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DISCLAIMER 

This presentation is for general information purposes only. It is not to be 
relied on as clinical nor legal advice. 

For advice on particular situations– especially those that are complex–
caregivers and providers should consult with privacy staff in local health or 
community care organizations or seek their own legal advice.



TEST YOUR KNOWLEDGE  

Patient Privacy and Consent 

in Ontario’s Addiction & Mental Health System 
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Andrew Withholds Consent
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 My son Andrew is 25 years old. He lives at home, 
is capable, but his mental illness is not well 
managed. 

 Andrew lives at home with me.  I drive him to his 
appointments and sometimes to the emergency 
department. He tells the health providers they cannot 
talk to me. I am his caregiver but providers won’t speak 
directly with me, nor hear what I have to say about 
changes in his behaviours. I know nothing about his 
medications and treatment plan. I am frustrated with all 
these laws. 



Q1. If Andrew’s mother leaves a long voice 

message with the psychiatrist, what can the 

psychiatrist do with the information?

A. Delete the message as soon as she 
realizes that it is from Andrew’s 
mother.

B. Listen to the message and ask 
Andrew how he would like to 
proceed.

C. Listen to the message and call her 
back to say may not be able to use 
the information.

D. Listen to the message, write down 
the information in his chart and 
share it with the care team as 
needed.



Andrew is Readmitted
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 Andrew is feeling better, so he 
starts skipping his medication. He 
soon goes into a psychotic episode 
and his mother takes him to the 
hospital where he is placed on a 
Form 1.

 From his last admission, it is written 
in his chart that he doesn’t want 
anyone to talk to his mother. The 
staff are avoiding the mother. 



Q2. When the mother asks questions, staff say they can’t 

talk to her due to privacy rules. Is this correct?

A. Yes. The staff cannot talk to the 
mother unless Andrew becomes 
capable and changes his documented 
wishes.

B. No. If Andrew is incapable to consent 
to treatment, the staff are required to 
speak with the mother and it is the 
mother who makes decisions on behalf 
of Andrew (assuming the mother is the 
highest ranking SDM).

C. No. While Andrew is incapable the 
mother may access his medical record 
and talk to his providers. 

D. B and C



Andrew Needs Support
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 A few days later Andrew has improved. 
Andrew is capable and will be discharged 
soon.  Andrew has not given permission to 
share the discharge plan with his mother. 
Andrew will be returning to his mother’s 
home.



Q3.  What should the nurse do?

A. Give Andrew his discharge 
instructions in writing and help 
him get ready for his friend to pick 
him up

B. Share the discharge plan with his 
mother

C. Explain to Andrew the benefits of 
sharing just the discharge plan 
and ask for his consent to share 
the plan

D. Wait to see what Andrew tells her 
when she comes to pick him up



SESSIONS OBJECTIVES  
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Session Objectives

1. Explain the legal framework that applies to caregivers 
and providers under the Personal Health Information 
Protection Act, 2004 (PHIPA).

2. Explain the consent requirements outlined in the 
Health Care Consent Act, 1996 (HCCA).

3. Clarify common misunderstandings of caregivers and 
providers. 

4. Teach multiple approaches to gaining patient consent 
to share information with their family.
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INTRODUCTION
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What is The Change Foundation?

 The Change Foundation is an independent health policy 
think-tank that works to inform positive change in Ontario’s 
health care system. 
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Primer on Privacy and Consent
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 2015-16 The Change Foundation 
provincial engagement.

 Heard about barriers to 
including caregivers, due to 
“privacy and consent 
legislation”. 

 Developed a primer on the 
current legislation with case 
scenarios and information on 
“where to get more help”.



What is Embrace?
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 EMBRACE is 1 of 4 Changing CARE projects in Ontario. 
 Our goal is to use co-design to improve the experience of family 

caregivers in their interactions with the addiction and mental health 
system and its health providers.

 In the addiction and mental health system.
 Across Cornwall, Stormont, Dundas, Glengarry and Akwesasne.
 Together with project partners: 

 The Change Foundation 

 Cornwall Hospital – Community Program

 Cornwall & District Family Support Group 
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 A family member, friend 
or neighbour who 
provides important 
personal, social, 
psychological or physical 
support to help care for 
a loved one in need of 
assistance due to a 
mental health or 
addiction issue.

What is a Family Caregiver?
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What We Heard 
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What Complicates Patient Privacy and Consent 
in the Addiction & Mental Health System
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 Family relationships are often strained 
 Family caregivers are often burnt out

 Patient capacity to give consent can be affected by illness. 
 It could takes days to obtain consent from a patient

 Medical records do not make it easy to document patient 
consent and communicate with substitute decision makers. 
 Hospital policies focus on patient-centred care and rarely consider 

the needs of family caregivers. 
 Family caregivers have trouble understanding how decisions about 

patient privacy and consent are made.
 Multiple ministries, statutes and provider organizations at play. 



