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Predict-CAT Qual: Presentation, Content and Perceptions of Usefulness of Information for Cataract Patients

Summary of key findings


Aims 
· Explore the acceptability of the Cat-PROM5 questionnaire with healthcare professionals (developed and validity-tested in WP1 of the Cataract Research Programme)
· Identify the most acceptable way of presenting risk and benefit probability information to patients as part of a Cataract Decision Aid
· Identify cataract surgery specific Frequently Asked Questions to be included in a Cataract Decision Aid
· Explore issues of shared and informed decision-making during cataract surgery patient counselling to inform the development and implementation of a Cataract Decision Aid in routine practice

Methods
· [bookmark: _Hlk20224235]Conduct focus groups and interviews with patients to inform development (presentation, format and additional information) of a risk and benefit probability calculator and Cataract Decision Aid 
· Conduct interviews with healthcare professionals (HCPs) to explore the acceptability of Cat‑PROM5 and the usefulness of decision aids in clinical practice 
[bookmark: _Hlk20225152]


Participants
Patient focus groups and interviews
Two focus groups and 15 one-to-one semi-structured interviews were conducted with 33 individuals attending the BEH clinics and two attending the GHNHSFT clinics.  The mean age of patient participants was 77, with the youngest participant being 55 years old and the oldest 86.  Out of the 33 patient participants, fourteen were women, all but one were White British, English was the first language of all participants and the majority were from more affluent areas.  Most were suffering from other eye co-morbidities.

Healthcare professional interviews
Eight interviews with clinicians based in the BEH and three with clinicians based in GHNHSFT were conducted between March 2017 and February 2018 (11 interviews in total).  Eight of the HCP participants were female.  Four HCP were ophthalmologists, three nurses, and four optometrists.    

Findings
Acceptability of Cat-PROM5 to healthcare professionals
Interviews were conducted with 11 HCPs: eight based in the BEH and three in GHNHSFT.   HCPs were asked to comment on each question of the Cat-RPOM5 individually, and on Cat-PROM5 as a whole.  Overall HCPs thought Cat-PROM5 captures vision-related quality of life well and how it might be impacted on by cataracts.  The majority thought the outcome measure was short, simple and easy for patients to complete on their own and thought it captured information of importance to HCPs, but a few commented on the usefulness of knowing the specific areas affected by cataract, something not captured by the Cat-PROM5.  Several believed the Cat-PROM5 captured information already used to inform decision-making.  
Participants thought having a structured way of capturing VRQoL information would make more consistent the discussions taking place during consultations, introduce the patient perspective in decision-making, standardise and formalise the way VRQoL information is collected and recorded, and facilitate post-surgery assessment of surgery outcome.  Some challenges to implementation were raised: resources available i.e. time; relevance of Cat-PROM5 to the role and responsibilities of the HCP and the purpose of their contact with patients in different stages of the care pathways;  whether responses to the questions are influenced by patients’ and/or their family’s wish to have the surgery and their expectations from the surgery i.e. reliability of responses; and attitudes of HCPs towards the questionnaire e.g. the effectiveness and added value in clinical practice.

Identify the most acceptable way of presenting risk and benefit probability information as part of a cataract decision aid
Patients participating in the study were shown four different numerical ways of presenting risk and benefit information, each accompanied by a pictogram representing visually that probability: N out of 100 individuals; number of people treated for one to experience benefit/complication; and probability as a decimal.  Patient participants preferred “N out of 100 individuals” as the most easily understood format to present both risks and benefits.  In terms of the pictograms, there was no general agreement as to which was the most useful to aid understanding of probabilities, or indeed whether pictograms are needed at all for this information.   

Identify cataract surgery-specific frequently asked questions to be included in a cataract decision aid
Patient reported FAQs
Frequently Asked Questions (FAQs) were identified through patient participants’ narratives discussing the information they found useful at the time, questions they would have asked now but didn’t ask then, and emerging gaps in knowledge of surgery-specific issues.  
What the surgery will entail (dispelling myths and alleviating anxiety): The most common concern was about the actual cataract surgery and what it would involve, something that patient participants thought was not well explained before the surgery.  
The potential risks in relation to the potential benefits from the surgery: Most patients could recall being given risk-related information during their pre-surgery appointments but not all could recall being given a description of the potential benefits.  Patient participants expressed the need to have information about the benefits of surgery as well as the risks, preferably discussing one in relation to the other.
Post-surgery complications and self-care: Post-surgery complications and self-care was another topic of concern.  Patients participating in the study were concerned about what to look out for after the operation, and even though a few pointed out that this was a topic covered by the information booklet, not all were aware of how their everyday lives might be impacted.  Some patient participants reported not being informed of the possibility of experiencing the complications they had experienced after the surgery.  
Information about the Intra Ocular Lens (IOL) options and refractive implications post-surgery: The type of IOL to choose from and making decisions on refractive corrections were discussed in both focus groups and in two individual interviews.  One participant reported this choice was the only real choice they had to make when it came to cataract surgery.  Patients reported these choices were not explained to them in previous encounters with clinicians and they were not given time to consider their options, causing anxiety prior to the surgery.  Other related sources of dissatisfaction included not being made aware of the extent of visual ability differences pre- and post-surgery, or the refractive difference between the two eyes (anisometropia) that might result after surgery.  
How long is it safe to wait to have the surgery before risks overtake benefits: Another concern was how long it was safe for people to wait before having the surgery, after they were alerted to the presence of cataracts.  Patients raised the question of whether there is a point after which the risks involved increase and the surgery becomes more complex.  
The impact of comorbidities on the risks and benefits: When having additional eye problems, patients reported to experience increased uncertainty as to how much or whether the surgery would benefit their eyesight.  The importance of the level of expertise of the surgeon was discussed and whether an experienced surgeon should carry out the surgery because of increased risks.  
Other people’s experiences: Peers were a valued source of information about the cataract surgery process, the potential impact of cataracts and implications of having the surgery.  Access to such stories was thought to be of importance to people who did not have the social networks to benefit from direct peer informational support.

