CLINICOS course: briefing October 2005

Shared decision making

Interview with Adrian Edwards
Introduction

We are grateful to Adrian Edwards, reader at the Swansea Clinical School, University of, Wales, and an expert in the area of shared decision making, for agreeing to provide us with an interview, in which he kindly provided an insight into this evolving concept We began by asking Adrian why he thinks it is helpful for health librarians, or any non-clinical health professional for that matter, to learn more about the importance of shared decision making, and then moved on to some more specific questions.

Adrian:

Well I suppose for Librarians in particular but for any professionals thinking about it from a slightly different perspective, it's important to know where their information and the contribution of their discipline is going to operate in healthcare in general and I guess in current context of Evidence Based Medicine and patient choice, it is good and helpful to get an orientation as to what's happening and what the developments are.

Question: Defining Shared Decision Making.

Could you offer a working definition of "shared decision making"?

Answer

Involving patients in the decision to the extent that they desire, and that can be anything from a paternalistic style where the doctor carries on, a very patient led style, or a generally shared style. I would view that all under the umbrella of shared decision making and the issue is for clinicians to involve people to the extent that the patient desires.

Question: Clinical Decision Making

For as long as there have been physicians, they have had to make decisions, based on the techniques of history and physical examination, to meet the needs of their patients for treatment and information, so what is new about "clinical decision making"?

Answer

What's new is the change of emphasis so that it is not just physician led and that it can be patient led on occasions, providing information for patients, who are then in more of a position to decide. Or, it can be more of a shared process, so there is this concept of the patients as active partners in the decision, making the decision and what that actually reflects is actually a wider view of patients as “co-producers” of health, so it’s not just about healthcare professionals doing things to people and achieving some outcome but it’s about people  and physicians working together.

Question: the Theory of Shared Decision Making

What are the underlying theoretical concepts behind shared decision making?

Answer

I think there are two main ones to get to grips with. One is about autonomy - basically about enhancing patients autonomy to come into the decision and to take responsibility for it. Now autonomy is viewed in ethical terms in two categories. It's divided into optional autonomy and mandatory autonomy so there is a debate about whether it’s mandatory to give people autonomy and expect them to get on with it or whether you can make it optional, so that the opportunity is there if you want it but you don't have to. That's one of the concepts, and the other is called agency - you can have the agency in the decision making process which is about the responsibility and the active influence on the process -  there again that can be viewed as either physician led, or patient led or shared and there is a debate about whether either patient or physicians are able to operate as agents properly, which I can expand on if you want.   Because basically to make a good decision you need to do something with the health evidence and you need to know something about the patient’s preferences, values and opinions and goals and what they want, and a professional can only get a limited view of the patient’s views and goals and opinions, assuming the professional has a reasonable grasp of the health evidence, which is a big assumption anyway. But, likewise the patients obviously know their preferences, opinions and goals but may not be able to make too much use of the medical information that is made available to them.   So it is quite difficult for either party to operate as an 'effective agent' in that process and hence some of the thinking is about coming together and trying to work out ways that each can contribute in this agency relationship.

Question: Technical Support

What sort of recent technical innovations support the wider use of shared decision making?

Answer

Basically this comes down to what is called decision aids which are  usually information resources, which provide information about the options, and usually help people to think about these options and work through it in terms of weighing up one or another towards making a decision and in the old days that was leaflets and books and even videos, and now its more internet based and often as well as the decision aids overall, a new, terminology which circulates is called Interactive Health Communication Applications - IHCAs - and this is a more Internet, based information resource. Again it comes back to that theoretical understanding of agency – it’s about getting information to patients in a more understandable way.  So that they are in more of a position to contribute to the decision making.

Question: Shared Decision Making and  “the New NHS”

How does shared decision making fit in with the policy imperatives of the "New NHS - modern - dependable"?

Answer

I think it does fit in with the policy because the policy is about promoting this patient partnership and active patients coming into decision making and responsibility for health and healthcare. I couldn't really be much more specific than that but basically I think it is very consistent with current policy.

Question: Patient Involvement

a.  What do you see as the main barriers to patient involvement in shared decision making?

Answer

There are a few areas where there are barriers. One is about time in clinical consultations because it does generally take more time to introduce information and to explore people’s reactions and interest in being involved so there are time and  structural issues. There is also an attitudinal issue to do with professionals which I think we may come to in a later question,  whether or not professionals are really enthusiastic about it, but they probably are. Often they're not partly because of the power dynamics and so on, and I think one of the barriers, particularly in the UK setting, is about 'low patient expectations' which is partly a function not so much of low expectation but lack of experience: they have not been used to it in the past, so they don't really know what it is so therefore they don't place so much value on it.

b. What happens to "shared decision making" where the patient either does not want to get involved in

the process, or cannot do so in a rational way (for example because they have an exaggerated emotional

response to concepts like "stroke" and "heart attack" and cannot think objectively about management options in relation to such conditions)?

