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What is the role of information in patient choice?
The importance of information in enabling people to make informed choices about their healthcare is often stressed, particularly in the context of long-term conditions like diabetes (Diabetes UK, 2005). Such informed choice may be considered an element of a participative approach in which patients play an active role in decisions about their health care (Hope, 1999; Muhlhauser and Lenz, 2008; Shepperd et al, 1999). In turn, this active role is central to what is called a ‘patient-centred’ approach to health care consulting (Elwyn et al, 1999; Entwistle et al, 2008), which is currently advocated in UK government policy (although a patient centred approach amounts to more than this; see section on ‘do patients want involvement and choice?’).  Consequently, “appropriate information is a prerequisite for a successful move towards increased involvement by the person with diabetes in decision-making about all aspects of their care” (ABPI/Diabetes UK/Ask About Medicines, 2006, p. 21); and provision of information is a key requirement in current diabetes services standards relating to patient empowerment and patient centredness in the UK (DH 2001, 2003; Scottish Executive, 2002, 2006).
Of course, in order to exercise choice, patients need the power to choose and not just information (Hope, 1999). This may be the case with respect to the choices about the management of diabetes people can make in the context of their daily lives and in the context of treatment decision-making with healthcare practitioners, who may act as gatekeepers to treatment options as well as information (Diabetes UK, 2005). Furthermore, people need support alongside information, in the context of a good standard of care and good service options, in order to be able to make good choices (DH and Diabetes UK, 2005; Diabetes UK, 2005, 2006, 2008b; NHS Quality Improvement Scotland, 2008; Roberts, 2007; Mol, 2008). 
It is also the case that factors other than information provided by healthcare practitioners will influence choice and decision-making – patient values and preferences are also important (see sections on ‘do people want information and choice?’ and ‘factors influencing choice’).  Still, information is central to a participative approach to clinical decision making and informed choice (Coulter et al, 1999) – even when the patient choice may be not to take final decisions (Hope, 1999). This is often referred to as evidence-based patient choice or evidence-informed patient choice (EIPC).
  
The basis of EIPC is providing people with scientific, research-based information about the effectiveness of healthcare options in a format that people who are not medically trained can understand (Muhlhauser and Berger, 2000). This principle is also key to current guidance from the General Medical Council (2008) on ‘informed consent’ between doctors and patients. It was the basis of the recommendations of the Bellagio Report (International Team Residency, 1996) with the intention of enabling people requiring insulin to have an informed choice of insulin treatment. As the introduction to the report stated:
“The welfare of people with diabetes depends on their active participation in their care. To achieve this active participation the patient must have information about benefits, risks and alternatives concerning treatment and must have appropriate facilities available to make a free choice.”
In the context of diabetes education, EIPC contrasts with traditional approaches in that rather than being based on persuading people to comply with medically accepted best ways of managing their diabetes, it is based on an idea of giving people the information to make informed decisions about health-related behaviour and lifestyle choices (Muhlhauser and Berger, 2000). The approach is considered a step forward from traditional, paternalistic approaches and is reflected in the following statement by Diabetes UK (2007a, p. 26):
“Education, information, tools such as blood glucose testing and support give people the power to make choices about service and treatment options and management of their diabetes. Choices have to be informed and based on a sound understanding of the condition and the impact of choices made.” 

EIPC is often justified on the dual grounds of (a) moral obligation (see General Medical Council, 2008) and (b) improved outcomes in terms of satisfaction and health, among other factors (Elwyn et al, 1999; Entwistle et al, 1998; Hope, 1999). What counts as a improved outcome is itself an issue for EIPC though, since this is partly determined by values, which may be different for patients compared to health care practitioners (Entwistle et al, 1998; Hope, 1999).
  Entwistle et al (1998) identify three criteria for EIPC: 

· Giving information to patients within the consultation;

· Giving information to patients outside the consultation;

· Evidence-based medicine and guidelines – which can also work to reduce patient choice if they are simply given the recommended treatment; EIPC explicitly takes into account the decision implications of different value judgements, and the active role of the patient in decision-making, in this context (Hope, 1999).

