
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NATIONAL ADVISORY COMMITTEES

The following committees are made up of subject matter experts from across the
country:

= National Organ Registry User Group (NORUG)

= National HLA Advisory Committee

= National Kidney Registry Advisory Committee (NKRAC)

= National Organ Registry Privacy Advisory Committee (NORPAC)

= QOrgan Donation & Transplantation Expert Advisory Committee (ODTEAC)
= Living Donor Advisory Committee (LDAC)
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Living Donor Paired Exchange (LDPE)

» Finds exchanges for recipients with incompatible living donors
= Launched in 2009; 144 kidney transplants to date (Sept., 2012)
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NATIONAL ORGAN REGISTRIES

National Organ Waitlist (NOW)

» The national list of non-renal patients waiting for organ transplants in
Canada

= | jve on June 26, 2012.
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NOW ST1ATS AS OF 2012-09-07/

Active Non-Renal Patients by Organ Type

400
350
300
250
2
[
.2 200
d
[
a.
150
100
50
0 . . — —
i P
Heart Lung Liver Pancreas Islets Small Bowel | Heart Lung | Lung Liver Hver Liver Kidney a.ncreas
Pancreas Kidney
W Total 127 255 379 42 11 1 8 4 1 6 53

10/29/2012 6



NATIONAL ORGAN REGISTRIES

Highly Sensitised Patient (HSP) Registry

= Will introduce inter-provincial sharing of kidneys for highly sensitized
patients; agreement in place, but a registry is required to make it happen.

= Highly sensitised patients are disadvantaged in terms of equitable access
to deceased donor organs.

= To be considered highly sensitised in this registry, the recipient must have
a PRA of 95%, or higher.

= While the focus is on the HSP kidneys, the registry is designed for all
organs.

= Target is Q1 2013.
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Canadian Transplant Registry (CTR)
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ScOPE OF NATIONAL REGISTRIES

10/29/2012



