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Project overview
Despite significant advances in organ donation and transplantation (ODT) practices in Canada, 
the need for life-saving organ transplants continues to grow and exceed the availability of 
donated organs across the country — with high variability in capacity, data, policy and practice 
across the country in both donation and transplantation. System leaders, including the Organ 
Donation and Transplantation Collaborative (ODTC) led by Health Canada, identified the need 
for a consolidated and modernized pan-Canadian data repository with system performance 
indicators to inform improvements in access, efficiency, quality and outcomes across the 
ODT continuum of care.

In 2019, Health Canada approved multi-year funding for the Pan-Canadian ODT Data and 
Performance Reporting System Project, co-executed by CIHI and Canada Health Infoway 
(Infoway). The project is guided by Health Canada’s ODTC Data System Working Group 
(DSWG), which is co-chaired by Dr. Joseph Kim and Dr. Matthew Weiss. 

Through collaborations with provincial and territorial ministries of health, health organizations, 
clinicians, researchers, patients and the ODT community, this project aims to support 
improvements in ODT access, care and outcomes across Canada through the deployment 
of technology solutions, system integrations and pan-Canadian data and system-level 
performance reporting. The CIHI–Infoway Pan-Canadian ODT Data and Performance 
Reporting System Project builds on existing foundational ODT work, such as initiatives 
led by the provinces and territories, and those led by Canadian Blood Services and its 
ODT Expert Advisory Committee, where applicable.

/en/membership-lists-odt-project-external-advisory-groups
/en/membership-lists-odt-project-external-advisory-groups
/en/membership-lists-odt-project-external-advisory-groups
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/en/membership-lists-odt-project-external-advisory-groups
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CIHI and Infoway objectives for this 5-year ODT project include the following:

 • Development of national minimum data sets and data standards for deceased donation, 
living donation and transplantation (CIHI);

 • Procurement of data management systems to support point-of-care

/en/pan-canadian-organ-donation-and-transplantation-odt-data-and-performance-reporting-system-project
https://www.infoway-inforoute.ca/en/digital-health-initiatives/organ-donation-transplantation-data-management
https://www.infoway-inforoute.ca/en/digital-health-initiatives/organ-donation-transplantation-data-management
/en/pan-canadian-organ-donation-and-transplantation-odt-data-and-performance-reporting-system-project
/en/membership-lists-odt-project-external-advisory-groups
/en/membership-lists-odt-project-external-advisory-groups
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Notes
• Recipient journey: The TX MDS is organized according to phases along the transplantation 

journey workflow (see Appendix A). The major recipient workflow phases include 

1. Recipient referral

2. Transplant evaluation

3. Wait-listing

4. Recipient/donor matching 

5. Transplant surgery

6. Post-transplant follow-up

• A given organ and tissue transplantation program’s process may vary from the 
generic workflow provided, resulting in the capture of MDS elements in a different 
order than presented.

• Organ activity: CIHI plans to capture activity at the organ level at each phase of the 
transplant recipient journey.
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Phase Data element name Amendment
Phase 4: Recipient/
donor matching

• Donor Type Dropped

• HLA DP

• Virtual Crossmatch Test Result

• Donor Last Name (Partial)

• Donor Birthdate

• Donor Age Code at Time of Death

• Donor Age Unit at Time of Death

• Living Donation Program

• 
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Transplantation MDS v1.3

Phase 1 Recipient referral

ID Data element name Description Valid values
1.1 Recipient’s Health Care Number The recipient’s provincial/territorial health care number 

(HCN) (required for data linkage 
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ID Data element name Description Valid values
1.4 Transplant Program’s 

Recipient Identifier 
The unique local identifier assigned to the recipient 
by the transplant program

Transplant program local naming convention

1.5 Recipient Birthdate The numerical representation of the recipient’s full date 
of birth

YYYYMMDD

1.6 Recipient Province/Territory 
of Residence

If the recipient lives in Canada, the province/territory 
associated with the address where the recipient lives

• AB: Alberta

• BC: British Columbia

• MB: Manitoba

• NB: New Brunswick

• NL: Newfoundland and Labrador

• NS: Nova Scotia

• NT: Northwest Territories

• NU: Nunavut

• ON: Ontario

• PE: Prince Edward Island

• QC: Quebec

• SK: Saskatchewan

• YT: Yukon

• UNK: Unknown

Note: The value set codes are sourced from CRDM; 
UNK is sourced from HL7.

1.7 Recipient Postal Code If the recipient lives in Canada, the full postal code 
for the address where the recipient lives

ANANAN
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ID Data element name Description Valid values
1.8 Recipient Country of Residence Country where the recipient lives See list in Appendix B

Additional values:

• OTH: Other

• UNK: Unknown

Note: The value set codes are sourced from the 
International Organization for Standardization (ISO) 
and HL7.

1.9 Transplant Referral Date The date the referral was received by the 
transplant program

YYYYMMDD

1.10 Transplantation Centre The transplantation centre responsible for recipient 
case management 

Note: Subject to CIHI’s Organizational Index.

1.11 Organ(s) Requested Organ(s) requested for transplant at the time of referral 
(a patient can have multiple requests over time)

• BOW: Bowel/intestine

• HRT: Heart

• KDD: Kidneys/dialysis (includes en bloc transplants)

• LUB: Lung — Bilateral/en bloc

• LVR: Liver — Whole

• PAN: Pancreas — Whole

• PAI: Pancreas — Islet

Note: The value set codes are sourced from CRDM.

1.12 Previous Discussion about 
Living Donor Transplantation
(Kidney and liver transplants only)

Indication of whether the patient had discussed living 
donor transplantation with a health care provider 
before referral

• Y: Yes

• N: No

• UNK: Unknown

Note: The value set codes are sourced from HL7.

1.13 Sex at Birth The category assigned to the recipient at birth that is 
typically based on their reproductive system and other 
physical characteristics

• F: Female

• M: Male

• I: Intersex

• UNK: Unknown

Note: The value set codes are sourced from HL7, 
except intersex, which is sourced from CRDM.
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ID Data element name Description Valid values
1.14 Gender Identity The socially constructed roles, behaviours, identities 

and expressions of girls, women, boys, men and gender 
diverse people by a given society, by which the recipient 
self-identifies at the time of referral

• F: Female

• M: Male

• X: Another gender

• UNK: Unknown

• NA: Not applicable

Note: The value set codes are sourced from HL7, 
except another gender, which is sourced from CRDM.
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ID Data element name Description Valid values
1.21 Decision Regarding Referral The decision regarding the referral and whether 

the patient can proceed to transplant evaluation
• 1: Deferred

• 385645004: Accepted

• 443390004: Declined 

Note: The value set codes 385645004 and 443390004 
are sourced from SNOMED CT Canadian Edition.

