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INTRODUCTION 
 
Cystic Fibrosis Canada is committed to protecting the privacy of the personal 
information and personal health information of Cystic Fibrosis Canada 
employees, members, donors, volunteers, and other stakeholders. We value the 
trust of those we deal with, and of the public, and recognize that maintaining this 
trust requires that we be transparent and accountable in how we treat the 
information that they choose to share with us. 
 
During the course of our various projects and activities, we frequently gather and 
use personal information. Anyone from whom we collect such information should 
expect that it will be carefully protected and that any use of or other dealing with 
this information is subject to consent. Our privacy practices are designed to 
achieve this. 
 
The policies and regulations of Cystic Fibrosis Canada concerning the collection, 
use and disclosure of information follow the privacy principles set out in the 
federal Personal Information Protection and Electronics Documents Act 
(PIPEDA) and/or provincial/territorial legislation.  
 
The following guidelines will assist Cystic Fibrosis Canada volunteers and 
personnel in complying with Cystic Fibrosis Canada’s Privacy Policy and will 
provide specific applications with respect to Cystic Fibrosis Canada programs. 
 
These guidelines cannot cover all the needs and circumstances at all times. Please 
direct any questions about specific circumstances that do not appear to be 
covered in these guidelines, to Cystic Fibrosis Canada’s office. For clarification or 
assistance, please contact the Director, Medical/Scientific and Community 
Programs. 
 
 
Acknowledgements 
 
Cystic Fibrosis Canada wishes to thank the Ontario Division of the Multiple 
Sclerosis Society of Canada for the use of their  Privacy and You from which 
components (all or in part) were used for the production of these implementation 
guidelines 
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CYSTIC FIBROSIS CANADA’S OFFICE AND/OR ON THE 
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EXPAND ON THE TOPIC UNDER DISCUSSION. 
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PIPEDA Background 
 
PIPEDA extends privacy protection to personal information 
collected, used and disclosed for commercial purposes in the 
private sector and voluntary sector. The federal PIPEDA applies 
to organizations operating entirely within a province that has 
not passed it own privacy legislation that is “substantially 
similar” to PIPEDA. It also applies to organizations that deal 
with personal information that is transferred between provinces 
and internationally.  
 
Since PIPEDA has come into force, the Federal Privacy Commissioner has 
declared provincial privacy legislation in Alberta, British Columbia, and Québec 
to be substantially similar to PIPEDA. Also on January 1, 2004, Alberta and 
British Columbia’s own respective Personal Information Protection Acts came 
into force, which apply to every organization that collects, uses and discloses 
personal information, regardless of whether or not it is for commercial purposes. 
 
 
 PIPEDA covers personal information that may be 

collected by a charity and then used for a commercial 
purpose.  

 
 PIPEDA has ten guiding principles formed from the 

Canadian Standards Association Model Code for the 
Protection of Personal Information.  

 
 

PIPEDA and Cystic Fibrosis Canada 
 
Most activities of Cystic Fibrosis Canada, including the act of gathering 
information about donors in order to solicit them for gifts (donations), are not 
commercial activities and therefore, are not covered by PIPEDA. However, if any 
Cystic Fibrosis Canada list is provided to third parties or is sold, leased or 
exchanged with other organizations, then the collection and use of such lists are 
subject to PIPEDA. This means the individual’s consent is required in order to 
collect, use or disclose their personal information. Permission by an individual is 
required before his/her name can be placed on a donor list that will be sold, 
leased or exchanged with another organization. The members of Cystic Fibrosis 
Canada must ensure that we follow the guidelines set out in PIPEDA when 
collecting personal information that is used for commercial purposes. 
 
 

SEE APPENDIX I – 
GLOSSARY OF 

TERMS. 
  

SEE PRIVACY 
PRINCIPLES 

SECTION. 
  

FAST FACT 
 

THE FEDERAL 
GOVERNMENT 
ENACTED THE PIPEDA 
IN 2000.  
 
FULL APPLICATION OF 
PIPEDA WENT INTO 
EFFECT ON JANUARY 

1, 2004. 
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Privacy is a growing concern of donors and volunteers and it is important for 
Cystic Fibrosis Canada to be sensitive to the needs and concerns of the CF 
community. Also, people are looking for organizations to be more transparent 
and accountable in their activities including fundraising practices. Therefore, 
while only certain activities of Cystic Fibrosis Canada may be subject to PIPEDA, 
it would be prudent for Cystic Fibrosis Canada to carefully consider how all 
personal information is collected and used by Cystic Fibrosis Canada and develop 
privacy guidelines for all Cystic Fibrosis Canada activities. 
 
 
 
PRIVACY PRINCIPLES & CYSTIC FIBROSIS CANADA GUIDELINES 
 

Principle 1 – Accountability 
 
Cystic Fibrosis Canada volunteers and personnel at all 
levels of the organization must be responsible for the 
personal information we have under our control.  Cystic 
Fibrosis Canada must designate individuals to be 
responsible for ensuring Cystic Fibrosis Canada 
complies with all aspects of its Privacy Policy and PIPEDA principles. 
 