THE LEGISLATION 
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Personal Health Information Protection Act

Health Care Consent Act



What is Personal Health Information
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 Information that identifies the patient
including: 

 Mental or physical health conditions.

 Family history.

 Health provider details (e.g. patient at hospital X or 
agency Y).



PHIPA Protects Patients 

 PHIPA establishes rules for the collection, 
use and disclosure of personal health 
information.

 Under PHIPA generally, health providers 
need legal authority to collect, use or 
disclose a patient’s personal health
information such as: 

 The express or implied consent of a capable 
patient. 

 For the incapable patient, the express or 
implied consent of the patient’s  substitute 
decision maker. 
 In some cases, no consent is required to collect 

collateral information, such as a Form 1 under 
the Mental Health Act.  
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PHIPA Protects Health Providers

 PHIPA protects health providers who act in good faith

 But not if you knowingly, willfully or deliberately  do 
something you know you should not do, or fail to do 
something you should do.

 Not acting in good faith or failing to follow rules can result 
in a fine or legal charge:

 $100,000 individually.

 $500,000 organizationally.

 Or damages in court, class action lawsuits, and Attorney 
General prosecutions.
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Locating Patients

 What if someone calls the hospital asking if a specific 
person has been admitted?

 Hospitals and long-term care homes are able to:

 Confirm whether or not the patient/resident is at the facility.

 Provide the location of the patient/resident.   

 Give the general health status of the patient/resident.

 Provided that the hospital/home has informed 
patients that this basic information will be given, 
through a conversation to obtain express consent or 
by posting a public notice to which the patient 
has not objected. 
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Communicating With Caregivers

 In the absence of patient consent, can health providers 
collect or share information with caregivers?  

 If a provider cannot get necessary health information 
directly from a patient, in a timely or accurate way, 
providers can collect the information from a caregiver. 

 The patient can later instruct the health provider not 
to use it.

 Exercise caution relying on this authority under s. 36 
of PHIPA.

 “I’m sorry, but I need to pause the discussion because it’s not 
clear that I have consent or other legal authority to speak with 
you.”
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Improperly Collected Information

 What if personal health information was collected from 
the family after the patient told the provider not to, and 
there was no other legal authority? 

 Patients can file a complaint with the organization’s privacy 
officer and/or the Information and Privacy Commissioner of 
Ontario.

 Health providers are advised to disclose the incident: 
 Let the patient know that the collection happened in error and 

work with them on solutions. 
 Let the caregiver know that the authority to collect information 

was not in place. 
 There is no legal duty for providers to report an unauthorized 

collection.
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Special Rules in Mental Health

 If a patient is detained in hospital under the 
Mental Health Act (Form 3 or 4) or as a forensic 
patient: 

 Section 35(2) of the Mental Health Act applies and patient 
consent is not required.

 Health providers can collect, use and disclose what 
they need to caregivers, friends, or other providers.

 No lockbox allowed.

 The Information and Privacy Commissioner of Ontario 
has no oversight under the Mental Health Act.
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What is a Lockbox?

 What if the patient says that certain personal health 
information cannot be shared with specific provider(s)?

 Patients may give “express instruction” to a health 
provider, to not share certain health information with 
specific providers, inside or outside of the provider’s organization.
 A single piece of information, or the entire patient record, can be locked from 

an organization, a provider, or a class of providers (i.e. social workers). 

 Health providers:
 May notify the affected providers of a lockbox request if it is deemed 

necessary for appropriate care. 

 Can continue to share patient information with any person, if it is necessary to 
reduce or eliminate a significant risk of serious bodily harm, e.g. police or the 
intended victim.

 Giving notice is at the discretion of the health provider, and not a duty to warn.  

 Caregivers may be frustrated that the patient has put a lockbox in place 
that effectively prevents certain providers from receiving future pertinent 
patient health information, e.g. family doctor. 
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Caregiver Access to Health Records 
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 Do caregivers have the right to access patient health 
records? 

 Under PHIPA, all parts of the patient record, including 
family history, are considered personal health information 
of the patient.

 Even if the family caregiver is mentioned or documented as 
part of the patient family history, the caregiver has no right to 
the information. 

 The caregiver has no right of access unless:

 The patient, or substitute decision maker, consents to share 
the patient record with the caregiver.

 The caregiver becomes the substitute decision maker. 



Health Care Consent Act,1999

 Sets out rules for patient consent, patient 
capacity and substitute decision-making

 Patient consent must be:

 Given freely, not coerced
 Relate to the treatment being proposed
 Be informed

 If the patient is incapable, a substitute decision maker can 
give consent
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Patient Capacity to Consent

 How is the patient’s capacity determined when seeking 
consent to treatment or the collection, use and disclosure 
of information? 

 The patient is presumed capable.
 Capable patients make their own treatment decisions, and can 

refuse treatment. 
 Informed consent rules apply. 
 The patient can be capable for one 

treatment decision and not another. 

 Patient capacity does not depend 
on diagnosis, e.g. schizophrenia.