1.22 Date of Decision 
Regarding Referral

The date of decision regarding the referral and whether 
the patient can proceed to transplant evaluation

YYYYMMDD

1.23 Date of Death The date of the declaration of death at any period 
of the patient’s transplantation journey

YYYYMMDD

1.24 Recipient Demographic 
Effective Date

The date associated with the Recipient First Name 
(Partial), Recipient Last Name (Partial), Recipient’s 
Health Care Number, Recipient Health Care Number 
Issuer, Recipient Province/Territory of Residence, 
Recipient Country of Residence and/or Recipient 
Postal Code

YYYYMMDD
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ID Data element name Description Valid values
2.3.1 Previous Transplant(s) — 

Province/Territory 
If the recipient lived in Canada, the province/territory 
(or provinces/territories) where the recipient received 
previous organ transplant(s)

• AB: Alberta

• BC: British Columbia

• MB: Manitoba

• NB: New Brunswick

• NL: Newfoundland and Labrador

• NS: Nova Scotia

• NT: Northwest Territories

• NU: Nunavut

• ON: Ontario

• PE: Prince Edward Island

• QC: Quebec

• SK: Saskatchewan

• YT: Yukon

• UNK: Unknown

Note: The value set codes are sourced from CRDM; 
UNK is sourced from HL7.
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ID Data element name Description Valid values
2.4 Previous Transplant(s) — 

Specific Organ(s) 
The specific organ(s) that were previously 
transplanted into the recipient

• BOW: Bowel/intestine

• HRT: Heart

• HLC: Heart–lung combination

• KDT: Kidney — Double/en bloc

• KDL: Kidney — Left

• KDR: Kidney — Right

• LUB: Lung — Bilateral/en bloc

• LUL: Lung — Left

• LUR: Lung — Right

• LBL: Lung — Left lung lower lobe

• LLU: Lung — Left lung upper lobe

• RLL: Lung — Right lung lower lobe

• RML: Lung — Right lung middle lobe

• RUL: Lung — Right lung upper lobe

• LVR: Liver — Whole

• LLL: Liver — Left lobe

• LRL: Liver — Right lobe

• LLS: Liver — Lateral segment

• LMS: Liver — Monosegment 

• PAN: Pancreas — Whole

• PAI: Pancreas — Islet

• PAS: Pancreas — Segment

Note: The value set codes are sourced from CRDM.
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ID Data element name Description Valid values
2.8 Medical History — Comorbidities Indication of the patient’s medical condition history • 194828000: Angina

• 62914000: Cerebrovascular disease

• 13645005: Chronic obstructive pulmonary disease 

• 105969002: Connective tissue disease

• 46635009: Diabetes type 1

• 44054006: Diabetes type 2 

• 698247007: Cardiac arrhythmia

• 86406008: Human immunodeficiency virus 

• 13644009: Hypercholesterolemia

• 38341003: Hypertension

• 414545008: Ischemic heart disease

• 235856003: Liver disease

• 45461000087109: Liver dysfunction

• 363346000: Malignant neoplastic disease

• 
•
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ID Data element name Description Valid values
2.9 Cytomegalovirus Antibody 

Measurement 
Indication of the most recent result of whether the 
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ID Data element name Description Valid values
2.12 Hepatitis B Surface Antigen 

Measurement
Indication of the most recent result of whether the 
recipient tested positive for the hepatitis B antigen 
(hepatitis BsAg) at the time of listing

• 10828004: Positive

• 260385009: Negative

• 373121007: Test not done

• 373068000: Undetermined 

Note: The data element code is sourced from SNOMED 
CT Canadian Edition (Hepatitis B Surface Antigen 
Measurement: 
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ID Data element name Description Valid values
2.15 Human Immunodeficiency Virus 

Antigen Test
Indication of the most recent result of whether the 
recipient tested positive for the HIV antigen at the 
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ID Data element name Description Valid values
2.20 Hemodynamics — Pulmonary 

Artery Pressure Systolic 
(Heart and lung transplants only)

The patient’s most recent systolic pulmonary artery 
pressure at the time of listing and transplant, in mmHg

#

Note: UCUM is used for the unit of measure.

2.21 Hemodynamics — Pulmonary 
Artery Pressure Diastolic
(Heart and lung transplants only)

The patient’s most recent diastolic pulmonary artery 
pressure at the time of transplant, in mmHg

#

Note: UCUM is used for the unit of measure.

2.22 Hemodynamics — Mean 
Pulmonary Artery Pressure
(Heart and lung transplants only)

The patient’s most recent mean pulmonary artery 
pressure at the time of transplant, in mmHg

#

Note: UCUM is used for the unit of measure.

2.23 Hemodynamics — Mean 
Pulmonary Capillary 
Wedge Pressure
(Heart and lung transplants only)

The patient’s most recent mean pulmonary capillary 
wedge pressure at the time of listing and transplant, 
in mmHg

#

Note: UCUM is used for the unit of measure.

2.24 Hemodynamics — Cardiac Index
(Lung transplants only)

The patient’s most recent cardiac index at the time 
of transplant, in L/min/m2

#

Note: UCUM is used for the unit of measure.

2.25 Hemodynamics — Cardiac Output 
(Heart and lung transplants only)

The patient’s most recent cardiac output at the time 
of listing (heart and lung transplants) and transplant 
(lung transplants only), in L/min

#

Note: UCUM is used for the unit of measure.

2.26 Hemodynamics — Pulmonary 
Vascular Resistance
(Heart and lung transplants only)

The patient’s most recent pulmonary vascular resistance 
at the time of transplant, in Wood units

#

Note: UCUM is used for the unit of measure.

2.27 Hemodynamics — Pulmonary 
Vascular Resistance Reactivity
(Heart and lung transplants only)

The patient’s most recent pulmonary vascular resistance 
reactivity at the time of transplant

• 11214006: Reactive 

• 131194007: Non-reactive 

• 373121007: Test not done

• UNK: Unknown

Note: The value set codes are sourced from SNOMED 
CT Canadian Edition; UNK is sourced from HL7.