1.1 The individual designated within Cystic Fibrosis 
Canada to be responsible for the Privacy Policy 
and the PIPEDA principles is the Director, 
Medical/Scientific and Community Programs. 
Chapters must designate an individual, as a 
Privacy Officer, to be accountable for compliance with the Privacy Policy 
and will advise Cystic Fibrosis Canada of who is responsible. 

 
1.2 The privacy statement on Cystic Fibrosis 

Canada/chapter Web sites must contain 
information about Cystic Fibrosis Canada’s Privacy 
Policy and indentify an individual to contact for 
more information or to make a complaint. 

 

Principle 2 – Identifying Purposes 
 
Cystic Fibrosis Canada must clearly identify the purposes for which it is 
collecting personal information. This must be done at or before the time 
information is collected. 

SEE APPENDIX III – 
PRIVACY OFFICER 

JOB DESCRIPTION.  

 

SEE APPENDIX II – 
CYSTIC FIBROSIS 

CANADA’S PRIVACY 
POLICY STATEMENT. 

  

SEE APPENDIX II – 
CYSTIC FIBROSIS 

CANADA’S PRIVACY 
POLICY STATEMENT 

SHORTENED 
VERSION. 
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2.1 The collection of information can be done verbally (either in person or 

over the telephone) or in writing. For example, an individual could contact 
a Cystic Fibrosis Canada chapter by telephone asking to become a 
member. The volunteer or personnel would record the information, and at 
the same time verify the accuracy of the information received, the 
individual’s consent to use the information and indicate Cystic Fibrosis 
Canada’s use of that information. In the case of a member, the purposes 
for collecting the personal information may be to allow Cystic Fibrosis 
Canada to send the individual newsletters, information about educational 
sessions, conferences, fundraising events and annual general meetings.  

 
2.2 Cystic Fibrosis Canada cannot use personal information that has already 

been collected for designated purposes for a new purpose without the 
express consent of the individual(s) involved.  
 

Principle 3 – Consent 
 
Cystic Fibrosis Canada must seek consent for the collection, use and disclosure 
of personal information in whatever form. This should be done at the time of 
collection, and the individual should be informed at that time of the necessity for 
collecting personal information. 
 
3.1 An individual’s consent may be either express or implied, depending 

upon the circumstances and the sensitivity of the information involved. 
Personal health information, details of an individual’s donation history or 
personal/family income are more sensitive than simple personal 
information of name and home address.  

 
3.2 Express consent is required for Cystic Fibrosis Canada volunteers or 

personnel to share an individual’s personal health information (including 
the diagnosis of CF) with other people who have CF, either individually or 
at Cystic Fibrosis Canada meetings, educational 
sessions and with news media. Consent can be in 
writing or verbal. If consent is given verbally, the 
express consent should be documented in writing by 
Cystic Fibrosis Canada volunteer or personnel 
seeking the consent. 

 
3.3 Implied consent is considered to be sufficient for fundraising purposes to 

allow the trade of limited personal information (name and home or 
business address only) about a donor to another 
charitable organization if the individual has been 
informed that his/her personal information might 

SEE APPENDIX I – 
GLOSSARY OF 

TERMS. 
 

 

SEE APPENDIX VI – 
IMAGE/TEXT/ 

IDENTIFICATION 
RELEASE FORM. 
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 be used in this manner and he/she has been given an opportunity in a 

clear and meaningful way to opt out. 
 
3.4 An individual may withdraw consent at any time, subject to legal or 

contractual restrictions and reasonable notice to the individual’s personal 
information. 

 

Principle 4 – Limiting Collection 
 
Cystic Fibrosis Canada is required to limit its collection of personal information 
only to that which is necessary for the identified purposes. We also have a 
responsibility to collect information in a fair and lawful way.   
 
4.1 Cystic Fibrosis Canada will not collect personal information 

indiscriminately. Both the amount and the type of information collected 
will be limited to that which is necessary to fulfill the purposes identified.  

 
4.2 Cystic Fibrosis Canada recognizes its responsibility to collect personal 

information by fair and lawful means and will not collect information by 
misleading or deceiving individuals about the purpose for which 
information is being collected.  
 

Principle 5 – Limiting Use, Disclosure and Retention 
 
Cystic Fibrosis Canada will ensure that the personal information collected will 
be used or disclosed only for the purposes for which it was collected. As 
mentioned under Consent (Principle 3) if another use or disclosure is planned, 
you must contact the individual and ask for consent to this new use or 
disclosure. The only exception is if under law and/or legal proceedings Cystic 
Fibrosis Canada is required to release personal information. In addition, 
personal information will be retained only as long as necessary for the 
fulfillment of those purposes. 
 
5.1 If Cystic Fibrosis Canada wishes to use personal information for a new 

purpose, it will seek consent describing this new purpose and document 
that consent has been given. 

 
5.2 Specific to tax records as required by Canada 

Revenue Agency, Cystic Fibrosis Canada is 
obligated to keep those books, records and other 
related accounts for up to seven years and to keep 
donation receipts for up to three years. After such  

SEE CHAPTER 
TREASURERS’ 

MANUAL AVAILABLE 
ON THE EXTRANET, 

OR  CONTACT  
CYSTIC FIBROSIS 

CANADA’S OFFICE, 
FOR MORE DETAILS. 
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time, Cystic Fibrosis Canada will destroy these records (i.e. shredding). 
 