It is well known that in healthcare consultations, much orally transmitted information is lost.  Consequently, Coulter and Ellins (2007) point to the benefits of written information, especially when combined with oral information, for improving patients’ knowledge and experience. They point out that this works best when information provision is a supplement to interactions between patients and healthcare professionals. The communication of risk illustrates why this is so.  Such communication is not necessarily improved by “simply providing accurate information in an understandable format” (Lloyd, 2001: 117), as patients need not only information but to be able to interpret this in a manner helpful to managing their condition or making treatment choices (Straub et al, 2008).  Many thus argue for a collaborative approach between patients and healthcare practitioners to the provision of health information which can be used in healthcare interactions (Coulter and Ellins, 2007; Muhlhauser and Berger, 2000).  
Some argue for a collaborative information-seeking approach with patients in which computerised information is accessed with patients during consultations - an approach seen as important to enhancing openness in the doctor-patient relationship (Van Duppen et al).  However, healthcare professionals need the resources so that they can direct patients to sources of good quality information, including internet sites, and the training to help patients access and understand this information (Muhlhauser and Berger, 2000; Shepperd et al, 1999; IDF Europe Region, 2007). This stance is echoed by IDF Europe Region (2007, p. 4) which states that: “we need more flexible approaches, greater support, more choice, better information and consistent education from trained healthcare providers”. 

However, when it comes to shared decision-making, both research evidence, other forms of knowledge and patient preferences need to be taken into account. Decision aids have been developed for this purpose but remain under-utilized in practice (Straub et al, 2008; Wills and Holmes-Rovner, 2003. Currently the care planning model which brings together the knowledge and perspectives of healthcare practitioners and patients in order to arrive at joint decisions is considered good practice (DH, 2006a – report from Department of Health and Diabetes UK Care Planning Working Group). The care planning model “focuses on a partnership between the healthcare professional and the patient and involves asking questions, sharing and discussing information, agreeing action points and documenting the outcomes in a care plan” (Healthcare Commission, 2007, p. 34). Part of the ‘patient empowerment’ standard for diabetes care in England is that every person diagnosed should have a care plan and that this should be reviewed on an annual basis (see DH, 2001, 2003). The current national aim in diabetes care is that a care planning approach is combined with verbal and written information and structured education to assist people with diabetes in making more informed choices about how they live their lives and the management of their diabetes (Healthcare Commission, 2007).