2.28 Chemistry — Serum Albumin
(Kidney, liver and pancreas 
transplants only)

The patient’s most recent level of serum albumin at the 
time of listing and transplant, in g/L

#

Note: UCUM is used for the unit of measure.
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ID Data element name Description Valid values
2.29 Chemistry — Total Bilirubin

(Heart, intestine, liver and lung 
transplants only)

The patient’s most recent level of total bilirubin at the 
time of listing and transplant, in mol/L

#

Note: UCUM is used for the unit of measure.

2.30 Chemistry — Creatinine 
(Heart, liver and lung 
transplants only)

The patient’s most recent level of creatinine at the time 
of listing and transplant, in mol/L 

#

Note: UCUM is used for the unit of measure.

2.31 Chemistry — Alpha Fetoprotein
(Liver transplants only)

The patient’s most recent level of alpha fetoprotein 
at the time of transplant, in ng/mL

#

Note: UCUM is used for the unit of measure.

2.32 Chemistry — C-Peptide 
(Non-Fasting)
(Pancreas transplants only)

The patient’s most recent level of C-peptide 
(non-fasting) at the time of transplant, in nmol/L

#

Note: UCUM is used for the unit of measure.

2.33 Electrolytes — Serum Sodium
(Liver transplants only)

The patient’s most recent level of sodium at the time 
of listing and transplant, in mmol/L

#

Note: UCUM is used for the unit of measure.

2.34 Blood Gases — Partial Pressure 
of Carbon Dioxide 
(Lung transplants only)

The patient’s most recent partial pressure of carbon 
dioxide at the time of listing and transplant, in kPa

#

Note: UCUM is used for the unit of measure.

2.35 Blood Gases — Oxygen 
Requirement at Rest
(Lung transplants only)

The patient’s most recent oxygen requirement at rest 
at the time of listing

0 to 100%

2.36 Cardiothoracic Profile — 
6-Minute Walk Distance 
(Lung transplants only)

The patient’s most recent 6-minute walk distance at the 
time of listing and transplant, in metres

#

Note: UCUM is used for the unit of measure.

2.37 Cardiothoracic Profile — 
Forced Vital Capacity 
Percentage Predicted
(Lung transplants only)

The patient’s most recent forced vital capacity 
percentage predicted at the time of listing and transplant

0 to 100%

2.38 Cardiothoracic Profile — Forced 
Expiratory Volume in 1 Second 
Percentage Predicted
(Lung transplants only)

The patient’s most recent forced expiratory volume in 
1 second percentage predicted at the time of transplant

0 to 100%
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ID Data element name Description Valid values
2.39 Alcohol Use Indication of whether the patient has a history of alcohol 

use that poses a potential risk
• Y: Yes

• N: No

• UNK: Unknown

Note: The data element code is sourced from LOINC 
(History of Alcohol Use: 11331-6). The value set codes 
are sourced from HL7.

2.40 Smoking History Indication of whether the patient is a smoker 
(i.e., smoked cigarettes, cigars or a pipe in the 
last 6 months)

• Y: Yes

• N: No

• UNK: Unknown

Note: The data element code is sourced from LOINC 
(Tobacco Smoking Status: 72166-2). The value set 
codes are sourced from HL7.

2.41 Smoking Rate If the patient is a smoker (Smoking History = yes

•

  The data element code is sourced f52m LOINC 
(Tobacco Smoking Status: 72166-2). The value set 
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ID Data element name Description Valid values
2.44 Drug Use Indication of whether the patient has a history of 

non-medical or recreational drug use that poses a 
potential risk (not including smoking and marijuana 
use). Examples of non-medical or recreational drugs 
include hash, LSD, cocaine, heroin, crack, crystal 
meth, amphetamines (bennies), stimulants (uppers), 
benzodiazepines/barbiturates (downers), speed, 
ecstasy, anabolic steroids and methadone.

• Y: Yes

• N: No

• UNK: Unknown

Note: The data element code is sourced from LOINC 
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ID Data element name Description Valid values
2.45.2 Learning Difference 

or Disability Type
(Pediatric patients only)

The type of learning difference or disability the pediatric 
patient has at the time of listing, transplant and annually 
post-transplant until loss to follow-up or transfer to adult 
transplant program

• 
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ID Data element name Description Valid values
2.49 Insulin Dependent

(Pancreas and islet 
transplants only)

Indication of whether the patient requires insulin at the 
time of listing

• Y: Yes

• N: No

• UNK: Unknown

Note: The value set codes are sourced from HL7.

2.50 Previous Cardiac Surgery
(Heart transplants only)

Indication of whether the patient had a previous 
cardiac surgery

• Y: Yes

• N: No

• UNK: Unknown

Note: The value set codes are sourced from HL7.

2.51 Prior CRT-D, CRT or ICD
(Heart transplants only)

Indication of whether the patient had prior use 
of a cardiac resynchronization therapy defibrillator 
(CRT-D), cardiac resynchronization therapy (CRT) 
or an implantable cardioverter defibrillator (ICD)

• Y: Yes

• N: No

• UNK: Unknown

Note: The value set codes are sourced from HL7.

2.52 Inotropic Support
(Heart transplants only)

Indication of whether the patient was receiving inotropes 
at the time of transplant

• Y: Yes

• N: No

• UNK: Unknown

Note: The value set codes are sourced from HL7.

2.53 MCS/ECLS — Device Used
(Heart and lung transplants only)

Indication of whether a mechanical circulatory support 
(MCS) or extracorporeal life support (ECLS) device 
was used at the time of listing and transplant

• Y: Yes

• N: No

• UNK: Unknown

Note: The value set codes are sourced from HL7.
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ID Data element name Description Valid values
2.54 MCS/ECLS — Type

(Heart and lung transplants only)
The MCS or ECLS device that was used at the time 
of listing and transplant

• 129113006: Intra-aortic balloon pump

• 
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Phase 3 Wait-listing

ID Data element name Description Valid values
3.2 Date of Decision 

Regarding Wait-List
The date the patient’s suitability for the transplant 
wait-list was determined

YYYYMMDD

3.2.1 Deceased Donor Wait-List Type The type of deceased donation wait-list that the patient 
was put on at the time of wait-list activation