5.3 Personal information that is no longer required to fulfill the identified 
purposes will be destroyed or erased. 

 

Principle 6 – Accuracy  
 
The personal information collected will be as accurate, complete and as up-to-
date as necessary for its use.  
 
6.1 The extent to which personal information will be accurate, complete, and 

up-to-date will depend upon the use of the information, taking into 
account the interests of the individual. Information will be sufficiently 
accurate, complete, and up-to-date to minimize the possibility that 
inappropriate information may be used. 
 

6.2 Personal information that is used on an ongoing basis, including 
information that is disclosed to third parties, should be accurate and up-
to-date.   
 

6.3 Cystic Fibrosis Canada is not obligated to routinely update personal 
information, unless such a process is necessary to fulfill the purposes for 
which the information was collected. 

 

Principle 7 – Safeguards 
 
Cystic Fibrosis Canada volunteers and personnel at all levels will put in place 
security safeguards appropriate to the sensitivity of the information. 
 
7.1 The security safeguards will protect personal information against loss or 

theft, as well as unauthorized access, disclosure, copying, use, or 
modification. The safeguards will protect personal information regardless 
of the format in which it is held. 

 
7.2 The nature of the safeguards will vary depending on the sensitivity, 

amount, distribution, and format of the information, and the method of 
storage. A higher level of protection will safeguard more sensitive 
information such as personal health information or personal financial 
information. 

7.3 The methods of protection will include: 
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a) physical measures, for example, locked filing cabinets and restricted 
access to offices;  

b) organizational measures, for example, security clearances and limiting 
access on a "need-to-know" basis; and 

c) technological measures, for example, the use of passwords, encryption 
and a designated computer without access to the Internet. 

 
7.4 Cystic Fibrosis Canada will make its volunteers and personnel aware of the 

importance of maintaining the confidentiality of 
personal information.  

 
7.5 All personnel and all volunteers who have access 

to personal information and/or personal health 
information will be required to read the Privacy 
Policy and sign the Volunteer & Personnel Privacy and Confidentiality 
Agreement when they are hired or become a volunteer. In Quebec, 
employees will be required to sign the “Code of Conduct” agreement. 

 
7.6 Casual volunteers (e.g., event volunteers who do not have access to 

personal and/or personal health information) are not required to read the 
policy or sign the agreement. 

 
7.7 If an individual refuses to sign the Volunteer & Personnel Privacy and 

Confidentiality Agreement after having been informed of the policy, the 
individual will no longer be allowed access to personal information. This 
refusal must be documented and the individual advised in writing of this 
action. 

 
7.8 Care must be used in the disposal or destruction of personal information, 

to prevent unauthorized parties from gaining access to the information. 
Typically this information should be shredded if in paper format or deleted 
or made anonymous if in electronic format. 

 

Principle 8 – Openness 
 
Cystic Fibrosis Canada will make readily available to individuals specific 
information about its Privacy Policy and its practices relating to the 
management of personal information. 
 
8.1 Individuals should be able to acquire information about Cystic Fibrosis 

Canada’s policies and practices without unreasonable effort. This  
 

SEE APPENDIX V – 
VOLUNTEER & 

PERSONNEL 
PRIVACY AND 

CONFIDENTIALITY 
AGREEMENT   
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information will be made available in a form that is generally 
understandable. 

 

8.2 The information made available will include: 

1. the name or title, and the address, of the person who is accountable for 
Cystic Fibrosis Canada’s policies and practices and to whom 
complaints or inquiries can be forwarded; 

2. the means of gaining access to personal information held by Cystic 
Fibrosis Canada; 

3. a description of the type of personal information held by Cystic Fibrosis 
Canada, including a general account of its use; 

4. a copy of any brochures or other information such as these guidelines 
that explain Cystic Fibrosis Canada’s policies, standards, or codes. 

 

8.3 Cystic Fibrosis Canada will make information about its Privacy Policy and 
its practices available in a variety of ways which may include notices on its 
Web site, newsletters, direct marketing pieces, and manuals. 
 

Principle 9 – Individual Access 
 
If an individual requests, Cystic Fibrosis Canada will inform him/her of the 
existence, use, and disclosure of his or her personal information. The individual 
will be given access to that information and be able to challenge the accuracy 
and completeness of the information and have it amended as appropriate. 
 
In certain situations, Cystic Fibrosis Canada may not be able to provide access 
to all the personal information it holds about an individual. Exceptions to the 
access requirement will be limited and specific. The reasons for denying access 
will be provided to the individual upon request. Exceptions may include 
information that is prohibitively costly to provide, information that contains 
references to other individuals, information that cannot be disclosed for legal, 
security, or commercial proprietary reasons, and information that is subject to 
solicitor-client or litigation privilege. 
 
