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The Importance of Patient Values in the Clinical Encounter
[Adapted from material supplied by Paul Glasziou, Centre for Evidence Based Medicine]
Why is it important? 
Obtaining evidence alone is usually not sufficient in resolving a clinical issue. A clinician needs to fit the evidence to what the patient wants.   For example:

Scenario
Dr G has recently carried out a pregnancy test for Clara B. When he receives the results and the result of the test is positive he wonders whether this is “good news” or “bad news”. 

In the same surgery he also receives the results for Sondra B, who is Clara’s mother. In this case the result of the test is negative. Again he wonders: is this “bad news” or “good news”? 

The same news, or the same item of evidence, can be good news or bad news depending on what people’s aims, wishes, expectations, stage of life and context are. This is even true for the same person whose own wants and needs with regard to that issue will change over time. While pregnancy is a dramatic exemplar of this the same is true for other clinical issues. How someone reacts to each issue is clearly very different depending upon their stage of life, expectations and backgrounds. So understanding this is essential when considering whether the evidence will or will not help in a particular setting. 

One way to meet this challenge is to use the results from a clinical trial to try to assess the likely benefits and harms of the intervention for each individual patient. This approach counters criticisms that:

1.      Evidence-based practice reduces each individual to “an average patient”

2.      For many clinical trials, the selection criteria are so strict that they would exclude many patients that a clinician would encounter making it difficult to “generalise” from such trials to the real world.

How might this work? 
We asked a practising clinician to explain: 

“The first thing with a Clinical Trial is to know the overall result: Does it work at all? How much does it work?  This is what Evidence Based Medicine is essentially about. But next there’s a process of asking ‘How much benefit would this patient receive based on the effects seen in the trial, but adjusting it for that patient’s disease and circumstance?”  The biggest issues usually concern the degree of risk of the patient or the severity of the disease”.  

“People who are at high risk of a problem are more likely to benefit from a treatment than people who are at low risk.  For example, if you are of high risk of a stroke then stroke prevention is going to be more important to you than for people at low risk. So your benefit increases with your own individualised risk. The same is true of severity. For example, the more severe your asthma the more asthma prevention will benefit you”. 

“While the above statements make certain assumptions these usually hold up if you check them. The relative effect found in a trial can be applied to the individual by thinking through “How much risk (or severity of disease) does this particular patient have?” and then applying the relative effect seen in the trial.   Once you have worked out what that absolute benefit is you can then work out what the harms might be for this particular patient. Then you need to consider what their values and expectations are, and weigh these up to come to an individual decision”.

Increasingly over the last two decades we are seeing a movement away from a focus of clinical trials on “hard” outcomes (such as death, survival, recovery and complication rates) towards “softer” issues (such as comfort, independence and quality of life) which for many patients matter at least as much. It is now much more common to have patient input to trial design or in systematic reviews. There is commonly a consumer involved in Cochrane systematic reviews. Whilst substantial progress has been made, greater progress is still to be made. For example the James Lind initiative, led by Ian Chalmers who started the Cochrane Collaboration, aims to get both consumers and practising clinicians engaged in the selection and design of trials. Thus consumers and clinicians together, rather than researchers, would identify what research questions need to be answered. Consumers and clinicians also determine what issues need to be answered within that research, (i.e. what outcomes need to be measured).   

What are the implications for the consultation?
Increasingly there is a case for challenging the biomedical model of the consultation, taught to so many clinicians in medical school. This model is not necessarily good at taking patient values into account. General practice and primary care has developed the idea of the patient centred consultation following the ICE acronym; Ideas, Concerns and Expectations of the patient. This is very strongly “trained into” new General Practice trainees and yet is not so strong in other specialities. However this approach is still viewed as an add-on, an additional element of the consultation, rather than as a genuine alternative to the traditional consultation. 

Do techniques like decision tables and classification trees give patient values a stronger voice in the consultation? 
Classification trees in general, particularly where an algorithm says “If this then do this”,  can actually remove both patient and doctor’s choice in the whole process. In contrast a diagnostic classification tree, that says “Measure these 5 things and the probability of the patient having a thrombosis is……” is less threatening. Where trees go further than this and make specific recommendations this can lead to problems. Decision tables that make explicit recommendations have that same problem, but if decision tables merely lay out what the benefits and harms of different options are then they can often be a convenient way of seeing at a glance what the trade offs are between different therapeutic choices. The book by Paul Glasziou and Miriam Hunink on Decision Making in Health and Medicine (http://www.cambridge.org/uk/catalogue/catalogue.asp?isbn=0521770297) gives examples of tables that are readable to both clinicians and patients. These provide a friendly way of laying out the issues.  
What about other techniques?
Similar to decision trees, or decision tables are where Cochrane reviews are beginning to incorporate ”a summary of findings” table. This provides a simple summary of what major outcomes were measured in the trials, what was the relative risk reduction, what was the absolute risk reduction, what was the rate in the control group and what is the quality of the evidence. This very simple tabular summary, with no more than a maximum of 7 rows and fewer columns, provides a snapshot postcard-sized summary of the review.   Much of that information is not obtainable in current Cochrane reviews and it can take up to eight hours to extract it from a review.  Once this method, currently being piloted, becomes routine in Cochrane reviews it will be much easier for the clinician and consumer to understand what the results of the Cochrane review are in quantitative terms. This tool is something that that people should and would be able to use over the next few years.