• 1: Standard deceased-donor wait-list

• 2: Expanded-criteria deceased-donor 
(or similar) wait-list

• 3: Hepatitis C deceased-donor wait-list 

• 4: National highly sensitized deceased-donor wait-list 

• 5: Kidney–pancreas deceased-donor wait-list
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ID Data element name Description Valid values
3.3 Reason for Non-Activation for 

Deceased Donor Wait-List
The main reason for non-activation for deceased 
donor wait-list

• 1: Active substance use 

• 2: Active/untreated infection

• 3: Destination ventricular assist device 

• 4: Excessive risk of recurrent disease

• 5: Extrahepatic hepatocellular carcinoma 

• 6: High-risk cardiovascular disease

• 7: History of poor medical adherence

• 8: Patient deceased while waiting

• 9: Patient declined or family choice

• 10: Patient has compatible living donor

• 11: Patient has incompatible living donor — planned 
for desensitization and/or paired exchange

• 12: Patient left country

• 13: Patient left for another program

• 14: Patient’s condition deteriorated — too sick 
for transplantation

• 15: Patient’s condition improved to the point that 
transplant not required

• 
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ID Data element name Description Valid values
3.4 Wait-List Activation Date(s) The date(s) the patient was activated/re-activated 

to the wait-list
YYYYMMDD

3.5 Date Patient Removed 
From Wait-List

The date the patient was permanently removed 
from the wait-list

YYYYMMDD

3.6 Reason Patient Removed 
From Wait-List

The main reason the patient was removed from 
the wait-list

• 1: Active malignancy

• 2: Active/untreated infection

• 3: Acute myocardial infarction

• 4: Death

• 5: Deconditioning 

• 6: Identified living donor

• 7: Investigation for malignancy

• 8: Major cardiac surgery

• 9: Major non-cardiac surgery (including vascular)

• 10: Moved out of area and/or onto new wait-list

• 11: Other cardiovascular disease

• 12: Patient preference or family choice

• 13: Recovery to the point that transplant not required

• 14: Stroke

• 15: Test outdated

• OTH: Other 

• UNK: Unknown

Note: OTH and UNK are sourced from HL7.

3.7 Wait-List On Hold Date(s) The date(s) the patient was placed on hold from 
the wait-list

YYYYMMDD
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ID Data element name Description Valid values
3.8 Reason for Being Put on Hold The reason the patient was placed on hold from 

the wait-list
• 1: Medically unsuitable — Temporary 

• 2: Not available (away)

• 3: Pending investigations

• 4: Potential living donor — Desensitization 
(ABO or HLA)

• 5: Potential living donor paired exchange transplant

• 6: Psychological issue(s) — Temporary

• OTH: Other 

• UNK: Unknown

Note: OTH and UNK are sourced from HL7.

3.9 Date of Registration for Kidney 
Paired Donation Program
(Kidney transplants only)

The date the patient was registered to the kidney paired 
donation (KPD) program

YYYYMMDD

3.10 Date of Removal From Kidney 
Paired Donation Program
(Kidney transplants only)

The date the patient was removed from the 
KPD program

YYYYMMDD

3.11 Medical Status The medical status of the patient with respect to the 
organ requested at the time of listing and transplant

See list in Appendix D

3.12 Medical Status — Organ The organ associated with the medical status of the 
patient at the time of listing and transplant 

• BOW: Bowel/intestine

• HRT: Heart

• KDD: Kidneys/dialysis (includes en bloc transplants)

• LUB: Lung — Bilateral/en bloc

• LVR: Liver — Whole

Note: The value set codes are sourced from CRDM.

3.13 MELD-Na
(Liver transplants only)

The patient’s model for end-stage liver disease — 
sodium (MELD-Na) score at the time of listing 
and transplant

6.0 to 40.0

3.14 MELD-Na — Peak 
(Liver transplants only)

The patient’s highest MELD-Na score at the time 
of transplant

6.0 to 40.0
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ID Data element name Description Valid values
3.15 MELD Exception

(Liver transplants only)
The condition for which the patient was assigned 
a MELD exception score at the time of listing 
and transplant

• 190905008: Cystic fibrosis

• 42295001: Familial amyloid polyneuropathy

• 83940008: Hepatic artery thrombosis 

• 109841003: Hepatocellular carcinoma

• 371067004: Hepatopulmonary syndrome

• 253017000: Hilar cholangiocarcinoma

• 445237003: Portopulmonary hypertension

• 17901006: Primary hyperoxaluria

• OTH: Other 

Note: The value set codes are sourced from SNOMED 
CT Canadian Edition; OTH is sourced from HL7.

3.18 Hepatitis BcAb Positive 
Donor Accepted

Indication of whether the transplant team is willing to 
accept a potential donor who is hepatitis BcAb positive

• Y: Yes

• N: No

Note: The value set codes are sourced from HL7.
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Phase 4 Recipient/donor matching

ID Data element name Description Valid values
4.1 HLA A The recipient’s 2 human leukocyte antigen (HLA) 

type A antigens
See Appendix E for a list of recognized serological 
HLA specificities

Additional values:

• 37501000087101: Human leukocyte antigen 
typing — No antigen identified

• 

37501000087101: Human leukocyte antigen type A antigens
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ID Data element name Description Valid values
4.3 HLA C The recipient’s 2 HLA C antigens See Appendix E for a list of recognized serological 

HLA specificities

Additional values:

• 37501000087101: Human leukocyte antigen 
typing — No antigen identified

• UNK: Unknown/not available/typing not done

• OTH: Other

Note: The data element code is sourced from LOINC 
(HLA-C [Type]: 13302-5). UNK and OTH are sourced 
from HL7.

4.4 HLA DR The recipient’s 2 HLA DR antigens See Appendix E for a list of recognized serological 
HLA specificities

Additional values:

• 37501000087101: Human leukocyte antigen 
typing — No antigen identified

• UNK: Unknown/not available/typing not done

• OTH: Other

Note: The data element code is sourced from LOINC 
(HLA-DR Locus [Type]: 21341-3). UNK and OTH are 
sourced from HL7.