9.1 If requested, Cystic Fibrosis Canada will inform an individual whether or 

not it holds personal information about the individual. Cystic Fibrosis 
Canada will try to indicate the source of this information. Cystic Fibrosis 
Canada will allow the individual access to this information. In addition, 
Cystic Fibrosis Canada will provide an account of the use that has been  
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made or is being made of this information and an account of the third 
parties to which it has been disclosed. 

 
9.2 An individual will be required to provide sufficient information to permit 

Cystic Fibrosis Canada to provide an account of the existence, use, and 
disclosure of personal Information. The information provided will be used 
only for this purpose. 

 
9.3 In providing an account of third parties to which it has disclosed personal 

information about an individual, Cystic Fibrosis Canada will attempt to be 
as specific as possible. When it is not possible to provide a list of the 
organizations to which it has actually disclosed information about an 
individual, Cystic Fibrosis Canada will provide a list of organizations to 
which it may have disclosed information about the individual. 

 
9.4 Cystic Fibrosis Canada will respond to an individual's request within a 

reasonable time and at minimal or no cost to the individual. Cystic 
Fibrosis Canada will inform the individual of the approximate costs before 
processing the request. The requested information will be provided or 
made available in a form that is generally understandable. For example, 
Cystic Fibrosis Canada abbreviations and/or codes used to record 
information will be explained.  

 
9.5 Response time to the request will be as quickly as possible and no later 

than 30 days after receipt of the request. The normal 30-day response time 
can be extended for a maximum of 30 additional days, if responding 
within the original 30 days would unreasonably interfere with activities of 
Cystic Fibrosis Canada; if additional time is needed to conduct 
consultations; and/or if additional time is necessary to convert personal 
information to an alternate format. If Cystic Fibrosis Canada extends the 
time, the individual making the request must be notified within 30 days of 
the date on which Cystic Fibrosis Canada received the request from the 
individual. Cystic Fibrosis Canada must also notify the individual of 
his/her right to complain to the Privacy Commissioner of Canada. 

 
9.6 When an individual successfully demonstrates the inaccuracy or 

incompleteness of his/her own personal information, Cystic Fibrosis 
Canada will amend the information as required. Depending upon the 
nature of the information challenged, amendment involves the correction, 
deletion, or addition of information. Where appropriate, the amended 
information will be transmitted to third parties having access to the 
information in question. 
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9.7 When a challenge is not resolved to the satisfaction of the individual, 
Cystic Fibrosis Canada will record the substance of the unresolved 
challenge. When appropriate, the existence of the unresolved challenge  
will be transmitted to third parties having access to the information in 
question. 

 

Principle 10 – Challenging Compliance 
 
An individual will be able to address a challenge concerning compliance with 
the above principles to the designated individual or individuals accountable for 
Cystic Fibrosis Canada’s compliance. 
 
10.1 Cystic Fibrosis Canada has procedures in place to 

receive and respond to inquiries or complaints 
about its policies and practices relating to the 
handling of personal information.  

 
10.2 Cystic Fibrosis Canada will inform individuals who make inquiries or 

lodge complaints of the existence of relevant complaint procedures.  
 
 
 
APPLICATIONS OF THE PRIVACY PRINCIPLES WITH RESPECT TO CYSTIC 
FIBROSIS CANADA PROGRAMS  
 

Fundraising 

 There must be a clear statement on direct mail letters, web/FAX donation 
forms and tax receipts informing donors their 
names may be traded to other charitable 
organizations and providing an easy way for 
donors to opt out of having their names 
traded.  

 Once an individual advises Cystic Fibrosis 
Canada that he/she does not want to have his/her name 
traded to other charitable organizations, the name of that individual will 
be flagged or identified as a “do not trade” name and will retain the “do not 
trade” status unless and until that individual later consents to have his/her 
name and address traded to another charity by signifying in writing to 
Cystic Fibrosis Canada.  

SEE APPENDIX VII 
– INQUIRY/ 

COMPLAINT 
PROCEDURE. 

  

SEE APPENDIX IV 
– STATEMENTS 

FOR USE ON 
CYSTIC FIBROSIS 

CANADA 
DOCUMENTS & 

FORMS 
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 Donor information, including copies of tax receipts, cheques, credit card 
information and banking information must be kept confidential. The 
identity of donors should never be disclosed to anyone except to those 
volunteers or personnel whose duties require them to have this 
information on a “need-to-know” basis. This type of information should be 
securely stored (i.e. a locked filing cabinet; password protection).  

 

Events 

 All web-based and printed registration and 
pledge forms for Cystic Fibrosis Canada 
fundraising events should seek implied 
permission from participants and donors to 
contact them in the future.  

 
 
 

 All registration and donation forms shall include a short privacy statement 
and direct people to Cystic Fibrosis Canada 
Web site for the full privacy statement and 
provide a toll-free number for people to call for 
more information.  

 
 

Members/Volunteers 

 Membership/volunteer application forms whether printed in brochures, as 
stand-alone forms or on Web sites must contain a statement advising 
applicants that Cystic Fibrosis Canada protects their privacy and 
confidentiality. The statement should also inform individuals that the 
information collected is used to compile mailing lists for newsletters, 
notices about programs, fundraising events and 
annual general meetings. The notice should 
also state that personal information is never 
released to any individual or organization 
external to Cystic Fibrosis Canada.  

