<h1> Consent
Consent is the autonomous authorization of a medical intervention, by individual patients. 
Valid consent – or refusal to consent – requires that a capable patient make a voluntary decision regarding a referable procedure or treatment, in light of a physician’s disclosure of information. 
It is a widely accepted duty that physicians seek consent before treatment or procedures.
Box: From the CMA Code of Ethics …

Article 2: Practice the profession of medicine in a manner that treats the patient with dignity and as a person worthy of respect.

Article 24: Respect the right of a competent patient to accept or reject any medical care recommended.

<h2> Consent – Ethical Considerations
Self-determination is a right to which all capable individuals are inalienably entitled. An individual’s body affects her or his life and consciousness profoundly.  Control over one’s body is a fundamental requisite for determining the direction of one’s own life.  

However, fundamental individual rights are legitimately limited where they threaten peril to others.
<h2> Consent – Legal Considerations
All individuals have a right to control over their own bodies.

Under common law, violating this right by treating patient without consent constitutes battery.  Treating a patient under inadequately formed consent (e.g.: incomplete disclosure of risks) constitutes negligence.  Physicians who commit these torts may be subject to legal liability.  Professional colleges may also prosecute violations of professional standards.

Certain provinces have enacted statutes pertinent to consent (e.g.: Ontario’s Health Care Consent Act).

<h2> Consent in the Clinic

Consent for routine, low risk procedures is typically implied, for example, when a patient offers her or his arm for routine venepucture. For higher risk or ethically exotic procedures, medical staff may want to confirm the patient’s grasp of the decision and document that the consent process occurred by seeking an explicit expression of consent. A signed consent form may be useful, but does not constitute proof of consent. Having a signed consent form does not absolve medical staff of the duty to make full disclosure and to ensure the patient’s understanding.

A patient’s values, beliefs, the nature of her or his illness, and other circumstances of a patient’s life all have a bearing on a particular patient’s willingness to undergo interventions. Changes in these may affect whether or not a patient would consent to treatment. Medical staff should assess the patient’s capacity, provide disclosure, and seek consent regularly. Consent is best seen as a process, an evolving narrative that involves the patient, the physician, the patient’s friends and family, and the patient’s circumstances.  These elements may interact and change with time.
Box: Quick Considerations for Consent
Consent …

… is an ethical and legal professional duty.

… requires voluntariness, capacity, and disclosure.

… refers to specific interventions performed at particular times and places by certain personnel.

… is required whenever treatment or diagnostic options are recommended

… may be explicit or implicit.

… should be documented, especially in “ethically exotic” cases.

… is a processes, a narrative involving the patient, the physician, the patient’s friends and family, and the patient’s circumstances.

<h2> Consent – Disclosure

Disclosure of relevant information is essential to valid consent.

Physicians must disclose information that a (hypothetical) reasonable person in the patient’s circumstances would want to know. 
Box: Disclosure should include …

“… in obtaining the consent of a patient for the performance upon him of a surgical operation, a surgeon, generally, should answer any specific questions posed by the patient as to the risks involved and should, without being questioned, disclose to him the nature of the proposed opera​tion, its gravity, any material risks and any special or unusual risks attendant upon the performance of the operation. However, having said that, it should be added that the scope of the duty of disclosure and whether or not it has been breached are matters which must be decided in relation to the circumstances of each particular case.”
- Supreme Court of Canada in the case of Hopp v. Lepp, 1980

Extra-medical circumstances in the patient’s life may have a bearing on whether or not certain risks or benefits are considered “material”, and therefore must be disclosed.
Disclosure using simple language and broad concepts is appropriate. Medical staff must ensure patient understanding, provide an opportunity to ask questions, and answer questions that may arise.

.

<h2> Consent – Voluntarism
Voluntarism refers to freedom from coercion, such that a patient’s authentic sense of what is good, right, and best can guide the patient’s medical decisions.

The key question is: Is the patient free to act “in character”, in accordance with those values and interests formed and congealed throughout the patient’s life?

Influences on voluntarism include pain, delusion, developmental status, external pressures from others, local resource availability, etc.. These factors can influence patients’ medical decisions. 