Answer

To me that's fine just going back to point 4 that the evidence is that when patients have experienced it, they generally want more of it, but if they haven't experienced it, or in certain situations, then it may not be appropriate, so in the acute emergency situation like a heart attack, you don't need shared decision making you need someone to get on with appropriate management - effective healthcare management. But to me again going back to the overall issue of defining what shared decision making is, it's involving patients in the decision to the extent that they desire and generally in those situations the patients don't desire it then that's fine, so its up to professionals to adapt and adopt the appropriate method at the right time.

Question: the Balance of Power in Shared Decision Making

In one of your papers, you take a "post-modernist" view on the balance of power between the patient and the clinician in the "traditional consultation." You suggest that shared decision making will lead to a less "paternalistic" situation. Could you expand on how you see shared decision making changing that balance?

Answer

What is it that it is less paternalistic? It is allowing more responsibility for patients. I think the way that we will change that balance is that as people have experienced it they will increasingly expect and demand it.  It is a power situation, where at the moment obviously clinicians have a lot of the power, whether one thinks that's good or bad, to actually engage people in the decision making at the moment, what you actually have to do is convey to people the opportunity for it and in a sense the permission for people to come into that - what they call - 'decision space' and adopt responsibility. People may not have the concept that they have got that permission, which is where the equipoise business comes in which we will come to in a moment.

Question: Key Competences

You mention that to engage in shared decision making, there are several key "competences" which clinicians need to master. Could you briefly say what these are, and how they contribute to the decision making process?

Answer

Basically I would think it would be very reasonable, particularly for your course, to give people the box or the bullet points from our competencies paper - there are about eight or so - and the key first step is to define what the problem is so that the clinician and the patient are talking about the same issue because it can easily go off on different tangents, so you define the problem and for that problem identify the options, that could be a couple or more. One of the important options, it’s worth pointing out if it is relevant, is to do nothing and just observe the situation but often patients don't feel that it is been given to them as an option. If there are options, then it is usual to go through a stage of explaining the equipoise i.e. that the clinicians doesn't really have a strong preference about which is the right option, and there are various ways of tackling that, which we might look at in a moment.  As mentioned before, what I think that it is about is about giving people the permission to come into the decision making away from what they usually might conceive of the usual way of doings things which is the paternalistic way of doing it, or maternalistic depending on how you want to do it.  

When you have portrayed the equipoise, then the next step is to offer them information about the different options and to explore the format of information that people are comfortable with, whether it’s just verbal discussions or looking at graphical information, whatever people are comfortable with and it’s about offering that information about the pros and cons of the options, and then to explore people’s concerns and expectations and their understanding and their reactions of that information and their opinions about what's right and what's right to do next, and then moving towards a sort of decision making stage which may be to actually make a decision or to defer a decision and to be clear about that and to follow up and when and how to review it, and whether or not to automatically do it in that sort of sequence, where those competencies would usually fit somewhere into a consultation so that you essentially covered most of the relevant aspects for a decision making process.

Question: Professional Equipoise

In some of your papers you discuss how to reach "professional equipoise" towards treatment options. Could you say a little more about this concept?

Answer

Sometimes the professional doesn't have a clear view as to what the best options in this particular circumstances is. Then I think it's reasonable for the professional to explain that - which is partly about encouraging the patient to contribute their views and opinions as to what would fit and what wouldn't. This is a balance, and the patient should contribute as well, and what it boils down to often a very short moment in the consultation but it just needs a sort of a phrase "that there is more than one way to do this; it is perfectly reasonable to go down either track; so what do you think about this?" Whereas, if you just start off and you portray the options and you say what do you think they say "well you tell me you're the doctor", so it’s about trying to get past that slightly dysfunctional trap that you can fall into, from "when I come here you're the doctor, and tell me what to do", to engaging people in the conversation and to get their contribution.  It all hinges on the fact that the professional is not necessarily going to make a recommendation  but that means in a situation the professional might have a view that such and such is better .

For example, atrial fibrillation  is a heart condition, that predisposes you to develop blood clots in the circulatory system, which can cause a stroke and some of the studies recommend warfarin treatment (anti-coagulation, thinning the blood to reduce these risks) and some recommend aspirin, and an individual doctor might have a view as to which one is best and so can an individual patient, but you can  say from a dozen doctors taking a view about this, half of them might go with the warfarin and half  the aspirin. The concept is the same: whether it applies to individuals or group is a moot point.

