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Decision aids are tools developed and promoted to increase high quality decisions in health care. These 

tools typically enhance communication about treatment options, and the benefits, harms, and outcomes 

associated with each option, in a manner that is easily understood by lay persons. Cardona-Morell and 

colleagues performed a systematic review of decision aids to help older patients facing serious illness and 

found 17 relevant studies (6 RCTs and 11 observational studies).(1) Compared to usual care, satisfaction 

with or acceptability of the decision process or the decision made was high regardless of the type of decision 

aid. The review also demonstrated that decision aids increased patient knowledge (but the improvement 

was small and absent in many trials), reduced decision conflict (but not consistently in all studies), and in 

a few trials, improved decision concordance between patients and their surrogates after exposure to a 

decision aid. In five studies, the decision aids included a values clarification process but only one made the 

trade-offs inherent in values clarification explicit. None explicated the difference between 

resuscitative/intensive care versus medical care versus comfort care. Together, these results suggest that 

the published decision aids to date may be lacking in their ability to help with the types of decisions that 

are most relevant to older individuals with serious illness. 

 Accordingly, we set out to develop a novel decision aid to support older patients prepare for serious 

illness. In developing the decision aid, we were considerate of the domains and items of International 

Patient Decision Aid Standards (IPDAS) instrument used to assess quality of decision support tools. (2)To 

develop the content of the decision aid, we first reviewed the literature on medical decision-making in the 

context of serious illness and drafted a preliminary version of the decision support intervention. We then 

created a “Goals of Care Designation (GCD) Clinic” in a family medicine primary care setting in 

Lethbridge, Alberta, Canada. In Alberta, a province-wide standard medical order form is used for 



physicians to indicate the type of care a patient is to receive when seriously ill (resuscitative (intensive) 

care, medical care, or comfort care). It is the expectation of the health care system that all citizens of the 

province will meet with physicians to have this formed filled out in advance and will carry this form in an 

associated ‘green sleeve’ to their doctors’ appointments or hospital visits. A family physician (AB) referred 

older patients with serious illness she expected would benefit from more in depth GCD discussions to this 

consultation clinic. DKH and RH met with patients to explain the context of the meeting, the decision to 

be made, and the various treatment options. Twenty-four patients were referred to the GCD primary care 

clinic and participated in the development phase of the decision aid. A description of their baseline 

demographic is found in eTable 1.  The average age of participants was 78 years old, 37% were male, and 

most were in good health.  

 During these consultations, there were several key learnings that lead to further refinement of the 

decision support intervention. First, we realized that patients were having difficulty discriminating between 

planning for terminal care compared to planning for medical care when seriously ill. In our observations, 

the majority of patients just wanted to be kept comfortable when it was certain they were dying (condition 

of certainty). One of our concerns is that, to the extent that these patients misunderstood the context of the 

question about serious illness, they could be expressing a treatment preference that would result in their 

certain death when they could have recovered with simple curative treatments or intensive care, when 

appropriate. Accordingly, we created language strategies to help people understand the differences between 

terminal care and serious illness. However, when we explained that we were planning for serious illness 

where there was a probability of death but also, a probability that they may survive, they further struggled 

to express a treatment preference without knowing what the clinical outcome would be (condition of 

uncertainty). This required us to develop additional materials to explicitly define serious illness and the 

outcomes associated with it and to explain that the goal of the discussion was to express a preference that 



would best capture the person’s wishes at the present time, under conditions of ‘uncertainty’ about whether 

a sudden serious illness requiring hospitalization would be terminal or not. We likened this to listening to 

a weather report from a meteorologist where there is a certain probability of rain and, without knowing for 

sure whether it would rain or not, the person still had to decide whether they would go out and whether to 

bring an umbrella.  

