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Remarks for the Withholding and Withdrawing Treatment Forum Panel Whose “Minimum Goal of Treatment” Is It, Anyway?

Heidi Janz, University of Alberta


 I would like to address the notion of a “minimum goal of treatment” as it pertains to the debate around withholding and withdrawing treatment using a framework based on the emerging academic discipline of Disability Ethics.  Traditional health ethics examines "quality of life" in relation to disability in terms of the effects of impairment on an individual's relationship to the environment, but a disability-ethics perspective requires us to also examine the effects of marginalization on the individual, and the effects of stigma on the social perception of the individual's quality of life. Thus, while traditional health ethics tends to evaluate an individual’s quality of life in the presence of disability in terms of social function, a disability-ethics perspective calls us to consider the impact that an individual’s social worth has on his/her “quality of life.” So, while a traditional Medical/Bioethics perspective prompts us to ask questions like: “Would the greater good be best served by allocating limited resources to facilitate the continued inclusion/life of a single person with disabilities, or to promote the continued well-being of a far larger number of people without disabilities?”,  a Disability-Ethics perspective prompts us to ask questions like:  “What are the commonly-held values that will cause a society to either include or exclude disabled people? “ and, “What sorts of assumptions and/or knowledge about the experience of disability underpin these commonly-held values?”  I would argue that these are precisely the sorts of questions which identify and expose the dangers inherent in the policy of Withholding and Withdrawing Treatment that we are examining in this forum today.
 
It seems to me that one of the most fundamental—and potentially most dangerous—problems with the medical concept of a “minimum goal of treatment” as it pertains to the debate around withholding and withdrawing treatment is that it is generally defined solely in terms of a traditional Medical/Bioethics perspective, and thus leaves no room for the kinds of considerations that a Disability-Ethics perspective calls us to examine and to take into account. In other words, there may be many cases in which the presence of a pre-existing disability automatically makes it impossible for individuals to meet the criteria of the medical/bioethical concept of a “minimum goal of treatment” because they were in fact living in a condition that fell short of the “minimum goal of treatment” even before their medical condition became acute or critical. Common examples of this type of scenario include the routine use of respirators by individuals who have Post-Polio Syndrome, and the routine use of a PEG tube by people with Cerebral Palsy and other neurological disorders as a means of eating and drinking. Clearly, in these sorts of situations, conventional Medical/Bioethical understandings of concepts such as “artificial nutrition/hydration,” “extraordinary measures,” and “futility of treatment” become highly problematized, when examined from a Disability Ethics perspective.  

Another contemporary, and rather frightening, example of the way in which the presence of a pre-existing disability problematizes the conventional Medical/Bioethical concept of a “minimum goal of treatment” is seen in the recently released “Triage Protocol for Critical Care During an Influenza Pandemic.” Published in the Canadian Medical Association Journal, this protocol sets out a prioritization hierarchy for determining patient eligibility for receiving critical care, specifically the use of ventilators, in the event of an influenza pandemic and the resulting catastrophic overloading of critical care units. This Protocol sets forth the following criteria for determining whether or not individual patients should receive critical care during an influenza pandemic:
Inclusion criteria

The patient must have 1 of the following:

A. Requirement for invasive ventilatory support

• Refractory hypoxemia (SpO2 < 90% on non-rebreather mask or FIO2 > 0.85)

• Respiratory acidosis (pH < 7.2)

• Clinical evidence of impending respiratory failure

• Inability to protect or maintain airway

B. Hypotension (systolic blood pressure < 90 mm Hg or relative hypotension) with clinical evidence of shock (altered level of consciousness, decreased urine, output or other evidence of end-organ failure) refractory to volume resuscitation requiring vasopressor or inotrope support that cannot be managed in ward setting

Exclusion criteria

The patient is excluded from admission or transfer to critical care if any of the following is present:

A. Severe trauma

B. Severe burns of patient with any 2 of the following:

• Age > 60 yr

• > 40% of total body surface area affected

• Inhalation injury

C. Cardiac arrest

• Unwitnessed cardiac arrest

• Witnessed cardiac arrest, not responsive to electrical therapy (defibrillation or pacing)

• Recurrent cardiac arrest

D. Severe baseline cognitive impairment

E. Advanced untreatable neuromuscular disease

F. Metastatic malignant disease

G. Advanced and irreversible immunocompromise

H. Severe and irreversible neurologic event or condition

I. End-stage organ failure meeting the following criteria:

Heart

• NYHA class III or IV heart failure

Lungs

• COPD with FEV1 < 25% predicted, baseline

PaO2 < 55 mm Hg, or secondary pulmonary hypertension

• Cystic fibrosis with postbronchodilator FEV1 < 30% or baseline PaO2 < 55 mm Hg

• Pulmonary fibrosis with VC or TLC < 60% predicted baseline PaO2 < 55 mm Hg, or secondary pulmonary hypertension

• Primary pulmonary hypertension with NYHA class III or IV heart failure, right arterial pressure > 10 mm Hg, or mean pulmonary arterial pressure > 50 mm Hg

Liver

• Child–Pugh score ³ 7

J. Age > 85 yr

K. Elective palliative surgery

Note: SpO2 = oxygen saturation measured by pulse oximetry, FIO2 = fraction of inspired oxygen, NYHA = New York Heart Association, COPD = chronic obstructive pulmonary disease, FEV1 = forced expiratory volume in

1 second, PaO2 = partial pressure of arterial oxygen, VC = vital capacity,

TLC = total lung capacity.
The authors of this Protocol assure us that “When resource scarcities occur, the tenets of biomedical ethics and international law dictate that triage protocols be used to guide resource allocation ... We have developed this triage protocol in an effort to ensure the equitable and efficient use of critical care resources if scarcities occur during  an influenza pandemic.” Yet, even in spite of such apparent ethical surety, I do not think it an overstatement to say that this Protocol blatantly ignores the fundamental human rights of people with disabilities.  Again, I think it is important to stress the limited purview of this protocol, as it really only addresses the issue of which patients would be eligible to receive treatment with respirators in the event of an influenza pandemic. Practically speaking, only a fractional percentage of patients would in fact either require or benefit from treatment with a respirator in such a situation anyway. Having said that, however, I still find some of the criteria set forth in this Protocol for the withholding of treatment extremely problematic, when viewed from a Disability Ethics perspective. For example, in identifying a “Severe and irreversible neurologic event or condition” or a “Severe baseline cognitive impairment” as criteria for the withholding of treatment, this Protocol in effect excludes virtually all people with pre-existing physical and/or developmental disabilities from treatment.  The potential for this kind of exclusionary, ability-based  treatment protocol to be adapted and transferred over to other areas of medical practice poses a very real, and—as many would argue in the wake of the Golubchuk case—a very present danger to vulnerable Canadians. It highlights the urgent need for the articulation and integration of a Disability Ethics perspective into the practices of Medicine and Bioethics. 