What is the role of information and communication technologies in giving patient values a voice in consultations?
Computer generated reminders might help a doctor remember what they wanted to do – we all have limited memories and we forget to do the things that we intend. So many other things compete for the doctor’s attention:

Scenario

Joe Smith walks into a consultation. His Doctor, Ann Nesia, has maybe half a dozen things that she has to deal with in the consultation. As a consequence some of these things, in particular those to do with prevention, fall off the bottom of her mental list. As she sees him leave the surgery she remembers “Oh, no – I forgot to check whether his potassium has gone up – and yet I knew he is on a tablet where I should be checking that regularly!”

Reminders systems, either computerised or any sort of reminder for that matter, can be useful. Benefits of such systems are not considerable but, as research demonstrates, most people forget whereas if you remind them they remember. Information technology may be useful for patient communication, but there are pros and cons here. For example a doctor may recommend a particular website for a patient, saying “Go and read this DiPEx website (http://www.dipex.org.uk/)  – it has some marvellous stuff for some particular complaints, you can listen to others with the same condition, for depression or whatever”.   The downside is that some people don’t have access, or feel very unfamiliar with the technology, so information technology is not necessarily a solution for many patients. Even where patients are very familiar with the Web its format means that they could get lost in overwhelming amounts of information - sometimes simply drawing out a 1 page leaflet or diagram maybe a better way to do this. Again this goes back to the issue of individualisation. There is no one right way for a clinician to assess current ideas, concerns and expectations. Again they need to judge what each patient can cope with and individualize the information to them. Sometimes IT will help and sometimes IT will not!.

Making the research literature accessible to patients
It has been suggested that a parallel set of guides to the Users Guides for clinicians (http://www.cche.net/usersguides/main.asp and http://www.usersguides.org/ ), written on the basis of patient values, could be used together by clinicians and patients to support reaching informed consent. However this assumes that consumers are interested in the quality of the information, which is the main focus for the user guides. The user guides ask people “Can I believe this information?” “Can I trust this particular piece of research?” While it is certainly true that some consumers are clearly interested in that, it would be good if more were interested, as reflected by the strong consumer voice in the Cochrane Collaboration.

Are consumers interested in health information?

“My sense of patients in general is that they are not particularly interested in discussion about the quality of the evidence.  My colleague wrote a book called Smart Health Choices, (http://www.health.usyd.edu.au/smarthealthchoices/ ) with his wife and a journalist. The book was aimed at informing consumers how to tell good from bad quality information – in effect Evidence Based Medicine for consumers. The book wasn’t a particularly good seller - it sold 1000 copies but hasn’t been a widespread hit.   So you could produce a guide to consumers but I’m not sure how much the consumers would be interested in it. At school we are taught facts, not to think whether the facts are valid or not.  Even after over a decade of drumming on about Evidence Based Medicine, it is not taught in most medical schools. It is going to take even longer to get that same level of interest by consumers. How do you get people purposely to increase their own uncertainty and discomfort and to start to question things?” - GP 

While the development of a common user guide across patients and clinicians, developed in parallel is desirable, the reality is that patients will deal with such issues maybe only once every couple of years. They will only be interested because they have some important condition and they want to know about the evidence.  A Doctor is dealing with such issues every day of their working life so their degree of expertise and interest will be much greater than for most patients (until they have a particular condition which they wish to learn about).   A User guide for Doctors needs to be more detailed and thorough and clinicians have to be much better schooled in being able to appraise evidence than most consumers will ever be interested in. Nevertheless, it would be valuable if most groups were better trained in this area, even if the expectation remains that there will be a difference in both level and degree for consumer and doctor.

Conclusion
From an information perspective it is important to note the important difference between the process of retrieving information to answer a specific question with a patient and the process of a systematic review. If a patient walks in today with a problem, they ask whether Glucosamine is good for Osteoarthritis, a clinician needs to answer that question today or at least within the next week. Both clinician and patient are interested and motivated - and the patient wants to get an answer! The clinician may have just a few minutes to answer this question and appraise the evidence. So the clinician needs to conduct the search, appraise the evidence and understand what the result is in a “real time “of about 15 minutes. Searching here involves trying to find the one best piece of evidence that will help answer the question in a few minutes.  This contrasts with systematic review. Here a clinical librarian might be engaged in trying to answer a question thoroughly by doing a systematic review. Here they may try to track down every last piece of evidence, put them together and filter through them and comment on their quality. They may even synthesize them into a systematic review and that process will take about 6 months and between 6 and 12 persons (i.e. a team working on it).  There is an enormous difference in scale between those two processes.  

When an information specialist talks to a clinician it is important to assess which of those two paths they are going down –to answer a particular patient problem of the moment, or a problem on the ward that they need a quick answer to, or to do a systematic review and take 6 months to find out.   If a clinician did a systematic review for every patient problem, trying to answer outstanding questions, they would probably have at least a dozen questions a week that they would want to search on.  After a month of seeing patients, they would have a lifetime of Systematic Reviews to do! One take-home message for the course is the importance of “horses for courses” – being able to distinguish between the EBM process where you are finding an answer for a particular patient, and carrying out a Systematic Review. Yes, as librarians, you too can personalise evidence according to the values of those who make a request and/or the patient whom they are treating!
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