HCP-reported FAQs
Risks and benefits. Even though all HCP participants reported going through the risks and benefits of the surgery with patients, most thought the majority of patients were not overly concerned about the risks, nor were they motivated to discuss benefits.  
Providing information about refractive outcomes. Earlier data collection highlighted information about the new IOL and refractive outcomes of surgery to be of importance to patients.  Some HCPs thought this was important information to discuss with patients to address expectations, and others were confident about the level of information given to patients.  Others however raised concern about patients’ understanding of the information and raised challenges involved in making accurate predictions of outcome and the uncertainty involved when advising patients on possible outcomes.  
About the surgery and surgery after-care. HCP participants reported patients’ main concerns to be around the surgery, e.g. addressing anxiety about the process of surgery, and post-operative self-care.  
Whether surgery is needed. Some patients were reported to be uncertain about the surgery and asking professionals whether surgery was needed.
Waiting times. Some HCPs reported waiting times to be patients’ main concern.

Explore issues of shared and informed decision-making during cataract surgery patient counselling to inform the development and implementation of cataract decision aid in routine practice
Patient perspectives
Patients reported they had received information about cataracts and cataract surgery from formal and informal sources.  This was mainly through information booklets disseminated by the cataract service, friends and relatives, and only a minority used the internet as a source of information.   
Patients’ decisions were shaped by a number of factors, most frequently patients’ wish for improved vision and fear of losing eyesight because of the cataract.  The main trigger to having the surgery was the recommendation made by eye specialists and cataract surgery was understood to be the only way of preventing further visual loss.  Other triggers were friends’ and family members’ positive experiences with cataract surgery which raised expectations for improved eyesight.  The main barrier to going ahead was fear of surgery.  Overall patients participating in the study understood the risks of cataract surgery to be very low, particularly older patient participants who perceived they had more to gain by having the surgery since their vision was already compromised.
Patients did not appear to be actively engaged in the information exchange process and reasons for not engaging included high anxiety levels during the consultation, forgetting the questions they had in mind, not feeling comfortable asking questions, or not having enough time to ask questions.  Many patients had already taken the decision to have the surgery before their pre-surgery appointment, therefore did not see the need to ask questions.  Patients thought information should be given as early as possible in the care pathway, preferably by the optometrist or included in the referral letter for patients to have time to consider the information before making a decision.


Healthcare Provider perspectives
HCPs reported that not all patients were engaged during cataract counselling, particularly when discussing risks and benefits.  Reasons HCPs thought explained the lack of engagement included the patients’ expectations for experiencing benefit from the surgery, paternalistic understandings of the doctor-patient relationship, not feeling comfortable asking questions, already feeling informed, and experiencing stress and anxiety during the consultation.  On the other hand, patients who were more engaged in the information exchange process were thought to be younger, with higher expectations of visual ability, having co-morbidities and higher risk for complications, and being more aware of the refractive potential of the surgery.  

Shared-decision making appears to be inconsistently practiced by HCPs.  The majority of HCPs thought there is variability in practice and inconsistencies in the kind of information discussed with patients, the way this information is discussed and explained, and how decisions are made by individual clinicians.  For some, this variability can result in inequities in who is offered surgery.  All HCPs agreed that the introduction of standardised and structured ways to support the information exchange process would enhance practice, for example through the introduction of Cat-PROM5 that would ensure VRQoL of each patient is taken into consideration but also formally reported in patients’ health records, and the use of FAQs and decision support tools to enhance the information exchange process and support informed and shared decision-making.  

HCPs were open to the use of decision-support tools in clinical practice, but several challenges to implementation were discussed, mainly the time needed to implement in routine practice and how well the decision support tool and its aims fit in with current care pathways.  For some HCP participants, the need to discuss individualised information, such as the individualised risk and benefit probabilities, would introduce certain complexities in practice: it would require time, access to individualised patient information at the time of the consultation, and expertise on the part of the clinician seeing the patient that might not always be possible in the current care context.  Implications for informed consent and the time available to patients to reflect on the information given in order to make informed decisions were raised.  