Muhlhauser and Berger (2000) assert that a criterion for measuring the quality of diabetes care should be the demonstration of patients being provided with appropriate information to make informed choices, with the extent to which patients reach their individually chosen treatment objectives being taken into account. This is echoed by Diabetes UK which points out that in order to be able to achieve partnership in decision-making with practitioners as a core standard for care, there needs to be demonstration that people “have access to the right information at the right time and in the right format” (Diabetes UK 2008, p. 5). This position has been implemented by the Healthcare Commission (2007) in its review of services in England in which “Adults with diabetes feel supported to self care through care planning, information and education” (p. 32) is one standard on which PCT services are rated. 
What are the clinical and health outcomes of 
information provision and shared decision making?
There is evidence to show that outcomes in diabetes improve through patients taking an active role in their care (NHS Quality Improvement Scotland, 2004, p.1; Chulan et al, 2003). These outcomes include improved wellbeing (Kinmonth et al, 1998) and mental health (DH, 2006a), and better blood sugar control (Greenfield et al, 1988; Kaplan et al, 1989).  Physician communication skills have also been linked to better health outcomes (Chulan et al, 2003). A synthesis of systematic reviews conducted for the DH (2006) Care Planning in Diabetes report concludes that these skills are associated with “symptom resolution, functional status, blood pressure and glycaemic control” (p. 21).  Furthermore, lack of communication and involvement in care can be damaging to patients if they are left feeling out of control (Diabetes UK, 2007b). In addition, outcomes have been shown to improve as a result of patient knowledge, whilst “non-compliance from health care providers to supply patients with necessary information and skills … is an important cause of insufficient treatment outcomes” (Muhlhauser and Lenz, 2008, p. 223). 
Of course the health outcomes for people with diabetes are much broader than simple biomedical indicators, and their priorities may not always match those of healthcare practitioners (Pill et al, 1999; see section on ‘What are the barriers and facilitators’? for more on this). Thus informed decision-making by patients may include “intelligent non compliance and worsening of treatment outcome according to conventional assessment criteria” (Muhlhauser and Lenz, 2008, p. 223).  Furthermore, enhanced patient satisfaction with care and associated improved feelings of wellbeing as a result of enabling patients to take a more active role in decision-making (DH 2006; Kinmonth et al, 1998) are important outcomes in themselves. For the most part, however, people with diabetes prioritise the nature of care received, whilst also sharing professional concerns about minimizing complications (Young, 2004). Since there is a relationship between being involved and informed and effective biomedical management of diabetes, a ‘therapeutic partnership’ approach is in the interests of both healthcare practitioners and patients (ibid; DH, 2001), and means that another argument for patient participation is that it makes for more efficient use of resources (Wanless, 2002). 
There are a range of reasons why involving patients in treatment and care leads to better clinical outcomes.  Although ‘compliance’ and ‘adherence’ are now seen as unhelpful and outmoded concepts in care of diabetes as a largely self managed condition (Anderson and Funnell, 2000). One reason still identified for the relationship between involvement and better outcomes is that people are more likely to comply when they have taken part in agreeing treatments, and so this leads to more effective self care (Diabetes UK, 2005; see Vermiere et al, 2007, p. 32 and Chulan et al 2003 p. 921 for references on this point). Information provision is very important in this participative process. Vermiere et al report research which showed that people requesting more and better information when starting new medication for diabetes said this would aid their adherence. This point is made by Straub et al (2008) - receiving information increases contact seeking with healthcare professionals and encourages a more proactive approach to negotiating treatment plans. Another reason is that a byproduct of shared decision making – namely, people feeling supported – is important to successful self-care and risk reduction since: “People with diabetes who feel unable to cope with their condition or unhappy about their health and lifestyle will find it harder than others to manage their blood glucose, diet and exercise on a daily basis” (Diabetes UK, 2007a, p. 26).
Patient knowledge is also a crucial variable as part of a self management programme. It can help people feel more in control and more positive, and enable people to make changes in the way they manage their diabetes, which in turn lead to better clinical outcomes (DH, 2006a; ABPI/Diabetes UK/Ask About Medicines, 2006). As Young (2004) points out, it is widely recognized that being ‘empowered’ – informed and confident - to manage one’s own condition leads to the most effective self management. In contrast, one of the main conclusions from a survey of people with type 2 diabetes across five European countries, including the UK (IDF European Region, 2007), was that a significant proportion of people with poorly controlled diabetes did not know what HbA1c targets they should meet to ensure their diabetes is well controlled: “It is possible that people with Type 2 diabetes who are unaware of the significance of HbA1c and what their individual HbA1c levels are, may be less able to realise their desire to 'take control' compared with those who are more aware” (p. 12). This report concludes that: “People with Type 2 diabetes want to be in control of their diabetes. However, their poor understanding of what it means and its consequences and the perceived lack of effective communication from healthcare professionals prevents them from [achieving this]” (p. 19).
Similarly, Vermiere et al (2007) in a European comparative focus group study with type 2 diabetes patients found that “patient’s knowledge about diabetes, beliefs and attitudes and the relationship with healthcare professionals” (p. 25) were key obstacles to adherence with treatment. They conclude that many of the obstacles found across countries relate to “communication between the health-care provider and the person living with diabetes” (p. 32). Lack of clear information was a key obstacle, and although in the UK information was accessible, it was found by participants to be complex and non-transparent. These factors take on increasing significance in view of the fact that not only is diabetes more prevalent in ethnic minority groups and those living in deprived areas, but social deprivation is associated with impaired control of blood glucose and blood pressure and more complications arising from the condition (Mohiddin and Gulliford, 2001).  Those from black and minority ethnic or economically deprived groups are at higher risk of poorer outcomes from the condition (Roberts, 2007). Coupled with the finding that there are inequalities in choice and information provision for these groups, this highlights the importance of addressing these inequalities for reducing social disparities in health outcomes in diabetes. 
Both involvement in decision-making and patient knowledge therefore appear to be important in achieving optimal clinical outcomes in diabetes care.  However, a review of evidence has showed that whilst “interventions aimed at enhancing patient participation in diabetes care can improve patient self-care and diabetes-related outcomes” (Van Dam et al, 2003), interventions focused on patient behaviour, such as empowering group education, seem to have more positive results on patient outcomes than those that focused on changing providers’ consulting style (Van Dam et al, 2005). The DH (2006) evidence synthesis too found that apart from observational studies, other types of systemic review evidence for the finding that patient centred consulting translates into improved health outcomes was limited. Indeed, some evidence reported shows that whilst patient centred care can lead to better patient satisfaction and wellbeing, it does not necessarily lead to increased knowledge and better clinical indicators in terms of weight control (Kinmonth et al, 1998). Kinmonth et al (1998, p. 1202) therefore conclude that “those committed to achieving the benefits of patient centred consulting should not lose focus on disease management”. 
Different means of enhancing patient knowledge also seem associated with different outcomes. Tailored rather than generalized information may be more likely to lead to behavior change (Skinner et al, 1999), whilst structured education programmes are “more effective than piecemeal advice and information in relation to people with diabetes controlling their condition” (Diabetes UK 2005, p.8 citing Sonnaville et al, 1997; see also ABPI/Diabetes UK/Ask About Medicines, 2006, pp. 13-14). This includes computerised educational programs, which can improve diet and metabolic indicators (Balas et al, 2004). It also seems that “disease-unspecific self-management programmes like the expert patient programme do not lead to important changes of relevant [clinical] outcome measures” (Muhlhauser and Lenz, 2008, p. 223).  Furthermore, it is patient knowledge as part of a complex self management programme that leads to substantially improved treatment outcomes, so that if improved clinical outcomes is the aim, knowledge must be directed at helping patients to understand and assume an active role in managing their condition (DH and Diabetes UK, 2005; Muhlhauser and Lenz, 2008; Sonnaville et al, 1997; Wikblad, 1991). 
The research findings above underpin the rationale for the care planning approach in which patient centred consulting, where the focus is on the perspective of the person with diabetes, is combined with the professionals’ focus on disease management in order to share and discuss information, arrive at shared treatment goals and achieve optimal health outcomes (DH, 2006a). Part of care planning may include discussing information needs and identifying sources and means of obtaining information (DH, 2006a). These sources include structured education courses, which current guidance advocates should be “offered as part of a range of information and education interventions for people with diabetes” (Diabetes UK, 2007, p. 3) in order to help people self manage their condition (DH and Diabetes UK, 2005).