 Second, we further observed that patients had difficulty expressing their values in a way that 

informed future medical decisions. Since the treatment options are preference sensitive and preferences 

should be aligned with values, we then developed a short values clarification tool that included an 

explanation of values and their relationship to treatment decisions and gave examples of different end-of-

life (EOL) values (adapted from Scheunemann et. al. (3)). We further explained how certain values compete 

or conflict with each other, and patients were asked to rate on 7-point Likert-type scales 1) the degree to 

which quality of life was more or less important to them compared to quantity of life and 2) whether a 

natural death vs. a machine-supported death was more important (see eFigure 1 for examples of these 

scales).  To aid in clinical decision-making and to make the linkage between values and preferences more 

explicit, we developed a system of grids that used the ratings of importance on the values questions to 

indicate which treatment option may be preferred (see eFigure 2). These treatment options were then 

described in more detail with information about the nature, location, harms, benefits and associated 

outcomes of the different treatment options provided in text and with visual images. Once the benefits and 

risks or harms of intensive care were explained, another set of value statements and associated grids was 

presented. Patients were then asked to rate their willingness to accept the risks of ICU care and their 

willingness to remain alive but in a potentially reduced health or functional state (See eFigure 1). The 

highlighted treatment options on the grid were not considered the definitive answer but rather, the grids 

were used to provide structured guidance to the patient helping them link their stated values to reasonable 



treatment preferences. Where there were discordant treatment preferences highlighted on the grids (for 

example, the first grid suggested the preferred medical option was comfort care and the second grid 

indicated medical care), it led to a deeper conversation about why the discordance existed, the patient’s 

values, and which values were most important, were further clarified. The final step of this consultation 

was to elicit a treatment preference for the use of life-sustaining treatments. To do so, we used a taxonomy 

describing different levels of the use or non-use of life-sustaining treatments (eTable 2 in supplementary 

appendix). This taxonomy was developed with input from medical experts and has been used extensively 

in our prior research.(4,5,6)Based on responses to values and initial grids (preferences), it was determined 

whether CPR is relevant and if so, patients watched a brief CPR video decision aid that is publicly available 

in the Plan Well guide Website.  For patients preferring comfort care, this step was skipped.  

 Finally, to enable communication between the patient/facilitator interaction and the referring 

physician, we developed a standardized “Dear Doctor” letter that records the nature of the conversation, 

the stated values and expressed treatment preferences (See eFigure 3). This letter gave patients a written 

record of their ‘talking points’ with the doctor and our hypothesis was that this ‘informed and capacitated’ 

patient would be able to significantly influence medical decision-making to ensure that their stated 

treatment preferences are formally recorded on the goals of care documents and that the care they actually 

receive is more likely to be consistent with their authentic value structure.  

 When a near-final version of the decision support intervention was ready, we created a PowerPoint 

presentation that included all the content of the decision aid. We then held a series of focus groups and one-

on-one interviews with 42 health care professionals with expertise in critical care medicine, nursing, 

geriatrics, family medicine, and palliative care, to obtain their input on the decision aid. The majority of 

the input focused on expanding the range of possible outcomes associated with intensive care treatments; 

hence, more information is presented on intensive care relative to medical and comfort care. Further 



revisions were made and then the tool was evaluated by a group of lay patient and family advisors in Ontario 

and Alberta. We recruited 18 lay persons to participate in 2 hour face-to-face session in Kingston Ontario 

or a 2 hour webinar where the intervention was presented and a formal evaluation sought from participants. 

This evaluation instrument used in this project was informed by the framework for evaluation of sensibility 

developed by Feinstein  (7) and adapted questions from a variety of other sources that have measured 

similar constructs.(8,9). In essence, we asked participants the questions with associated response options 

in eTable 3. The development and evaluation process is visually represented by eFigure 3. 

  Eighteen lay people participated in the final evaluation. Overall, on a scale of 1=poor and 5=very 

good, participants rated the tool a median of 5 (range 3-5). The majority found the language clear and 

understandable, was easy to work through, felt the amount of information was “just right”, and thought the 

decision support tool would be very helpful to patients with serious illness. When asked if they would use 

it if recommended by their doctor, the median response was “definitely would use it.” In addition, the 

majority also responded that they would recommend it to others (see eTable 3). 
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