 

 In addition, membership/volunteer application forms must 
contain a statement informing 
members/volunteers that 
membership/volunteer information may be  
 

SEE APPENDIX IV 
– STATEMENTS 

FOR USE ON 
CYSTIC FIBROSIS 

CANADA 
DOCUMENTS & 

FORMS 
 

 

SEE APPENDIX IV 
– STATEMENTS 

FOR USE ON 
CYSTIC FIBROSIS 

CANADA 
DOCUMENTS & 

FORMS 
 

 

SEE APPENDIX IV – 
STATEMENTS FOR 

USE ON CYSTIC 
FIBROSIS CANADA 

DOCUMENTS & 
FORMS 

 

 

SEE APPENDIX IV 
– STATEMENTS 

FOR USE ON 
CYSTIC FIBROSIS 

CANADA 
DOCUMENTS & 

FORMS 
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provided to other members/volunteers from time to time for Cystic 
Fibrosis Canada activities.  

 
 

Donor/Mailing lists 

 Personal information gathered for donor/mailing lists should only be used 
or disclosed for the purposes for which the information was collected (i.e. 
to process a tax receipt or to send a newsletter). Other uses of personal 
information about a donor, such as donor recognition activities, require 
informed consent. 

 

Access by third-parties to Cystic Fibrosis Canada donor/mailing lists 

 Access by third-parties to Cystic Fibrosis Canada donor/mailing lists 
should be limited to those individuals whose duties require them to have 
this information on a “need-to-know” basis (i.e. direct mail supply 
company). A copy of their privacy policy must be obtained and kept on file 
at Cystic Fibrosis Canada. 

 

Human Resources 

 Job applications, résumés, job performance reviews, personnel files and 
payroll files all contain personal information, some of which is 
confidential. Such types of information must be kept in a secure location 
(i.e. locked filing cabinet) with restricted access to those individuals whose 
duties require them to have this information on a “need-to-know” basis. 

 

Databases 

 Databases containing personal information and/or personal health 
information must be password protected with restricted access to those 
individuals whose duties require them to have this information on a 
“need-to-know” basis. 

 

Third-party databases 

 Access to third-party databases should be limited to those individuals 
whose duties require them to have this information on a “need-to-know” 
basis. A copy of their privacy policy must be obtained and kept on file at 
Cystic Fibrosis Canada. 
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Appendix I – GLOSSARY OF TERMS 
 
Cystic Fibrosis Canada – Cystic Fibrosis Canada is defined as including all 
levels of the organization, its national office, associations, chapters, and 
volunteers and personnel. 
 
Cystic Fibrosis Canada property – Any and all records referred to in the 
documents as being personal information or personal health information are and 
will remain the property of Cystic Fibrosis Canada. Volunteers and personnel are 
required to maintain the privacy and confidentiality of all records in any and all 
formats, both while acting as an active volunteer or personnel and after they leave 
Cystic Fibrosis Canada.   
 
Commercial activity – Commercial activity is defined in PIPEDA as any 
particular transaction, act or conduct or any regular course of conduct that is of 
commercial character, including the selling, bartering or leasing of donor, 
membership or other fundraising lists. The act of gathering information about 
donors in order to solicit them for a gift is not considered a commercial activity 
and therefore not covered by PIPEDA. 
 
Personal information – Under PIPEDA, personal information is defined as 
information about an identifiable individual. Personal information includes an 
individual’s name, home address and home phone number. It does not include 
the name, title or business address or business telephone number of an employee 
of an organization. The information about an individual’s donations to Cystic 
Fibrosis Canada is personal information.   
 
Personal health information – Under PIPEDA, personal health information is 
defined to mean, with respect to an individual, whether living or deceased:  
 

a) Information concerning the physical or mental health of  the individual; 

b) Information concerning any health service provided to the individual;  

c) Information concerning the donation by the individual of any body part or 
any bodily substance of the individual or information derived from the 
testing or examination of a body part or bodily substance of an individual; 

d) Information that is collected in the course of providing health services to 
the individual; or  

e) Information that is collected incidentally to the provision of health 
services to the individual. 
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Cystic Fibrosis Canada considers information about whether a person has cystic 
fibrosis (CF) to be personal health information.  Usage in this Policy – The term 
personal information includes personal health information.  If the term personal 
health information is used, it applies only to personal health information. 
 
PIPEDA - Personal Information Protection and Electronics Documents Act  
  
Opt-out – is defined as the process individuals use to remove themselves from a 
list or to chose to not take part in something. 
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APPENDIX II – CYSTIC FIBROSIS CANADA’S PRIVACY POLICY 
STATEMENT 
 
Our Commitment 
 
Cystic Fibrosis Canada is committed to protecting the privacy of the personal 
information of its employees, members, donors, volunteers and other 
stakeholders. We value the trust of those we deal with, and of the public, and 
recognize that maintaining this trust requires that we be transparent and 
accountable in how we treat the information that you choose to share with us. 
 