Do people with diabetes want information and choice?
The research evidence shows that generally people with diabetes do want information about the condition and its management in order to be able to make informed choices and to be active participants in their own care (ABPI/Diabetes UK/Ask About Medicines, 2006; Diabetes UK, 2005; Muhlhauser and Lenz, 2008).  Patient centred diabetes care thus leads to better satisfaction and wellbeing for patients (Kinmonth et al, 1998), whilst information and explanation can help people feel more in control (DH, 2006a), leads to better health outcomes (NHS Quality Improvement Scotland, 2004; DH 2006) and lowers fears and worries (Vermiere et al, 2007). It can also help realise many people’s desire actively to take control and responsibility for managing their condition in the context of their daily lives, even though this requires substantial effort (Muhlhauser and Berger, 2000; IDF European Region, 2007; Wikblad, 1991). Consequently, when it comes to diabetes care, there is a “growing body of evidence favouring education and empowerment approaches and a sense of partnership, in contrast to a traditional medical model” (IDF Europe Region, 2007, p. 4). 
Involvement and information was one of the priorities identified by people living with diabetes in the consultation for the National Service Framework for Diabetes: Standards (DH, 2001): people “wish to have the opportunity to participate in decisions about their management and to have self enabling information appropriate to their particular condition” (Young, 2004, p. 70). Diabetes has also been identified as one of the long-term conditions in which there is highest desire for information (Duggan and Bates, 2008), including among black and minority ethnic groups using a health information kiosk (Peters and Jackson, 2005). In 2008, ‘lack of information’ was the most frequent concern reported to Diabetes UK by people with diabetes, healthcare professionals and their own staff,  at 14% of concerns (Diabetes UK, 2008a). In the first three months of 2009, lack of information for people newly diagnosed remained a top ten concern (Diabetes UK, 2009). And in the report, Diabetes: State of the Nations 2006, improvement of information is ranked as third in the top ten improvements that adults in the UK would like to see in their diabetes service (Diabetes UK 2007a).