4.5 HLA DQ The recipient’s 2 HLA DQ antigens See Appendix E for a list of recognized serological 
HLA specificities

Additional values:

• 37501000087101: Human leukocyte antigen 
typing — No antigen identified

• UNK: Unknown/not available/typing not done

• OTH: Other

Note: The data element code is sourced from LOINC 
(HLA-DQ Locus 2 [Type]: 34143-8). UNK and OTH 
are sourced from HL7.
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ID Data element name Description Valid values
4.5.1 HLA DP The recipient’s 2 HLA DP antigens See Appendix E for a list of recognized serological 

HLA specificities

Additional values:

• 37501000087101: Human leukocyte antigen 
typing — No antigen identified

• UNK: Unknown/not available/typing not done

• OTH: Other

Note: The data element code is sourced from LOINC 
(HLA-DP [Type]: 12285-3). The value set code 
is sourced from SNOMED CT Canadian Edition; 
UNK and OTH are sourced from HL7.

4.6 Standard Crossmatch Test Result Indication of whether the standard crossmatch test 
on T-lymphocytes or peripheral blood lymphocytes 
was positive or negative at 22°C or 37°C

• 10828004: Positive

• 260385009: Negative

• 373121007: Test not done

• UNK: Unknown 

Note: The value set codes are sourced from SNOMED 
CT Canadian Edition; UNK is sourced from HL7.

4.6.1 Virtual Crossmatch Test Result Indication of whether the virtual crossmatch test result 
was positive

• 10828004: Positive

• 260385009: Negative

• 373121007: Test not done

• UNK: Unknown 

Note: The value set codes are sourced from SNOMED 
CT Canadian Edition; UNK is sourced from HL7.

4.7 Donor Health Care Number The donor’s provincial/territorial HCN at the time 
of donation (required for data linkage purposes)

Donor health care number adhering to the 
provincial/territorial HCN convention
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ID Data element name Description Valid values
4.13.2 Donor Age Unit at Time of Death The age unit (numeric value that measures the specified 

age code) of the donor at the time of death
• Age in years for donors 2 or more years of age: 

2 to 130

• Age in months for donors younger than 24 months 
of age: 1 to 23

• Age in days for donors younger than 31 days of age: 
1 to 30

• Newborns: 0

4.14 Living Donation Program The living donation program responsible for intake of the 
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Phase 5 Transplant surgery

ID Data element name Description Valid values
5.1 Specific Organ(s) 

Being Transplanted
The specific organ(s) that are being transplanted 
into the recipient

• BOW: Bowel/intestine

• HRT: Heart

• HLC: Heart–lung combination

• KDT: Kidney — Double/en bloc

• KDL: Kidney — Left

• KDR: Kidney — Right

• LUB: Lung — Bilateral/en bloc

• LUL: Lung — Left

• LUR: Lung — Right

• LBL: Lung — Left lung lower lobe

• LLU: Lung — Left lung upper lobe

• RLL: Lung — Right lung lower lobe

• RML: Lung — Right lung middle lobe

• RUL: Lung — Right lung upper lobe

• LVR: Liver — Whole

• LLL: Liver — Left lobe

• LRL: Liver — Right lobe

• LLS: Liver — Lateral segment

• LMS: Liver — Monosegment 

• PAN: Pancreas — Whole

• PAI: Pancreas — Islet

• PAS: Pancreas — Segment

Note: The value set codes are sourced from CRDM.
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ID Data element name Description Valid values
5.2 Organ Source Identifies the source of the transplanted organ • 1187236000: Donor after neurological determination 

of death

• 
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ID Data element name Description Valid values
5.12 Procedure Type

(Heart and pancreas 
transplants only)

The type of surgical procedure used for transplant Heart: 

• 1: Biatrial

• 2: Bicaval

• OTH: Other 

• UNK: Unknown 

Pancreas: 

• 3: Enteric exocrine drainage 

• 4: Urinary exocrine drainage 

• 5: Systemic venous drainage

• 6: Portal venous drainage

• OTH: Other 

• UNK: Unknown 

Note: OTH and UNK are sourced from HL7. 
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ID Data element name Description Valid values
5.16
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ID Data element name Description Valid values
5.18 Clavien–Dindo Classification The classification of surgical complications using 

the Clavien–Dindo classification system
• 258351006: Grade I

• 258352004: Grade II

• 307203009: Grade IIIa

• 307204003: Grade IIIb

• 307206001: Grade IVa

• 307207005: Grade IVb

• 258355002: Grade V 

Note: The value set codes are sourced from SNOMED 
CT Canadian Edition.

5.19 Intra-Operative Death •
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ID Data element name Description Valid values
5.23 MCS/ECLS — 

Post-Operative Type
(Heart and lung transplants only)

The MCS or ECLS device that was 
used post-operatively

• 129113006: Intra-aortic balloon pump

• 360066001: Left ventricular assist device

• 360065002: Right ventricular assist device 

• 361158001: Artificial heart 

• 45001000087101: Venoarterial extracorporeal 
membrane oxygenation system

• 45011000087104: Venovenous extracorporeal 
membrane oxygenation system

• OTH: Other 

• UNK: Unknown

Note: The value set codes are sourced from SNOMED 
CT Canadian Edition; OTH and UNK are sourced 
from HL7.

5.24 MCS/ECLS — Separation Date
(Heart and lung transplants only)

The date of MCS or ECLS separation post-operatively YYYYMMDD

5.26 Date of Hospital Discharge The date the recipient was discharged from the hospital 
or the date of death in hospital

YYYYMMDD

5.27 Provider of Follow-Up Care The health care team providing transplant follow-up care 
to the recipient, as determined at the time of discharge 

• 1: Non-transplantation centre clinic

• 2: Transplantation centre 

• 702855004: Family medicine clinic

• OTH: Other

• UNK: Unknown

Note: The value set code 702855004 is sourced from 
SNOMED CT Canadian Edition; OTH and UNK are 
sourced from HL7.



49

Canadian Organ Donation and Transplantation Data System (CanODT): 
Transplantation Minimum Data Set, Version 1.3

Phase 6 Post-transplant follow-up

ID Data element name Description Valid values
6.1.1.1 Date of Annual Follow-Up Visit 

(Pediatric patients only)
The date the annual follow-up visit occurred for pediatric 
patients (i.e., for Recipient Height, Recipient Weight, 
Academic Grade Level, Learning Difference or Disability, 
Learning Difference or Disability Type, and Cognitive 
Development Delay or Impairment)

YYYYMMDD

6.1.1 Route of Loss of Contact The reason or method through which contact was lost 
with the recipient

• 1: Changed transplantation centre

• 2: Transferred to non-transplantation centre clinic

• 3: Contact information outdated

• 4: Death

• 5: Moved

• 6: Non-responsive/unwilling to continue follow-up

• OTH: Other 

Note: OTH is sourced from HL7. 