Question: an example of Shared Decision Making 

Can you provide a simple example of shared decision making in a specific clinical situation? 

Answer

Benign prostrate disease: basically it happens to most men  as they get older, and there are various treatments that can be offered to people, to control symptoms, which don’t prevent any serious harm, but are just about controlling symptoms. The symptoms are urinary frequency, poor stream, and often getting up at night, and that can be a bother to patients, so they come along and say “I've heard about prostrate problems, what should I do?” and there can be different options, so one can explain the options and  there may be equipoise about this. Options include to do nothing, and just observe; or medical therapy with tablets; or surgery. One can explain the options and offer information about the pros and cons of those options which are quite different according to the situation. For example, if you do nothing there are no side effects but it may not do an awful lot to get you better. Or maybe tablets which may improve symptoms, but may produce side effects; or the surgery which may be the most effective at reducing symptoms but it's a major operation generally for elderly men who may have other significant conditions as well, and that carries risks, and one can go into the details of that, and then start to explore people’s reactions and opinions.  You can move through the stages of decision making which we talked of in the competencies.

Question: Professional Attitudes

What are the attitudes amongst professionals towards shared decision making at present in the NHS?

Answer

Very varied but in general quite willing, although some of this might be based on ignorance, they might think that it is already happening. I'm not quite sure that there is much evidence of that and they sort of think they are doing it already so they are quite ready to support it, but if then one explains it in a little more detail they generally gain a little more understanding that it isn't happening but still I think they are quite willing to do it, and they can do it if they are trained or stimulated by patients. One of the problems is low patient expectations and professionals perceive low patient expectations so that in that case they are not keen to go looking for it, but if it comes to them they are able to pick it up and apply it. That's a personal view, but others may think that is widely optimistic, at the moment, but from our studies from clinicians that is the sort of picture that we get.

Question: the economic case for Shared Decision Making

We now live in the era of "evidence based practice", cost effectiveness, and NICE evaluations, taking efficiency as well as efficacy into account. Can you make an economic case for shared decision making?

Answer

You might- going back to attitudes: it is a resource which is relevant to the economic, I'm not sure I would try and make an economic case for it - it's more of an ethics, and values based case for it than an economic and evidence based case for it. But nevertheless a certain amount of information is available and it does take resources, in terms of time particularly, and often it depends on having adequate patient information resources available so there is a cost for that. On the other hand, it could be offset by  lower costs of the decisions made. So for example patients tend to make more conservative choices when given appropriate information and involvement in decision making, so they may choose medical therapy instead of surgical therapy and that maybe cheaper, so it may reduce costs overall, and that may increase efficiency. Often what you find is that  that the cost of funding the training and providing for clinicians are relative fixed costs. It's just the time extra which is an extra cost, so for relative fixed investment in some of the resources you may continue to get the return.  It's a trade off really. Equity may also be decreased by choice.

Question: Patient Concordance

a. In some of your papers you introduce an interesting new concept of "concordance" where prescribing decisions line up with both the patient's and the clinician's ideas on harms and benefits. Could you say a bit more about this concept of "concordance" and how both parties can reach it in a consultation?

Answer

Concordance refers to prescribing medication decisions, although it doesn't necessarily need to. Concordance should be what is relevant - it comes from pharmaceutical type areas of debate. It is about sharing and meeting of opinions and goals, both parties trying to reach an understanding of each others views so that they can choose what is most appropriate together with the expectation that then leads onto adherence to the chosen plan, because it is more compatible with both parties goals, opinions, and values.

b. What about situations where clinicians and patients cannot reach such "concordance" (for example a

patient insisting they need antibiotics for a condition which is clearly viral and self-limiting)?

Answer

It depends partly what you think  are the most important principles - whether it is evidence based or whether patient autonomy and  so on, in theory what you can do is go back again and re-explore their goals and information that might have been presented, and see if there have been any misunderstandings either of the evidence or people’s preferences and opinions and who has missed the point: it could be the clinician or the patient. From there, you could go back through the loop and see if that changes the decision, or you may take a view of concordance that there are different aspects at work. Autonomous patients may take a different view.

Question: the Future

What role do you see shared decision making playing in the NHS in 2025?

Answer

Almost automatic: people’s expectations increase in the light of their experience and their valuation of it and gradually as people experience it more, and will become more informed and will be more empowered in their health and healthcare. If anything, it might lead it towards the patient led approach rather than the shared decision approach going back toward the original., I think I would view that as all compatible with the shared decision making.  So it's going to be very, very prominent really.
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