Being carefully aware of these influences can help physicians facilitate the a purposeful, authentic, and coherent decision.

Box: Clinical suggestions for voluntariness

· Peform disclosure and seek consent well ahead of major procedures, in neutral settings.

· Avoid restraints, whether chemical or physical. Use the least restrictive restraints necessary.

· Manage pain. Defer non-urgent decisions until pain is controlled.

· Be aware of the role family and friends play in decision-making.
· Be wary of dual roles which  may complicate a patient’s decisions, such as physician-researcher or physician-friend.

<h2> Exceptions to consent

 Treatment can occur without consent in emergencies, where a delay incurred trying to obtain valid consent for the patient or from a substitute decision maker would lead to significant bodily harm or pain.
For an incapable patient, the emergency exception applies only where there is no compelling reason to believe that the patient would refuse treatment if she or he were capable.

The mental health statutes of various provinces allow patients to be detained, examined, admitted, or treated in psychiatric facilities without consent. These powers are subject to statutory limitations. For example, a peace officer or physician must have reasonable and probable grounds to believe that the patient poses a significant threat to self or to others.

Provincial public health statutes provide for compulsory diagnostic testing or treatment in respect of suspected cases of certain infections.

Box: Malette v. Shulman
In June, 1978, Mrs. Malette presented to Emergency with severe head and facial injuries and profuse bleeding subsequent to a car accident. A nurse had discovered a signed, though undated and unwitnessed, card among Malette’s things: “As one of Jehovah’s witnesses … I request that no blood or blood producets be administered to me under any circumstances.” Though already receiving IV glucose and Ringer’s lactate, Malette’s condition deteriorated. The attending physician, Dr. Shulman, fully aware of Malette’s card, administered a blood transfusion. Malette later recovered.

In 1980, Malette brought an action against Shulman and others alleging negligence and battery. Before the Ontario Court of Appeal, Shulman’s legal representation argued that,  the doctor was unable to know the conditions under which Malette had signed the card. Had she been informed of the risks and benefits of refusing transfusion? Were her circumstances free from undue influences? In short, Shulman could not know if Malette’s refusal was authentic or “informed”. With Malette’s very life at stake, the physician was justified in erring on the side of treatment.
The appeal judge disagreed. The patient having made a decision on the basis of religious conviction, “it is not for the doctor to second guess the reasonableness of the decision … the fact that he had no opportunity to offer medical advice cannot nullify instructions plainly intended to govern in circumstances where this advice is not possible.”

<h1> Capacity

Capacity refers to the ability to consent or refuse consent to medical treatment. Ontario’s statutory definition of consent is useful: the capable patient is “able to understand the information that is relevant to making a decision”; and “able to appreciate the reasonably foreseeable consequences of a decision or lack of decision”. Here, “appreciation” differs from factual understanding. The patient recognizes that she or he has a condition to which the treatment and its consequences might apply.
Capacity does not refer to global cognitive or affective status, as assessed, for example, by an exam like the Folstein mini-mental state examination. Capacity is specific: it refers to a patient’s ability to make a particular decision.

Capacity is dynamic. It changes with time and circumstance.

Capacity should be assessed at different times, for different sorts of decisions. A patient incapable of making one decision is not necessarily incapable with respect to another. Out of respect for autonomy, patients should direct their own care wherever they are capable.

Refusal to consent must not be interpreted as evidence of incapacity.

Box: Assessing capacity – a physician’s general impressions or a mini-mental exam may alert medical staff to the probability of incapacity. However, proper evidence of incapacity must be specific: At this time, can the patient understand the medical problem? The proposed treatment? Alternative interventions? Consequences of consenting or refusing consent? Can the patient appreciate her or his situation? Is she or he able to make a decision that is not substantially based on delusion or depression?
Box: Incapable, or simply different? Starson v. Swayze

Professor Starson was a respected physicist with previous history of mental illness. During a twelve month stay in hospital, psychiatrists Swayze and Posner deemed Starson incapable, a finding that would have facilitated treating Starson without consent. The Ontario Consent and Capacity Board agreed with Swayze and Posner on the basis, among others, that “despite overwhelming evidence to the contrary he continues to deny that he has a mental disorder”. Such statements as

“I have no opinions. You are a religion. I have the perfect scientific mind. Only you people say I have an illness.”
were taken to be evidence of delusion.