6.1.2 Date of Loss of Follow-Up The date the recipient care team lost contact with 
the recipient post-transplant or the date follow-up 
care was transferred

YYYYMMDD

6.1.3 Follow-Up Care — Facility 
Transferred To

If the recipient was transferred during their 
post-transplant follow-up care, the facility 
they were transferred to

Note: Subject to CIHI’s Organization Index.

6.1.4 Follow-Up Care — Facility 
Transferred From

If the recipient was transferred during their 
post-transplant follow-up care, the facility 
they were transferred from

Note: Subject to CIHI’s Organization Index.

6.1.5 Date Follow-Up Care 
Transfer Received

The date the transfer of follow-up care was received 
by the facility the recipient is transferring to

YYYYMMDD

6.2 Malignancy Diagnosis Date The date of each post-transplant malignancy diagnosis YYYYMMDD
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ID Data element name Description Valid values
6.3 Type of Malignancy The type of malignancy that the recipient was diagnosed 

with post-transplant
• 399326009: Bladder cancer

• 254837009: Breast cancer

• 363354003: Cervical cancer

• 372062007: Malignant neoplasm of central 
nervous system 

• 781382000: Colorectal cancer

• 363349007: Gastric cancer

• 271468000: Malignant neoplasm 
of genitourinary organ

• 363402007: Esophageal cancer

• 109841003: Hepatocellular carcinoma

• 93143009: Leukemia

• 93870000: Liver cancer

• 363358000: Lung cancer

• 118600007: Lymphoma

• 109989006: Multiple myeloma

• 363392002: Cancer of oropharynx

• 254290004: Post-transplant 
lymphoproliferative disorder 

• 399068003: Cancer of prostate

• 702391001: Renal cell carcinoma

• 424413001: Sarcoma

• 93655004: Melanoma of skin

• 1418361000168101: Non-melanoma skin cancer

• 363449006: Malignant tumor of testis

• 363478007: Thyroid cancer

• OTH: Other 

• UNK: Unknown 

Note: The value set codes are sourced from SNOMED CT 
Canadian Edition; OTH and UNK are sourced from HL7. 





Canadian Organ Donation and Transplantation Data System (CanODT): 
Transplantation Minimum Data Set, Version 1.3

52

ID Data element name Description Valid values
6.8 CAV — Grade

(Heart transplants only)
The CAV grade, per Pollack A, et al. Detection and 
imaging of cardiac allograft vasculopathy. JACC: 
Cardiovascular Imaging. 2013 

• 45581000087102: CAV (cardiac allograft 
vasculopathy) 0

• 45561000087108: CAV (cardiac allograft 
vasculopathy) 1

• 45571000087104: CAV (cardiac allograft 
vasculopathy) 2

• 45591000087100: CAV (cardiac allograft 
vasculopathy) 3

• UNK: Unknown

Note: CAV grades obtained from Pollack A, et al. 
Detection and imaging of cardiac allograft vasculopathy. 
JACC: Cardiovascular Imaging. 2013. The value set 
codes are sourced from SNOMED CT Canadian Edition; 
UNK is sourced from HL7.

6.9 CAV — mTORi Prescribed 
(Heart transplants only)

Indication of whether the recipient was prescribed 
mammalian target of rapamycin inhibitors (mTORi) 
when they were diagnosed with CAV 

• Y: Yes

• N: No

• UNK: Unknown

Note: The value set codes are sourced from HL7.

6.10 Infection Type The type of infection acquired by the recipient • 87628006: Bacterial infection

• 3218000: Fungal infection 

• 34014006: Viral infection

• UNK: Unknown

Note: The value set codes are sourced from SNOMED 
CT Canadian Edition; UNK is sourced from HL7. 

6.11 Date(s) Infection Identified The date(s) of infection or reactivation 
requiring treatment or adjustment of 
immunosuppression medication

YYYYMMDD

https://doi.org/10.1016/j.jcmg.2013.03.001
https://doi.org/10.1016/j.jcmg.2013.03.001
https://doi.org/10.1016/j.jcmg.2013.03.001
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ID Data element name Description Valid values
6.15.1 Date of 1-Year Lung Transplant 

Follow-Up
(Lung transplants only)

The date the recipient received their 1-year lung 
post-transplant follow-up

YYYYMMDD

6.16 Best Percentage Predicted 
Forced Expiratory 
Volume in 1 Second
(Lung transplants only)

The average of the 2 best measures of the forced 
expiratory volume in 1 second percentage predicted 
that were taken at least 3 weeks apart in the first year 
post-operatively

0% to 100%

6.17 CLAD — Diagnosis Date
(Lung transplants only)

The date of diagnosis for definite chronic lung allograft 
dysfunction (CLAD)

YYYYMMDD

6.18 CLAD — Stage
(Lung transplants only)

The stage of the CLAD at the time of diagnosis

The 993896 382LS
E79895019T189.27699234e
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ID Data element name Description Valid values
6.20.1 Graft Rejection — Organ The organ associated with the graft rejection • BOW: Bowel/intestine

• HRT: Heart

• KDD: Kidneys/dialysis (includes en bloc transplants)

• LUB: Lung — Bilateral/en bloc

• LVR: Liver — Whole

• PAN: Pancreas — Whole

Note: The value set codes are sourced from CRDM.

6.21 Graft Rejection Category Identifies the grade, type or diagnosis of the graft 
rejection with respect to the transplanted organ

See list in Appendix F

6.22 Donor-Specific Antibody The type of donor-specific antibody (DSA) at the time 
of graft rejection

• 2667000: Absent

• 44961000087102: Present de novo

• 44971000087106: Present pre-existing

• 373121007: Test not done

• 373068000: Undetermined 

Note: The value set codes are sourced from SNOMED 
CT Canadian Edition. 

6.22.1 Graft Failure — Organ The organ associated with the graft failure • BOW: Bowel/intestine

• HRT: Heart

• KDD: Kidneys/dialysis (includes en bloc transplants)

• LUB: Lung — Bilateral/en bloc

• LVR: Liver — Whole

• PAN: Pancreas — Whole

Note: The value set codes are sourced from CRDM.

6.22.2 Date of Graft Failure The date the transplanted organ ceased 
to function adequately 

Pancreas transplants: Pancreatic graft failure 
is measured at the date of restarting insulin 
after transplantation.