 No minimum or maximum age 
for legal capacity to consent. 
 Special rules for children under 

PHIPA but not under Health Care 
Consent Act.
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Legal Test for Capacity

 What is the legal test for patient capacity to consent? 
How important is it to get the legal test for capacity 
right? 

 The health provider proposing treatment obtains consent. 

 The patient must be able to meet both prongs of the legal test 
for cognitive capacity:

 Able to understand the information relevant to the question or 
treatment; and

 Able to appreciate the reasonably foreseeable consequences of saying 
Yes or No. 

 Providers and caregivers may question whether a person who is 
extremely ill or psychotic is still capable of giving consent. 

 There is a similar legal test for patient consent to collect, use and 
disclose personal health information under PHIPA.

 If not capable, the substitute decision maker steps in. 35



Special Rules for Children

 Can children consent to treatment and 
information-sharing?

 Yes, if the child passes the legal test for capacity. 

 If the child is incapable, the substitute decision maker steps in to 
make the treatment and information decisions.

 Under PHIPA:
 Age 16 and up, the child decides.

 Under age 16, the child or the parent can give consent to collect, use or disclose 
personal health information.

 Exceptions:  
 Treatment under HCCA to which the child has consented. 

 Counseling that the child has participated in, in his or her own right.

 If child is capable and parents do not agree with his/her wish, the 
child’s wish prevails. 
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Treatment vs Chemical Restraint

 What if a patient becomes 
difficult to control and poses a 
threat to themselves or others? 

 Whether on a Form 1 or not: 

 Health providers can 
administer medication to a 
patient, as a chemical restraint 
to control the situation.   

 Even if the medication used 
has been previously refused by 
the patient.

 Only for a limited time until the 
risk passes.
 Only a capable patient or 

substitute decision maker 
can consent to a treatment. 
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Ulysses Contract

 My son Andrew, now tells me he wants to be treated in 
future, even if he has a psychotic episode and capably 
refuses. What can I do? 

 A ‘Ulysses’ contract is a special kind of Power of Attorney 
for personal care 

 A choice under the Substitute Decisions Act

 May contain special provisions, including clauses allowing the 
use of necessary and reasonable force to facilitate 
hospitalization and treatment.

 Providers cannot provide legal advice but they can inform the 
patient/caregiver about this option and suggest they consult with a 
lawyer

 Lawyers may not know about the Ulysses contract
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MAKING THE RULES WORK
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Education
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 Educate caregivers on the rules. 

 Educate providers:

 Annual training required under PHIPA

 Clarify common misunderstandings.

 Review methods to obtain consent.

 Improve documentation of patient consent .

 Share consent across the health team.

 Tap into legal options, such as ‘Ulysses’ contract.



Provider Training
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Support Caregivers

 What strategies can be used when a patient capably tells the provider not to 
share information with the caregiver? 

 Take a nuanced approach:

 Don’t just take “No” for an answer.
 Ask patients about their concerns and work to eliminate them.
 Point out that caregivers need certain information to be able to support 

patients.
 See if there is a middle ground, such as sharing selected notes, key reports, or a 

discharge summary and not the whole patient record.

 If answer is still “No”, offer the caregiver general resources.
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ADDITIONAL RESOURCES
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For More Information
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 NEW reference 
document

 Questions & answers on 
patient privacy and 
consent in the addiction 
and mental health system 
in Ontario

 Archived webinar

 https://www.youtube.com
/watch?time_continue=5&
v=-UjhJYpEOpQ

http://www.changefoundation.ca/caregiver-privacy-consent-report/
https://www.youtube.com/watch?time_continue=5&v=-UjhJYpEOpQ


Where Else To Go For Help
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 Information and Privacy Commissioner of Ontario: 
www.ipc.on.ca/health

 Canadian Mental Health Association “Community Mental 
Health and Addictions Privacy Toolkit”: 
http://www.addictionsandmentalhealthontario.ca/our-
work/#privacy-toolkit

 Advocacy Centre for the Elderly: www.acelaw.ca
 Psychiatric Patient Advocate Office: 

http://www.sse.gov.on.ca/mohltc/ppao/default.aspx
 Consent and Capacity Board: www.ccboard.on.ca
 Patient Ombudsman: https://patientombudsman.ca
 The Privacy Officer  at your organization

http://www.ipc.on.ca/health
http://www.addictionsandmentalhealthontario.ca/our-work/#privacy-toolkit
http://www.acelaw.ca/
http://www.sse.gov.on.ca/mohltc/ppao/default.aspx
http://www.ccboard.on.ca/
https://patientombudsman.ca/


The Last Word
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AUDIENCE QUESTIONS
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Contact Us
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 Joanne Sidorchuk
Director of Strategic Initiatives, Cornwall Hospital 
jsidorchuk@cornwallhospital.ca

@CaregiversSDG

@EmbraceCaregivers  

@mjdykeman

@ddohealthlaw

mailto:jsidorchuk@cornwallhospital.ca