The Board’s findings were overturned by the Ontario Superior Court. The case ultimately appeared before the Supreme Court. 
Ontario’s statutory definition of capacity revolves around the ability to understand medical information, and the ability to appreciate consequences of treatment or refusal. The majority opinion found that it was necessary only that the patient understand her or his condition, as a constellation of symptoms or characteristics. It was not necessary that patients characterize these features in a negative manner, as a disease or pathology. While denying that he had a mental disorder, Starson qualified his statements, saying: “I certainly have exhibited the symptoms of these labels that you give … and certainly I have exhibited things that would be considered manic”. The Supreme Court deemed Starson’s statements sufficient evidence that the patient could understand the symptoms he exhibited, and that they applied to him. 

Regarding ability to appreciate consequences, Justices found the following instructive:

“Professor Starson stated that the medication’s normalizing effect could be ‘worse than death for me, because I have always considered normal to be a term so boring it would be like death’”. The Consent and Capacity Board found this appreciation of the consequences of treatment delusional. However, Justices found that the Board was overly influenced by its conviction that medication was in Starson’s best interests. The Ontario standard of capacity is that the patient be able to appreciate the consequences of giving or refusing consent. It was not necessary that the patient actually appreciate the consequences. Starson certainly did not appreciate the notion of “illness” or the consequences of treatment in the same way his psychiatrists did – but this was not germain to the question of capacity. Ultimately, the Supreme Court found that the Board’s conclusions were based on Starson’s refusal to consent, rather than any evidence that his mental condition prevented him from being able to understand and appreciate.
<h2> Capacity – ethical and legal considerations

When patients are incapable, either by virtue of a medical condition or by virtue of immaturity, their decision-making – or lack thereof – may subject them to undue harm. Moreover, decisions made in these states cannot meaningfully be said to be rooted in the values and beliefs that comprise a consistent self-identity. That is to say, decision making is no longer autonomous.
For previously capable patients, their illness should not deprive them of the right to live a full and complete life in light of their own values. Means should be found for ensuring that their preferences continue to guide their care during their illness. In most cases, physicians have come to rely on appropriate substitute decision makers (SDM).
Patients who were never previously capable should be protected from the consequences of immature decision-making. Consent should be sought from the patient’s guardian or an appropriate SDM. However, given that one’s decision-making skills develop by experience, such patients should be involved in decision making out of respect for nascent capacity and/or a burgeoning sense of selfhood.

Certain provinces have statutory law defining capacity and the procedures that follow from a finding of incapacity.
Common law has recognized that the right to control one’s own body continues, even during a period of incapacity. (See the box, Malette v. Shulman.)

<h2> Capacity – Substitute Decision Making
Where a patient is incapable or where a patient is underage in a jurisdiction with a statutory age of consent, consent should be sought from the patient’s guardian. Where no legal guardian is available, substitute decision making may apply.

Consent statutes provide for substitute decision makers (SDMs). For example, the Ontario HCCA provides a prioritized list of individuals empowered to give or refuse consent on behalf of an incapable patient. The HCCA also provides explicit guidance for situations like disagreement between SDMs.

Where statutes do not generally provide for substitute decision-making, power to consent or refuse consent on a patient’s behalf generally rests with the Courts or with Court-appointed guardians. However, medical staff regularly consult and respect the wishes of close family members.
SDMs take responsibility for the patient’s treatment decisions. The must themselves be capable.

<Fig.1>
<h2> Capacity – Age of Consent?

All adult patients are presumbed capable unless a specific capacity assessement reveals otherwise.

In common law jurisdictions where there is no statutory age of consent, all patients are presumed capable regardless of age. 

With minors, in light of their dependence on others, it is preferable to involve the patient’s guardians or family in medical decision-making. However, a competent minor has the right to make medical decisions on her own behalf, without the involvement of others.
In jurisdictions where a statutory age of consent applies, a patient is not legally capable of consenting or refusing treatment until the age of consent.