YYYYMMDD

6.23 Reason for Graft Failure The reason the transplanted organ ceased 
to function adequately

See list in Appendix G
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Figure A2  Transplant following deceased donation workflow
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Appendix B: Country codes
The following table provides a list of country codes for data elements 1.8 (Recipient Country 
of Residence) and 2.3.1.1 (Previous Transplant(s) — Country). This CIHI standard country code 
pick-list is a subset of the current ISO 3166-1 standard. It includes 249 unique country codes 
that are relevant to Canada, including 2 additional countries from Statistics Canada — Kosovo 
(XKO) and Sark (XSQ) — that are not part of ISO 3166-1. Note that for a number of countries, 
the short name from Statistics Canada is used rather than what is provided in ISO 3166-1.

Alpha-3 code English short name French short name
AFG Afghanistan Afghanistan

ALA Åland Islands Åland, Îles

ALB Albania Albanie

DZA Algeria Algérie

ASM American Samoa Samoa américaines

AND Andorra Andorre

AGO Angola Angola

AIA Anguilla Anguilla

ATA Antarctica Antarctique

ATG Antigua and Barbuda Antigua-et-Barbuda

ARG Argentina Argentine

ARM Armenia Arménie

ABW Aruba Aruba

AUS Australia Australie

AUT Austria Autriche

AZE Azerbaijan Azerbaïdjan

BHS Bahamas Bahamas

BHR Bahrain Bahreïn

BGD Bangladesh Bangladesh

BRB Barbados Barbade

BLR Belarus Bélarus

BEL Belgium Belgique

BLZ Belize Belize

BEN Benin Bénin

BMU Bermuda Bermudes

BTN Bhutan Bhoutan

BOL Bolivia Bolivie

BES Bonaire, Sint Eustatius and Saba Bonaire, Saint-Eustache et Saba

BIH Bosnia and Herzegovina Bosnie-Herzégovine





62

Canadian Organ Donation and Transplantation Data System (CanODT): 
Transplantation Minimum Data Set, Version 1.3



63

Canadian Organ Donation and Transplantation Data System (CanODT): 
Transplantation Minimum Data Set, Version 1.3



64

Canadian Organ Donation and Transplantation Data System (CanODT): 
Transplantation Minimum Data Set, Version 1.3





66

Canadian Organ Donation and Transplantation Data System (CanODT): 
Transplantation Minimum Data Set, Version 1.3





68

Canadian Organ Donation and Transplantation Data System (CanODT): 
Transplantation Minimum Data Set, Version 1.3

Organ Valid values
Heart 19: Acute myocardial infarction

20: Cardiac tumour
21: Congenital heart disease
22: Coronary artery disease
23: Dilated cardiomyopathy
24: Hypertrophic cardiomyopathy
25: Metabolic disorder
26: Muscular dystrophy
27: Myocarditis
28: Refractive arrhythmia
29: Restrictive cardiomyopathy
30: Valvular heart disease
OTH: Other 
UNK: Unknown

Kidney 31: Congenital renal disease
32: Diabetes
33: Drug-induced nephropathy
34: Glomerulonephritis/autoimmune diseases
35: Polycystic kidney
36: Renal vasculopathy
OTH: Other 
UNK: Unknown

Liver 25: Metabolic disorder
37: Acute hepatic failure
38: Alcoholic liver disease
39: Hepatic tumour
40: Hepatitis B or C
41: Nonalcoholic steatohepatitis
OTH: Other 
UNK: Unknown

Lung 42: Alpha I antitrypsin deficiency
43: Asbestosis
44: Bronchiectasis
45: Bronchiolitis obliterans
46: Cardiomyopathy
47: Chronic lung allograft dysfunction
48: Chronic obstructive lung disease
49: Congenital lung disease
50: Cystic fibrosis
51: Eisenmenger syndrome
52: Emphysema
53: Idiopathic pulmonary fibrosis
54: Primary pulmonary hypertension
55: Sarcoidosis
OTH: Other 
UNK: Unknown
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Organ Valid values
Pancreas 6: Trauma
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Appendix D: Medical Status values
The following table provides a list of values for data element 3.11 (Medical Status). 
They describe the medical status of transplant candidates. 

Organ Valid values
Intestine 1: Status 1: Candidate is waiting at home 

2: Status 2: Candidate is hospitalized for related disease
3: Status 3: Candidate is in ICU or step-down unit for complication of bowel disease

Heart 4: Status 1
5: Status 1S
6: Status 2
7: Status 2S
8: Status 3
9: Status 3S
10: Status 3.5
11: Status 3.5S
12: Status 4

Kidney 13: Normal priority
14: High priority (medically urgent) 

Liver 15: Status 1: At home
16: Status 2: Hospitalized
17: Status 3: Hospitalized in ICU but not intubated
18: Status 3F: Hospitalized in ICU but not intubated; fulminant hepatic failure (FHF)
19: Status 4: Hospitalized in ICU and intubated
20: Status 4F: Hospitalized in ICU and intubated; fulminant hepatic failure (FHF)

Lung 21: Status 1: Stable and waiting
22: Status 2: Decompensation
23: Status 3: Heart–lung or rapidly deteriorating 

Source
Canadian Cardiac Transplant Network. Heart Status Listing Revision November 9 2021. 2021. 

https://ccs.ca/app/uploads/2022/01/StatusListingRevision_November9_2021.pdf
https://ccs.ca/app/uploads/2022/01/StatusListingRevision_November9_2021.pdf
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Appendix E: HLA values
The following table provides a list of HLA values for data elements 4.1 to 4.5.1 (HLA A, B, 
C, DQ, DR and DP, respectively). These HLA values come from the Immuno Polymorphism 
Database–ImMunoGeneTics/Human Leukocyte Antigen (IPD-IMGT/HLA) Database. 