These findings are supported by other research. For example, a study of people newly diagnosed with type 2 diabetes in Scotland (Peel et al, 2004) found that irrespective of their route to diagnosis (routine, ‘suspected diabetes’ or ‘illness’), most people wanted more information about diabetes management at this point. Consequently these authors suggest that “practitioners would benefit from being sensitive to the route patients follow to diagnosis and prompt, simple but detailed advice about T2DM management would be helpful for newly diagnosed patients” (p. 269). Similarly, in primary care settings, people starting new medication for diabetes have been found to express the need for more and better information (Vermiere et al, 2007) and in a study measuring the effectiveness of a peer telephone intervention to enhance self efficacy in type 2 diabetes, some respondents said they would have valued more information and advice (Dale et al, 2009). Indeed across a range of conditions: “It is consistently reported that many patients in the United Kingdom would like to receive more information than they currently do from health professionals” (Entiwistle et al, 19998b, p. 216).  

However, people want information and choice in the context of good care and support, which may be even more important to them (Diabetes UK, 2005, 2007a; IDF Europe Region, 2007; Mol, 2008).  As such, they tend to value a partnership model in which they can work together with their healthcare practitioner to manage their condition (Young, 2004). Thus, whilst desiring involvement in decision-making, the meaning of this for diabetes patients extends to much more than information and scope to influence decisions; people see being involved as also related to the ethos and feel of healthcare encounters and the way problems are discussed (Entwistle et al, 2008). In the context of managing long-term conditions, the relationship with practitioners is therefore important to people, and collaborative relationships with professional caregivers form an important element of coping strategies, alongside choice and control in relation to care and information (Meiher, 2007). Overall, then, the priorities of people with diabetes reflect the nature and experience of care, whilst, reflecting those of healthcare practitioners, most people also want to minimise complications (Young, 2004).  As such, three main priorities for people with diabetes came out of the consultation for the National Service Framework for Diabetes (NSF): “therapeutic partnership, expert guidance and integrated service provision” (Young, 2004, p. 70). 
This suggests that, from the perspective of benefitting patients, in government policy terms there may be too much emphasis at present on the patient choice agenda (Diabetes UK, 2005), particularly in relation to choice of providers.  This is supported by research in the Dutch context with patients with a range of conditions, including diabetes (Berendsen et al, 2009) in which it was found that whilst patients often wish to participate in decisions regarding the content of their treatment and care and often do not get the chance to do so, when it came to choosing providers, they “do not feel strongly about self-chosen healthcare, contrary to what administrators presently believe. ...  Patients do not always wish to choose the type of care themselves, nor do they always feel capable of doing so [due to illness]” (pp. 2 and 13). 

