June 1, 2007 
Personal Health Information Task Force

Department of Health

Health Planning, Policy and Legislation Branch

P.O. Box 5100

Fredericton, NB   E3B 5G8

Dear Sir or Madam:

Thank you for the opportunity to provide input on new legislation concerning personal health information access and privacy.  The New Brunswick Lung Association is a well-established charitable organization representing the estimated one in five New Brunswickers who suffer from respiratory disease.  We believe that any legislation must balance the individual’s right to privacy with the need to access personal health information for research purposes.  

Legislation concerning personal health information should apply to all forms of data and to all data custodians, not only those in the publicly funded health care system.  Regardless of the reason for holding the data, the custodian of such data must be cognizant of the individual’s right to privacy, and act accordingly.  Legislation should include some type of sanction or penalty against any data custodian who fails to protect personal health information.  It is especially important for electronic health records to be protected from unauthorized use.  
Implied knowledgeable consent would be a reasonable standard to implement within New Brunswick’s personal health information access and privacy legislation.  Specific circumstances would require express consent, such as the use of personal health information in fund-raising campaigns.  To ensure that implied knowledgeable consent is valid, individuals should be made aware that they can, indeed, refuse to provide consent to the use of their personal health information; this could be accomplished by providing notices in locations where personal health information would be collected.  Requiring express consent for every possible future use of data would be extremely cumbersome and would overburden the system and the individual unnecessarily.  
Individuals should be able to access their own personal health information and request corrections if necessary.  There are circumstances when this would not be advisable as indicated in the Personal Health Information Access and Privacy Background Paper (p.6).   A fee for accessing one’s personal health information may be necessary to compensate the data custodian for the considerable time that may be required in producing the data, but the inability to pay a fee should not preclude one’s right to access the data.  
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Disease-specific patient registries are extremely important sources of data.  Delivery of patient programs is more effective and efficient if the prevalence and distribution of a given disease is known for a particular region.  Access to patient registry data is necessary for research that could identify risk factors for certain diseases, based on the exposures and experiences of the patients listed in the registry.  If researchers were allowed access only to data for which express consent had been given, this could introduce a significant bias which might lead to inaccurate results.  
As an organization that funds health research, the New Brunswick Lung Association is concerned that a requirement for express consent for the use of personal health information held within patient registries could impede future research designed to improve health outcomes.
In closing, the need for new legislation concerning personal health information is evident, especially considering that electronic health records are likely to become the norm in health care systems across the country.  Geographic information system (GIS) mapping technology for epidemiological purposes is another valuable tool that is being used more frequently; GIS mapping for disease surveillance requires access to personal health information.  The importance of protecting personal health data is paramount, yet consideration must be given to the potential impact on health research that may result from restrictions to access of personal health data.  
The New Brunswick Lung Association appreciates the opportunity to participate in this public consultation process.  Remember,

“When you can’t breathe, nothing else matters”

Sincerely,
Kenneth H. Maybee

President and CEO
KHM/sa