During the course of our various projects and activities, we frequently gather and 
use personal information. Anyone from whom we collect such information should 
expect that it will be carefully protected and that any use of or other dealing with 
this information is subject to consent. Our privacy practices are designed to 
achieve this. 
 
Defining Personal Information 
 
Personal information is any information that can be used to distinguish, identify 
or contact a specific individual. This information can include an individual's 
opinion or beliefs, as well as facts about, or related to, the individual. Exceptions: 
business contact information and certain publicly available information, such as 
names, addresses, and telephone numbers as published in telephone directories, 
are not considered personal information.  
 
Where an individual uses his or her home contact information as business 
contact information as well, we consider that the contact information provided is 
business contact information, and is not therefore subject to protection as 
personal information. 
 
Privacy Practices 
 
Personal information gathered by our organization is kept in confidence. Our 
personnel are authorized to access personal information based only on their need 
to deal with the information for the reason(s) for which it was obtained. 
Safeguards are in place to ensure that the information is not disclosed or shared 
more widely than is necessary to achieve the purpose for which it was gathered. 
We also take measures to ensure that the integrity of this information is 
maintained and to prevent its being lost or destroyed. 
 
We collect, use and disclose personal information only for the purposes that a 
reasonable person would consider appropriate in light of the circumstances. We  
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routinely offer individuals we deal with the opportunity to opt not to have their 
information shared for purposes beyond those for which it was explicitly 
collected. 
 
Web site and Collection of Personal Information 
 
We use password protocols and encryption software to protect personal and 
other information we receive through on-line donations, registrations, and other 
products and services that are available through our Web site. Our software is 
routinely updated to maximize protection of such information. 
 
This policy statement discloses the privacy practices for our Web site. However, 
our site contains links to other sites. Once you link to another site, you are subject 
to the privacy and security policies of the new site. We encourage you to read the 
privacy policy of all Web sites you visit, especially if you share any personal 
information.  
 
Donations 
 
When you choose to make a donation to Cystic Fibrosis Canada, we may request 
the following information: 
 

Contact information: first and last name, street address, city, province or 
state, postal or zip code, country, telephone number, e-mail address and 
other contact information. 

This information is used to process your donation and your tax receipt.  

 

Credit card/banking information: for donations to any province, we 
process standard credit card information (card number, card type and 
expiration date) and banking information (card number). Credit card 
donations made on Cystic Fibrosis Canada Web site are secure. Our site 
uses the Thawte Digital Certificate to ensure that all information you send 
to Cystic Fibrosis Canada via the Web will be securely encrypted and 
readable only by Cystic Fibrosis Canada. 

This information is only used to process the payment of your donation. 

 

In Memoriam and In Honour contributions: in the case of memorial 
contributions and honour contributions, a personalized acknowledgement 
letter is sent to a designated recipient, usually the family member of the 
deceased or the honouree. Therefore, we will request  

 

 



 
 

 
 
 

Privacy Policy Implementation Guidelines 

20 

the name, address, city, province or state, postal or 
zip code, and country for your designated acknowledgement letter 
recipient. 

 

This information is only used for the purpose of sending the 
acknowledgement letter. 
 

Updating of Privacy Policy 
 
We regularly review our privacy practices for our various activities, and update 
our policy accordingly. Please check Cystic Fibrosis Canada’s Web site 
www.cysticfibrosis.ca on an on-going basis or contact us at 1-800-378-2233 for 
information on our most up-to-date practices. 
 
 
Contact Information  
 
Questions, concerns or complaints relating to Cystic Fibrosis Canada’s Privacy 
Policy on the treatment of personal information should be e-mailed to 
privacy@cysticfibrosis.ca  with Attention Privacy Officer in the subject line. 
 
Further information on privacy and your rights in regard to your personal 
information may be found on the Web site of the Privacy Commissioner of 
Canada at www.privcom.gc.ca. 
 
Approved by the Board of Directors – March 2004 
 
SHORT VERSION FOR USE ON WEB SITES AND NEWSLETTERS 
Privacy Policy 
 
Cystic Fibrosis Canada is committed to protecting the privacy and the 
confidentiality of personal information collected, by Cystic Fibrosis Canada, from 
Cystic Fibrosis Canada employees, members, donors, volunteers, and other 
stakeholders. In order to comply with privacy legislation, we have developed a 
Privacy Policy. Any personally identifiable information which is not publicly 
available about our employees, members, donors, volunteers and other 
stakeholders, is considered personal information (“Personal Information”), and 
will be treated in accordance with this Privacy Policy. Details of our Privacy 
Policy are available by sending an e-mail to privacy@cysticfibrosis.ca with 
“Attention Privacy Officer” in the subject line, or by contacting Cystic Fibrosis 
Canada at 1-800-378-2233. 

http://www.cysticfibrosis.ca/
mailto:privacy@cysticfibrosis.ca
http://www.privcom.gc.ca/
mailto:privacy@cysticfibrosis.ca
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APPENDIX III – PRIVACY OFFICER JOB DESCRIPTION 
 

POSITION: Privacy Officer  

 

ROLE: 

The Privacy Officer is responsible for ensuring that the chapter complies with 
Cystic Fibrosis Canada’s Privacy Policy and that privacy implementation 
guidelines are followed with all relevant chapter activities. 