Figure 1 below


<h2> Personal or Advanced Directives
Personal or advanced directives are instructions made by the patient, when capable, in anticipation of future incapacity. In this way, the patient can control her or his medical care so that treatment continually expresses her or his values.

Certain jurisdictions have statutes providing for personal directives.

In general, medical staff must obey any instructions in the directive relevant to the decision being made.

<h1> Confidentiality

Confidentiality refers to the physician’s duty to safeguard information disclosed by patients.

From the Hippocratic Oath: “All that may come to my knowledge in the exercise of my profession or in daily commerce with men, which ought not to be spread abroad, I will keep secret and will never reveal.”

Privacy refers to the patient’s control over knowledge of her or his personal affairs. Confidentiality protects patients’ privacy.

<h2> Confidentiality – Ethical considerations

Knowing that their information will remain safe, patients are willing to disclose sensitive information necessary fo their medical care. Confidentiality contributes to the patient’s sense that the physician will provide good care, in the patient’s interets.

Breeches of confidentiality may cause real harm to patients. Medical information is put to myriad uses, and its disclosure may affect a patient’s ability to work, apply for employment, obtain insurance, or participate in the life of the community. Patients may also lose faith in the physician-patient relationship, and come to lose faith in the medical profession in general.

Body and wellness are fundamental to a patient’s life, such that we recognize a fundamental right of self-determination over these domains. This power should also apply to information about a patient’s body and wellness. That patients should be able to direct the uses and disclosures of their health information strengthens their autonomy.
However, an individual’s expectation of confidentiality is legitimately limited by the rights of others to be safe from harm.

<h2> Confidentiality – Legal Considerations

In McInerney v. MacDonald, Supremem Court Justices found a basis, in the law of equity, a discrete branch of the common-law, for a duty of confidentiality in the fiduciary nature of the patient-physician relationship.

A fiduciary (from Latin, fides, meaning “faith”) is bound to further the interests of her or his principal with the utmost loyalty. Fiduciaries are prohibitted from allowing personal interests to supersede their duties to a principal, from being in a position where duties to multiple principals clash, and from profitting from their position of trust without their principals’ consent.

Health information is extraordinarily sensitive. The patient has a continuing interest in the disposition of her or his information. To serve the patient’s interests, the physician, as a fiduciary, is bound to maintain the patient’s confidences.

There is also a professional duty of confidentiality incumbent on physicians. Physicians are legally liable in civil proceedings if a breech of confidentiality were to lead to patient harm. Physicians may also be subject to sanction by professional colleges.

Confidentiality is supersede where statutory law requires disclosure of patient information.

Confidentiality may also be superseded by a duty to warn others of impending harm. The common law generally recognizes that individual rights are legitimately limited by the public’s interest in being free from danger.

Certain jurisdictions have enacted statutes setting out the legitimate uses and disclosures of identified and non-identified health information, and the circumstances underwhich use and disclosure of health information may occur without consent (e.g.: Alberta’s Health Information Act).

Box: Tarasoff v. Regents – Establishing a duty to warn

1969. Mr. Poddar, a patient of a psychologist practicing at UC Berkeley, confides his intent to kill Tatiana Tarasoff. Tatiana had previously had rejected Podar’s romantic advances. The psychologist notified campus police, who detained and released Poddar, having detected no apparently dangerous behaviour on the basis of which they could continue Poddar’s detention. Tarasoff was never warned. Poddar killed her several months later.
Tarasoff’s parents subsequently sued the psychologist and other employees of UC Berkely. The California Supreme Court, upon hearing the case, found that mental health professionals owe a duty not only to their patients, but to specific individuals threatened by their patients. The language of “duty” is particulary strong, suggesting that professionals must act to protect threatened third parties. Although no such common-law precedent has been set in Canada, the case has been influential among policy-makers and jurists.

“… the confidential character of patient-psychtherapist communications must yield to the extent that disclosure is essential to avert danger to others. The protective privilege ends where the public peril begins.”

<h2> Confidentiality in the Clinic

Physicians may release information to any third party with the patient’s informed consent. Indeed, where a patient directs the release of health information, physicians should comply.