Notwithstanding this, it does seem that people value informed choice about management of their own diabetes. In the Berendsen et al (2009) study, it was found that when it came to their own treatment and care, patients felt it important that they “receive adequate and individually relevant information… tailored to their own situation” (p. 2) and that information and support for caregivers was also important. Similar findings have been reported in the UK context. In a workshop for people with diabetes on choice and information provision, it was found that generally people wanted to know the full information according to their individual requirements in order to be able to make up their mind about treatment and management choices (Diabetes UK, 2005). However, desire for tailoring includes people’s own preferences for information which Berendsen et al (2009) found to be very variable, since whilst some patients reported a lot of information increased their anxiety and “a small number of patients only wanted to hear practical information, … a larger number of patients wanted to receive more specific information about their prognosis [and] a few patients wanted to know every detail” (p. 9).
 These findings are supported by other research which has shown that outside of healthcare consultations, being able to exercise control in relation to accessing information, for example through the internet, is important to people (Meijer et al, 2007).
It is also the case that, whilst many people may wish to make their own choices about treatment and care and others may desire a collaborative approach with healthcare practitioners (or a combination of these two, with different levels of participation depending on the decision to be taken or at different times), people often want information even if they do not wish to take such an active role in certain aspects of the management of their condition (Deber et al, 1996; Elwyn et al, 1999; Entiwistle et al, 1998b). As Hope (1999, p. 39) points out: “Even patients who do not wish to make final decisions about their health care may still want information”. In this case, the choice may be not to make final decisions. Consequently, there is a need for healthcare practitioners to provide information whilst also assessing within consultations how active a role patients wish to take (Elwyn et al, 1999). This is the approach of ‘shared decision making’ in which a balance in struck “by actively involving patients in decision-making but also by requiring the professional to use his or her expertise and experience to guide the patient and make decisions if required” (ibid, pp. 479-80). 

Shared decision making is in alignment with the patient-identified priorities of the NSF (see above) and forms the basis of the care planning approach in which the aim is that “patients and practitioners share information and negotiate action plans” but “the framework allows patients to determine how active a role they wish to take in decisions about their care” (DH 2006: 23-24). In this approach, “the overall goal is a genuine partnership”, but “the person with diabetes must feel that they are comfortable with what is proposed and that they do not have to bear more responsibility than they wish” (DH, 2003, p. 15). However, whilst desirable from the patient’s perspective, there is evidence to show that this aim of offering a partnership approach is not always being met in practice (see section headed ‘Are people able to exercise choice and do they receive the information they need to do so?).
It is also important to bear in mind that expressed individual preferences for information and choice can vary according to social characteristics such as age and educational level  (in addition to clinical condition), and as such, relate to social and economic inequalities (Doyal, 2001). Research shows that socio demographic variables are not predictive of preferences for more or less active involvement in medical decision-making (Elwyn et al, 1999; Garfield, et al, 2007). However, there seem to be associations here: older people and those who are more educated are more likely to prefer an active role (Arora et al, 2000; Garfield et al, 2007; Golin et al, 2001). Women may also prefer to be more active (Arora et al, 2000), although evidence is conflicting, with other research suggesting gender is not associated with preference for participation in decision making about medicines (Garfield et al, 2007). Similar results have been found with respect to desires for information. When it comes to information about medicines, Duggan and Bates (2008) found that across a range of conditions, including diabetes, those of higher socio-economic status wanted more than those in lower groups, and younger patients also desired more information than older ones.  
Relevant explanatory variables for this mixed picture include existing knowledge or ‘health literacy’ and health beliefs and values, which influence people’s ways of dealing with health issues and are related to both culture and social position, such as class or gender (Freund and McGuire, 1999).  The relationship between these variables and their relationship to health outcomes means that lack of provision of information to certain individuals or groups cannot be justified on the grounds of perceived preferences as influenced by values or beliefs, since this would neglect social and economic inequalities (Doyal, 2001). In the context of healthcare, then, it is important that information is always made available equally to everyone (Zeigler et al, 2001) whilst maintaining awareness of the different factors surrounding information desire and use, and flexibility in responding to people’s individual situations and needs. For medical practitioners, part of this awareness means abstaining from making assumptions about a patient’s knowledge or understanding of risk, needs or desires for information, or  “the importance they attach to different outcomes” (GMC, 2008, pp. 9 and 17). The issues involved mean that both clinician communication skills and the effectiveness of information and education materials are important considerations (Doyal, 2001).
Of course a flexible approach is also grounded in recognition that different information may be appropriate at different times and depending on the decisions to be made (Diabetes UK, 2008). Consequently there is a need for a diverse, responsive approach to diabetes information and education that meets people’s needs at “different stages of their own self-management journey” (Diabetes UK 2007a, p. 26; see section on ‘information prescriptions’). People living with diabetes have reported that it is important that too much information isn’t presented all at once, and that diabetes education should be “a continuous process that is applicable in practice” (Wikblad, 1991, p. 837). However, provision of quality information is important at all stages. In the UK workshop with people with diabetes cited above: 