 

RESPONSIBILITIES: 

 Reports on any privacy issues 
 Ensures documentation, including consent and release forms are completed 
 Responds to general public complaints and requests 
 

ACCOUNTABILITY & WORKING RELATIONSHIPS:  

 Reports to chapter board 
 Works with Treasurer, Cystic Fibrosis Canada office 
 Works with Privacy Officer, Cystic Fibrosis Canada office 
 

TRAINING: 

 Consult with chapter President 
 Consult with Privacy Officer, Cystic Fibrosis Canada office 
 
COMMITMENT: 

 Fulfills a two-year term (maximum of two consecutive two-year terms) 
 

QUALIFICATIONS: 
 Knowledge of Cystic Fibrosis Canada policies and implementation guidelines 

related to privacy 
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APPENDIX IV – STATEMENTS FOR USE ON CYSTIC FIBROSIS CANADA 
DOCUMENTS & FORMS 
 
 
Following are a number of statements that have 
been developed for use on Cystic Fibrosis Canada 
documents and forms. Please use them as 
provided; they have been reviewed by legal 
counsel. 
 
If you require other statements or have questions 
about the statements, chapters can contact Cystic 
Fibrosis Canada’s Privacy Officer at 1-800-378-
2233.  
 
Please note:  These statements should be printed 
in typeface that is large enough to be legible to the 
reader. 

 
Statements for membership/volunteer forms 

 
Statements for fundraising forms 
 
 
1. Privacy statement for use on all event registration forms  

THE GUIDING PRINCIPLES FOR THE 
STATEMENTS THAT WE NEED TO HAVE ON 
CYSTIC FIBROSIS CANADA DOCUMENTS 
AND FORMS ARE THE FOLLOWING: 
 
 WE NEED TO TELL PEOPLE WHY WE 

ARE COLLECTING INFORMATION. 

 WE NEED TO TELL PEOPLE WE ARE 
PROTECTING THE INFORMATION 
THEY GIVE US. 

 WE NEED TO TELL PEOPLE HOW THEY 
CAN OBTAIN MORE INFORMATION 
ABOUT OUR PRIVACY POLICY AND 
HOW THEY CAN MAKE A COMPLAINT. 

By completing this form, you hereby consent to the collection and use, 
by Cystic Fibrosis Canada, of your personal information in accordance 
with Cystic Fibrosis Canada Privacy Policy. Details of our policy are 
available by sending an e-mail to privacy@cysticfibrosis.ca with 
“Attention Privacy Officer” in the subject line, or by contacting Cystic 
Fibrosis Canada at 1-800-378-2233. 

Cystic Fibrosis Canada (name of chapter) protects members’/volunteers’ privacy. 
The information collected is used to compile membership/volunteer directories, 
mailing lists for newsletters, information about programs, fundraising events and 
meetings. 
 

mailto:privacy@cysticfibrosis.ca
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2. Release statement for use on event registration forms where 

photographs will be taken. 

 
 

3. Privacy statement for use with direct marketing communications pieces 
 

 
4. Informing donors of “opt out” option 

 
a) For direct mail letters 

 
b) For web/FAX donation forms 

 
 

c) For tax receipts 

Cystic Fibrosis Canada is committed to protecting the privacy and the 
confidentiality of our donors. We have developed a Privacy Policy to 
comply with privacy legislation. Details of our policy are available by 
sending an e-mail to privacy@cysticfibrosis.ca with “Attention Privacy 
Officer” in the subject line, or by contacting Cystic Fibrosis Canada at 1-
800-378-2233. 

From time to time, we exchange the names of our supporters with other 
charitable organizations and selected groups.  Doing so allows us to 
appeal to a broader group of potential supporters in a cost effective way.  
If you would prefer that we not exchange your name, please indicate 
below:   
□  Please do not exchange my name 

In order to find new donors, we sometimes share our mailing list with 
other charitable organizations. If you would prefer not to have your 
name included in this program, please check this box.  □ 

In order to find new donors, we sometimes share our mailing list with 
other charitable organizations. If you would prefer not to have your 
name included in this program, please call 1-800-378-2233, or e-mail 
privacy@cysticfibrosis.ca. 

Cystic Fibrosis Canada, in whole or in part, has the right to use film 
footage/photographs of the event, produced for promotional purposes, 
provided that said footage/prints, in whole or in part, including voice-
overs, be used exclusively by the above mentioned organization. 

mailto:privacy@cysticfibrosis.ca
mailto:privacy@cysticfibrosis.ca
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APPENDIX V – VOLUNTEER & PERSONNEL PRIVACY AND 
CONFIDENTIALITY AGREEMENT 
 
(Note: All personnel and all volunteers who have access to Personal 
Information and Personal Health Information must sign this agreement when 
they are hired or become a volunteer (except for in Quebec). 
 
I, the undersigned, ___________________________________ 
      (Name of volunteer or personnel) 
acknowledge having received, read and understood the document entitled Cystic 
Fibrosis Canada Privacy Policy Implementation Guidelines attached. 
 