Where a physician is required to disclose information to a third party, it is best to seek the patient’s consent or, at least, to inform the patient of the physician’s obligation. Communication and dialogue sustain the patient-physician relationship.

This might not be appropriate in all circumstances – for example, when reporting a patient, who happens to be a child’s care-giver, to local authorities for suspected abuse.

Box: Three questions to ask when disclosing patient information

1. Is the purpose legitimate?

2. Is it necessary that I disclose this information?

3. What is the least information I can provide that fulfills this purpose?

Patient information should be de-identified where possible. In Alberta, de-identified information can be freely used for any purposes.

Confidentiality is often breached inadvertantly, for example, when gossiping or sharing news with individuals uninvolved with a patient’s care. Medical staff should be vigilant in ensuring that health information is disclosed and used only to promote the patient’s well-being, and in accordance with the patient’s wishes.

<h2> Exceptions to Confidentiality

Table: Disclosures of health information in Alberta
	With consent

	Permissible
	Mandatory

	Any use or disclosure
	Any disclosure to a third party, as directed by the patient (see Medical Record).

	
	

	Without consent …

	Permissible – a physican may report …
	Mandatory – a physician must report …

	Persons medically unfit to drive.
	Specific communicable diseases, according to regional public health legislation.

	Patients treated for mental illness associated with violence or threatened violence, as per the federal Firearms Act. *
	Suspected child abuse.

	Under certain circumstances under the Alberta Mental Health Act.
	Suspected abuse of a “person in care”.

	Under certain circumstances, as per the Alberta Heatlh Information Act.
	Animal bites, if rabies is reasonably suspected, as per public health legislation.

	
	Deaths under certain conditions, e.g.: unexplained deaths, or deaths consequent to negligent care.

	
	Results of blood alcohol testing, when blood has been drawn for that purpose, with the patient’s consent and at the request of a Peace Officer.

	
	Medical conditions of flight crews, air traffic controllers, and others, as per the Federal Aeronautics Act. *

	
	Medical conditions that could be a threat to safe railway operations, as per the federal Railway Safety Act. *

	
	Specific notiafiable illnesses as per regional occupational health and safety legislation, e.g.: lead poisoing, asbestosis, and noise-induced hearing loss.

	
	Pathological reports indicating malignancy.

	
	Patients who present a clear and present danger to society **

	
	

	
	

	
	


This table is not exhaustive. Information abridged and taken from the Alberta College of Physicans and Surgeons, “Release of Medical Information: A Guide for Alberta Physicians”. Many of these disclosures are likely to be similar from province to province.

* Disclosures required by federal statute apply throughout Canada.
** The Alberta College of Physicians and Surgeons, in it’s disclosure guidelines, considers this indication a permissive disclosure.

Circumstances in which physicians may be bound to provide medical information include: upon the request of a court order; a third party presenting appropriate authorization (e.g.: patient or guardian consent); a patient’s legal guardian; the Executor of an estate, for a deceased patient; or at the request of local professional college for the purposes of an investigation.

In the absence of legislation requiring otherwise, medical staff need not report gun shot wounds, stabbings, admitted use of illegal drugs, or injuries suffered during the commission of a crime. Such information may be obtained by a police officer through a judicially authorized search warrant.
Box: Emerging issue – Electronic medical records offer increased opportunities to breach priacy, but increased capabilities to track and control access to health information as well.

<h1> Truth Telling

Truth-telling refers to a general obligation to disclose health information to a patient outside of disclosure required for consenting to treatment or procedure.

Some physicians prefer to withold information from their patients – for example, the diagnosis of a terminal illness – on the basis that disclosure would be contrary to their patient’s well-being. This is the doctrine of therapeutic privilege.

Therapeutic privilege has been generally discreditted.

Some patients would rather not know about certain diagnoses and implications. Whether a patient desires this information is often affected by the patient’s personal and cultural mileau.

<h2> Truth Telling – Ethical Considerations

An individual’s health and well-being is central to the sorts of life she or he might choose to live. Not providing health information deprives patients of information germane to their life-choices, impacting their autonomy.

