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Utility of Hemophilia Registries

ÅCanadian Hemophilia Registry (CHR) 1

ÅAustrian Hemophilia Registry 2

Walker IR. Survey of the Canadian hemophilia population.

Can J Public Health (1991) 82:127-9 

Reitter et al. Austrian Hemophilia Registry: design, development and set of variables

Wien Klin Wochenschr (2009) 121: 196ï201



Population: 32 million
CHARMS:     24
CHR :    1

Canada



What is CHR?

ÅAn anonymous registry of Canadians with 

inherited bleeding disorders

ÅOwned and operated by AHCDC

ÅRequest of Proposal

ÅDecision made by a committee



Funding

Å1 time funding for creation of the registry

ÅGoodwill by many for many years to provide 

information

ÅFree for many years ïDr Irwin Walker

Å$8000. in 2009 for data entry



What are its purposes?

ÅTo document the number and basic 
characteristics of individuals with hereditary 
bleeding disorders

ÅTo provide CHR numbers, a method of 
maintaining the anonymity of individuals and 
the confidentiality of their health information

ÅTo promote research



History

Å1987 - How many individuals are there with hemophilia

ïPrinciples:  Must be anonymous, must be 

comprehensive

ïData:  Clinic, diagnosis, severity, dob, exid, sex.

Å1990 ïRecognition of needs for updating and status 

designation

Å1992 ïWhat is the extent of HIV and HCV infection

ïData:  HIV and HCV status

Å1993 ïWhat are the causes of death

Å2001 ïAddition of VWD registry

Å2002 ïIncorporation of RIBDR (Rare Inherited Bleeding 

Disorders Registry)



How does it work?

CLINICSé..

ÅSend anonymous data manually to CHR

ÅMaintain the accuracy of their data

CHRé..

ÅReturns individual ñCHR numbersò

ÅTracks individuals, avoids duplication

ÅReturns individual clinic lists

ÅPosts collated data on the AHCDC website

ÅResponds to requests for information

ÅReports findings at international forums and in journals



Clinic

Province

(Clinic code)

Date of Birth

Factor Deficiency

Severity/Type

Extra Identifier

Sex

Status (Alive/Lost etc.)

HIV (1990)

HCV (1992)

Paper-fax/email

Clinic Lists

National Data

Various

Data Methods

- Manual or 

Computer

1988 - How many Canadians have hemophilia?

CHR #ôs

Canadian Hemophilia Registry



How do you define identity?

DEFINITIVE

Å DNA

Å Fingerprints

Å Iris patterns

Å Biometrics

Å Social Insurance Number

Å Passport Number

Å Health Insurance Number

Å Name & date of birth (dob)

ANONYMOUS PROXY ID

Å Diagnosis

Å Date of birth

Å EXID (Anthony Chan = 

NYAN)

Å (Sex)

Å (Status)



Irwinôs office

McMaster University Medical Centre

Hospital Server for data
University Server for Website

www.fhs.mcmaster.ca/chr

AHCDC
www.ahcdc.ca 

anyone

Link

Data Summaries (.pdf)

Data by email or faxClinics

HospitalUniversity



Governance

ÅCommittee within AHCDC

ÅEthics approval at McMaster University

ÅAny member of AHCDC can make 
recommendation of changes/ enhancement

ÅApproval by members of AHCDC



www.ahcdc.ca



www.ahcdc.ca











SevereVIII SevereIX SevereVIII(0-4)

2003 615 137 54

2004 641 138 82

2005 655 140 79

2006 663 139 70

2007 697 145 65

2008 718 150 60

Annual Trends, Severe Cases



What can be done with a 

Registry



HIV and HCV

ÅHIV infected 652 individuals, 31% of total, 82% 
of regularly treated individuals, 

ÅHCV infected 1174 individuals, 63% of population 
tested, 90% of regularly treated individuals 

ÅBlood products safe from HIV ï1985; HCV - 1988

Decade birth Neg Pos %Pos Unknown Totals

pre 26 65 10 13 35 110

26-35 89 17 16 24 130

36-45 148 56 27 30 234

46-55 241 126 34 64 431

56-65 314 213 40 85 612

66-75 322 173 35 61 556

76-85 472 67 12 62 601

86-95 497 1 0 100 598

96-05 271 0 146 417

Totals 2419 663 22 607 3689

HIV

Decade birth Neg Pos % Pos Unknown Totals

pre 26 30 15 33 65 110

26-35 41 44 52 45 130

36-45 65 94 59 75 234

46-55 84 206 71 141 431

56-65 116 329 74 167 612

66-75 129 282 69 145 556

76-85 304 191 39 106 601

86-95 437 13 3 148 598

96-05 253 0 164 417

Totals 1459 1174 45 1056 3689

HCV

1. Walker I et. al.  BMJ 1993;306:306
2. Blanchette et. al. Trans Med Rev 1994;8:210
3. Canadian Hemophilia Registry <www.ahcdc.ca>



HIV Infected

Alive 224 33.4%

Deceased 442

Lost to Follow Up 5

Arnold D, Julian J, Walker I et.al. 

Blood 2006;108:460



Achievements

ÅResearch, direct and indirect

ÅProvision of CHR numbers

ÅCompensation, assistance programs

ÅWFH

ÅCredibility



Why does it work?

ÅObjectives (specific, useful, clear)

ÅSimplicity

ÅFeedback (research, access)

ÅRelationships

ÅStaff

ÅPay

ÅCompatible culture (research, confidentiality)

ÅValidation

ÅSecure and confidential

ÅPerformance



What are the challenges?

ÅMaintaining identities in an anonymous 
system.

ïAvoiding duplication.

ÅMaintaining accurate status of patients.

ïThose with mild disorders may seldom 
attend clinic.

ïClinic may not be advised when patients 
move or die.

ïRequires pro-active program of review.



Thank You