I further agree that I will hold in confidence the identities of persons with cystic 
fibrosis, and will not divulge such information, verbally or in writing, without the 
express consent of the individual concerned and only to those Cystic Fibrosis 
Canada authorized volunteers or personnel whose duties require them to have 
this information on a “need-to-know” basis and in addition only to individuals, 
organizations or companies authorized by Cystic Fibrosis Canada to have this 
information to fulfill a service or program. 
 
In the absence of consent, personal health information will not be disseminated. 
 
I further agree to conform, to the best of my ability, and to take reasonable steps 
to meet Cystic Fibrosis Canada’s requirements respecting the marking, control, 
transmission, reproduction, handling, storage and destruction of records of both 
personal information and personal health information. 
 
  
_____________________________ 
(Signature) 
_____________________________ 
(Date) 
_____________________________ 
 
_____________________________ 
(Address) 
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CYSTIC FIBROSIS QUEBEC CODE OF CONDUCT 
 
 
City: __________________________  Date: __________________  
 
 
Last Name: __________________________________ 
 
 
First Name: _______________________________  
 
 
Status within QCFA (check):   ____  Regular Full-Time Employee  

____ Regular Part-Time Employee 
____ Temporary Employee 
____ Trainee 
____ Volunteer 

  
I, the undersigned, acknowledge having read the policies, programs, codes and 
regulations of Cystic Fibrosis Quebec that pertain to my status within the organization. I 
pledge to respect the letter and spirit of these policies, programs, codes and regulations 
in effect today, and as amended from time to time, as well as the policies, programs, 
codes and regulations that Cystic Fibrosis Quebec will implement during my 
involvement with the organization. 
 
Furthermore, I pledge to ensure that my words, actions and conduct contribute in a 
positive way to the fulfillment of Cystic Fibrosis Quebec’s mission and mandate, and 
that they are never injurious to its reputation, notoriety, relations to the community and 
general situation. 
 
 
 
 
_______________________________________ 
Signature 
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APPENDIX VI – IMAGE/TEXT/IDENTIFICATION RELEASE FORM 
 
 
□ I hereby give my permission to Cystic Fibrosis Canada, in whole or in part, 
to use the image/photograph/film footage or likeness of me or of my children. 
 
□ I hereby give my permission to Cystic Fibrosis Canada, in whole or in part, 
to use my verbal or written quotes, given directly, or taken from another source. 
State source of quote: 
 
□ I hereby give my permission to Cystic Fibrosis Canada, in whole or in part, 
to release my name in a document where I will be identified as a person with 
cystic fibrosis. 
 
I understand that the above-mentioned images, quotes, identification, and 
related documents may appear in various formats/publications associated with 
Cystic Fibrosis Canada, its associations or chapters, and will be released into 
public domain, which may include other outside media, to promote Cystic 
Fibrosis Canada, its fundraising efforts and awareness of CF. The above-
mentioned images, quotes, identification, and related documents, in whole or in 
part, may also be provided, with Cystic Fibrosis Canada’s discretion, to Cystic 
Fibrosis Canada’s partners, individuals or groups conducting activities that 
benefit Cystic Fibrosis Canada. 
 
I understand that the above-mentioned documents may appear on Cystic Fibrosis 
Canada Web site and will therefore be released into public domain.  If permission 
is being given for a minor child (18 and under), the parent or guardian must sign 
and date this form. 
 
 
Please print/type your name here   (Parent or guardian) 

 
 
Please sign here      Date (day/month/year) 

   
Description of image/photograph/film footage:       
Address            
Telephone (      )    E-mail       
Please return to: 
Cystic Fibrosis Canada contact      
FAX         
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APPENDIX VII – INQUIRY/COMPLAINT PROCEDURE 
 
At Cystic Fibrosis Canada, we understand that from time to time someone may 
have an inquiry or a complaint. Each inquiry or complaint will be handled in a 
manner which is fair, courteous and timely. 
 
For a concern about Cystic Fibrosis Canada’s privacy policy or practices, the 
individual should please speak to Cystic Fibrosis Canada’s Privacy Officer.  Before 
the individual contacts the Privacy Officer, they should, if possible, assemble all 
supporting documents concerning their inquiry/complaint and determine what 
the individual would like Cystic Fibrosis Canada to do. 
 
Upon receiving a complaint, Cystic Fibrosis Canada’s Privacy Officer will commit 
to a time frame for resolving the problem, generally within twenty (20) business 
days. Should resolving the problem take longer than anticipated, the Privacy 
Officer will keep in touch with the individual regularly concerning the issue. 
 
To direct a complaint to Cystic Fibrosis Canada, the individual should contact 
Cystic Fibrosis Canada at: 
 
Cystic Fibrosis Canada 
Attention: Privacy Officer 
2323 Yonge St., Suite 800 
Toronto, ON M4P 2C9 
Phone: 1-800-378-2233 
FAX: 416-485-0960 
E-mail: privacy@cysticfibrosis.ca   
 
 

 

mailto:privacy@cysticfibrosis.ca