Honest and frank disclosure is essential to the patient-physician relationship. Witholding information from patients complicates the relationship later on, and detracts from patient’s trust in the profession.
A patient’s interests depend on her or his circumstances and values. It is paternalistic at best, harmful at worst, for a medical professional to assume that she or he knows what is best for a patient, and for a professional to withold information on that basis.

<h2> Truth Telling – Legal Considerations

Physicians have a general duty of disclosure. Failing this duty could result in legal liability on the basis of negligence. If information was witheld in the context of a decision to undergo treatment or procedures, liability might also be pursued on the basis of battery – un-informed consent.

<h2> Truth Telling in the Clinic

Physicians should provide patients with opportunities to know their health information. This may entail seeking consent to disclose information.
Authentic requests from a patient, not to be told certain thigns, should be respected. Such a request should be confirmed with the patient, explicitly, and documented. Where a patient’s friends or family members wish that a patient be “kept in the dark”, medical staff should nevertheless ascertain if this is indeed the patient’s own desire.
Medical errors, adverse outcomes, and medical uncertainty should be disclosed in the absence of an express wish to the contrary. The possibilty of facing liability is no reason to withold health information.

Truth-telling is not always benign. Disclosure can be traumatic. The manner in which information is disclosed should be sensitive to patients’ circumstances.

Truth-telling may legitimately be eschewed where disclosure is likely to cause the patient significant harm that cannot be avoided or mitigated by any other means. These circumstances are rare. A decision to withold information on this basis should be revisited, especially once circumstances have stabilized.

Studies commonly show that most patients and their families, when faced with the prospect of chronic or terminal illness, want to know everything that they can about their conditions.
<h1> The Medical Record

The medical record is a comprehensive documentation of a patient’s medical affairs. Medical records typically include a history of the medical staff’s interactions with the patients, presenting compliants, histories of illness, investigations, physical exam findings, family histories, medication lists, treatments, operations, and outcomes. Medical records follow standard formats, and must be maintained for all patients treated.
Box: The many functions of the medical record

· Facilitate medical decision-making.

· Provide continuity of care from one visit to the next.

· Provide continuity of care from one health professional to another.

· Document medico-legal processes, like consent.

· Holds medical professionals accountable to patients.

· Provides date for heatlh research.

· Contributes to quality assurance.

· Contributes to the education of medical trainees.

· Provides legal evidence, e.g.: in cases of abuse.

· Facilitates the portability of medical care.

Medical staff have a professional duty to ensure that the medical record is comprehensive and accurate. Failing in this duty can result in disciplinary action (e.g.: a charge of “unbecoming conduct”) by a professional college, and legal liability for subsequent patient harm.

Medical records should be treated with the respect due to a legal document. Special considerations must be made regarding the creation, alteration, storage, and disposal of medical records. Guidance should be sought from professional colleges.
<h2> Patient Information and Access to the Medical Record

The medical record is owned by the physician-practice or by the medical institution.

However, the patient has a right to the information contained within. The custodian of the medical record is considered to be holding health information in trust for the patient.

Heatlh information is very personal and sensitive by nature. According to the Supreme Court of Canada in McInerney v. MacDonald, the patient has a continuing interest in her or his information that is not foregone or altered should her or his information be copied and transferred from custodian to custodian. By virtue of this interest, and of the physician’s fiduciary responsibility to act according to the patient’s interests, physicians must allow patients to access their medical records.

By the same token, physicians must also comply with patient instructions to disclose the medical record to third parties.

Health institutions or practices do not surrender ownership over the original document. They should provide patients with copies of the record, and may charge a reasonable fee to recover their costs.

**  For patients who have never been capable, guardians and decision makers decide on the basis of the patient’s best interests. Parents of children who are incapable patients have a general entitlement to apply their own values. This entitlement is under controversy in BC, where sextuplets born to a Jehovah’s witness couple have been ordered seized by the provincial ministry for life-saving blood transfusion, against their parents’ will.





*  Guardians and decision makers make decisions primarily based on what the patient would want if she/he were capable, and secondarily based on the patient’s best interests. This reflects a valuation of patient autonomy over beneficence. However, not all legislatures have accepted this valuation in all circumstances when crafting consent statutes. Applicable statutes should be consulted to determine the valid basis for decision making, and to assist decision makers through difficult decisions.
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