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REPORT PURPOSE 
To outline the work and findings of the decision-aid sub-study component of WP3 (Predict CAT), which is part of the following NIHR Grant Funded Programme for Applied Research - ‘Cataract Surgery: Measuring and Predicting Patient Level Vision Related Health Benefits and Harms’. 

This report relates to Question 4 of the overarching Cataract Programme, outlined in the main study protocol: 
Q4. Decision Support: what information is helpful to assist shared decision making and how to present this? 
A4. Development of a brief decision aid containing personalised probability-based information.



This work specifically refers to the second component of WP3, outline in the Predict-CAT protocol: 

Objective: 
· Develop a brief decision aid in which the likelihood of self-reported benefit is set alongside risks of harm (surgical complications / VA loss) to provide an integrated decision-support tool for personalised prediction of outcomes
· Outcome: 
· Integrated clinically relevant patient-clinician risk calculator tools providing evidence-based estimate of the potential to benefit from surgery and the risk of an adverse surgical outcome for individual patients
· A functional brief decision aid in Frequently Asked Questions (FAQ) format 

Executive Summary 

Using a multi-stage collaborative process between patients, clinicians and researchers, we developed and refined a personalised Cataract Decision Aid (CDA) to encourage shared decision making between patients and clinicians. The aid highlighted the choices of ‘surgery, delay or decline’ for patients and provided a space for patient’s individualised risk and benefit calculations to be written down.  
The process of developing the CDA involved:
· Input from a cataract Patient Advisory Group, which highlighted issues that matter most to patients when making the decision about cataract surgery (including likelihood of success / benefits, pain, what happens during the surgery, side effects / risks, eyesight changes, and post-surgery recovery). These issues were incorporated into the CDA.
· Input from clinicians which helped to ratify the accuracy of the CDA content.
· Qualitative user-testing interviews, which found that patients and clinicians were generally positive about the CDA, and they felt that it would be useful to both patients and clinicians when discussing cataract surgery.

User-testing revealed that participants felt that the Cataract Decision Aid would reinforce the idea that a ‘choice’ exists with regard to cataract surgery. It also would encourage better patient involvement in cataract surgery decisions, it was easy to understand and it could feasibly be integrated into clinical care pathways. 

Patients and clinicians felt that it would provide a trustworthy source of information, including adequate and accurate information. Clinicians also felt it would act as a framework and a reminder to cover certain information that they might otherwise not cover and patients felt that the CDA provided them with answers to those questions they would want answered before making a decision.  Although some patients and clinicians suggested alterative digital formats of the CDA, most felt that the most usable and feasible format would be a paper-based CDA.

The developed Cataract Decision Aid consisted of 4 sections: 
· Introduction page - this page introduces the patient to the CDA, explaining the purpose of the tool, and outlines the structure / content. It reinforces that message that patient’s preferences are important when making decisions about cataract surgery 
· Section A: Frequently Asked Questions (FAQs) - this section uses general information to provide answers to some of the questions patients frequently ask about cataract surgery. It will help patients to think about the things that matter most to them. 
· Section B: What matters to you? What questions do you have? - this section provides space for patients to write notes or any questions they have for their clinician during their upcoming appointment.
· Section C: Personalised information about your likely outcomes - the clinician will use this section with patients during their appointment to provide personalised information about their likely outcomes, and to discuss any issues that are specific to them personally.

Overall, it was felt that the CDA would be feasible to use in routine clinical settings, however, some key issues were raised during the user-testing interviews, including: 
· Clinicians noted that many of their patients were not aware that there is a choice available, and they tended to presume that once they have been referred to the cataract clinic that surgery was the only option. This reflects patient’s perceptions, as some tend to assume that the surgery will be done once they have been referred to the clinic. Therefore, participants felt that the CDA could play an important role in highlighting the existence of choice, and thus better preparing patients for a ‘shared’ discussion when they attend their appointment.
· Some clinicians reported a need to protect their patients from the risk information, especially if the patient was at relatively low risk of those outcomes occurring. Clinicians at times ‘filtered’ the information that they gave to patients depending on their perception of how much information the patient would want. Thus, some clinicians queried the benefit of the personalised risk information element of the CDA for all patients. Some patients reported that they would have liked more detailed information about the likely outcomes, especially after they had viewed the CDA. As such, whilst tailoring the information is acceptable and sometimes necessary, it will be important to ensure that any tailoring is based on the patient’s preference for information, and not based solely on the clinician’s judgement of what information the patient wants.
· Concerns were expressed by clinicians regarding the time needed to complete the personalised risk element of the CDA in the consultation, and they had some reservations over how much information patients would want about their individualised risks. We recommended that the CDA is delivered to patients ahead of their appointment, to read in their own time, and then the personalised risk element could be completed together with the patient during the consultation.