HLA group Valid values
HLA A A1, A2, A203, A210, A3, A9, A10, A11, A19, A23(9), A24(9), A2403, A25(10), A26(10), 

A28, A29(19), A30(19), A31(19), A32(19), A33(19), A34(10), A36, A43, A66(10), 
A68(28), A69(28), A74(19), A80

HLA B B5, B7, B703, B8, B12, B13, B14, B15, B16, B17, B18, B21, B22, B27, B2708, B35, 
B37, B38(16), B39(16), B3901, B3902, B40, B4005, B41, B42, B44(12), B45(12), B46, 
B47, B48, B49(21), B50(21), B51(5), B5102, B5103, B52(5), B53, B54(22), B55(22), 
B56(22), B57(17), B58(17), B59, B60(40), B61(40), B62(15), B63(15), B64(14), 
B65(14), B67, B70, B71(70), B72(70), B73, B75(15), B76(15), B77(15), B78, B81, 
B82, Bw4, Bw6

HLA C Cw1, Cw2, Cw3, Cw4, Cw5, Cw6, Cw7, Cw8, Cw9(w3), Cw10(w3)

HLA DR DR1, DR103, DR2, DR3, DR4, DR5, DR6, DR7, DR8, DR9, DR10, DR11(5), DR12(5), 
DR13(6), DR14(6), DR1403, DR1404, DR15(2), DR16(2), DR17(3), DR18(3), DR51, 
DR52, DR53

HLA DQ DQ1, DQ2, DQ3, DQ4, DQ5(1), DQ6(1), DQ7(3), DQ8(3), DQ9(3)

HLA DP DPw1, DPw2, DPw3, DPw4, DPw5, DPw6

Sources
Marsh SGE, et al. Nomenclature for factors of the HLA system, 2010. Tissue Antigens. 2010.
Robinson J, et al. IPD-IMGT/HLA Database. Nucleic Acids Research. 2020.

https://doi.org/10.1111%2Fj.1399-0039.2010.01466.x
https://doi.org/10.1093%2Fnar%2Fgkz950
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Organ Valid values
Liver 1: Mixed rejection

2: Suspected symptomatic rejection, biopsy not performed

Banff diagnoses:
25: T cell-mediated rejection, moderate
26: T cell-mediated rejection, severe
27: Early chronic rejection
28: Late chronic rejection
29: Plasma cell-rich rejection
30: Definite acute/active antibody-mediated rejection
31: Suspicious acute/active antibody-mediated rejection
32: Probable chronic active antibody-mediated rejection
33: Possible chronic active antibody-mediated rejection

Lung 1: Mixed rejection
2: Suspected symptomatic rejection, biopsy not performed

34: Acute rejection grade A1 (minimal)
35: Acute rejection grade A2 (mild)
36: Acute rejection grade A3 (moderate)
37: Acute rejection grade A4 (severe)
38: Definite clinical antibody-mediated rejection
39: Probable clinical antibody-mediated rejection
40: Possible clinical antibody-mediated rejection

Pancreas 1: Mixed rejection
2: Suspected symptomatic rejection, biopsy not performed

Banff diagnoses: 
14: Chronic active antibody-mediated rejection
41: Chronic allograft arteriopathy
42: Chronic allograft rejection/graft fibrosis: Stage II (moderate graft fibrosis)
43: Chronic allograft rejection/graft fibrosis: Stage III (severe graft fibrosis)
44: Grade II/Moderate acute T cell-mediated rejection
45: Grade III/Severe acute T cell-mediated rejection
46: Grade II/Moderate acute antibody-mediated rejection
47: Grade III/Severe acute antibody-mediated rejection

Sources
Berry GJ, et al. The ISHLT working formulation for pathologic diagnosis of antibody-mediated rejection in heart transplantation: 
Evolution and current status (2005–2011). The Journal of Heart and Lung Transplantation. 2011.
Stewart S, et al. Revision of the 1990 working formulation for the standardization of nomenclature in the diagnosis of heart 
rejection. The Journal of Heart and Lung Transplantation. 2005.
Levine DJ, et al. Antibody-mediated rejection of the lung: A consensus report of the International Society for Heart and Lung 
Transplantation. The Journal of Heart and Lung Transplantation. 2016.
Stewart S, et al. Revision of the 1996 working formulation for the standardization of nomenclature in the diagnosis of lung 
rejection. The Journal of Heart and Lung Transplantation. 2007.

https://www.jhltonline.org/article/S1053-2498(11)00796-0/pdf
https://www.jhltonline.org/article/S1053-2498(11)00796-0/pdf
https://pubmed.ncbi.nlm.nih.gov/16297770/
https://pubmed.ncbi.nlm.nih.gov/16297770/
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Appendix H: Post-Transplant Cause of 
Death values
The following tables provides a list of values for data element 6.29 (Post-Transplant Cause 
of Death). They describe the most proximate injury/illness that led to the death of the recipient. 
These values were adapted from CORR.

Group Valid values 
Accident 1: Accident related to treatment 

2: Accident unrelated to treatment 

Cardiac 3: Cardiac arrest, cause unknown 
4: Fluid overload  
5: Hemorrhagic pericarditis 
6: Hyperkalemia 
7: Hypertensive cardiac failure 
8: Hypokalemia 
9: Myocardial ischemia and infarction 
10: Other causes of cardiac failure 

Gastrointestinal 11: Acute gastroenteritis wi059/TTS8ehydra 4: F155.Goenteiitisl

5: H1luiMvalitis carction 
6: H1emoPancment 
7: H1ypePardata 
8: H17pePardata 
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Appendix I: Glossary of terms
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If the donor is cleared for donation surgery and they are an acceptable match with the 
recipient, the donation surgery is planned (e.g., surgery is scheduled, operating room 
is booked, donor is admitted, etc.).

Once donation surgery planning is completed, donation surgery is conducted to retrieve 
the organ.

Once donation surgery is conducted, the donor is provided with post-operative care 
and recovery, after which they are discharged.

Once the donor is discharged, the donor will receive post-operative and long-term 
follow-up care.

Figure A2 Transplant following deceased donation workflow 

This figure captures at the highest level the most important tasks that are being performed 
during the transplantation and deceased donation process. 

The diagram includes 2 “swim lanes.” The first swim lane represents a transplant program, 
and the second swim lane represents an organ donation organization (ODO).

For the transplant recipient, the journey begins when a patient with organ failure is referred 
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Once transplant surgery is conducted, the recipient is provided with post-operative care 
and recovery, after which they are discharged.

Once the recipient is discharged, the recipient will receive post-transplant and long-term 
follow-up care.

For the deceased donor, the journey begins when they are matched with a recipient. 
The ODO sends an organ offer to the transplant program, after which the transplant program 
decides whether they want to accept the received offer and proceed with transplantation.

If the transplant program accepts organ offers from the ODO, the ODO is responsible 
for planning and executing all activities related to organ recovery and transportation.
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