“Participants felt that it was important to receive good, comprehensive information at the point of diagnosis, as well as throughout their lives. The information mentioned varied from diagnosis, diet and healthy lifestyles to the pros and cons of medications and treatments. They wanted this information in a variety of formats so it was accessible to all. To gain a service that is sensitive to their personal needs, people with diabetes require information and support that is also tailored to their needs.” (Diabetes UK, 2005, p. 7)

Berendsen et al (2009) report that information is also important in the continuity of care, for example at the point of referral and in respect of information being shared between specialists and GPs (whilst continuity of care has been identified by patients as an aspect of a patient centred approach: NHS Service Delivery and Organisation Programme, 2007). In their study, people wanted information on the pros and cons of treatments and referrals and about what to expect with treatments and symptoms.  They also found that people preferred to receive information from their GP rather than a specialist, and that in addition to personal relevance, it was felt important that this was “presented in an understandable format without contradictions” (p.13). The authors suggest that preference for receiving information from a GP may be due to relational continuity and also time which allows for more extensive tailored information. 
Research shows as well that people have a high desire for diabetes education. The Healthcare Commission (2007, p. 48) found that “people with diabetes want to go on education courses, particularly people of black and minority ethnic origin, and have not been offered courses. Between 16% and 41% of people with diabetes in primary care trusts have not attended an education course and would like to do so.” In addition, people often value other sources of information beyond their healthcare practitioners, including that accessed through peers; people often learn from one another (Roberts, 2007). In Meijer et al’s (2007) interview study with diabetes patients, ‘contact with fellow patients’ was seen to bring support and information, and was an important element of their coping strategy. Berendsen et al (2009) too found that some people valued patient organisations for the anecdotes and tips about practical issues they learnt, as well the access to extensive literature about their condition. It was also the case, though, that some of those who had only minimal involvement with patients’ organisations felt that contact beyond information-seeking could “involve[e] a lot of whining and carrying on” (11). Some patients in this study also thought that pharmacies should provide information and reported the internet to be an important source of information. 
Do people seek out information and if so, from where?

A survey of people with type two diabetes across five European countries (IDF European Region, 2007), found that the majority of participants did “seek out information about their diabetes, with more than half asking their physician for information or seeking  out as much information as they can using a variety of other information sources. However, nearly a third reported that they “rarely ask their healthcare professional specific questions about their diabetes” (IDF European Region, 2007, p. 15). The authors of this report suggest that this may be because people are “either disengaged about their condition, are unwilling/frightened to ask questions or have had diabetes for a long time and feel they know enough.” However, evidence suggests that lack of space to ask questions in healthcare consultations is likely to be a key factor (ABPI/Diabetes UK/Ask About Medicines, 2006).

Of course people vary in the degree to which they seek out information and, as previously discussed, factors that may influence this include social characteristics such as gender, age, and level of education as well as individual differences. These affect people’s dispositions towards information and choice in healthcare encounters.  Seeking out information (‘monitoring’) compared to avoiding thinking (‘blunting’) are associated with the roles people feel able or choose to assume in healthcare decision-making interactions (Wissow, 2007), which can be very variable (Berendsen et al, 2009). 
Social background and individual characteristics can also influence information seeking outside medical encounters. However, rather than simply being a matter of preference or choice, lack of awareness of services seems to be an important factor. For example, a recent survey showed that people from black and minority ethnic (BME) backgrounds were less likely to have heard of Diabetes UK or to have used its services, and “a survey of the callers to the Diabetes UK Careline during 2005 showed that very few callers were of BME origin” (ABPI/Diabetes UK/Ask About Medicines, 2006, p. 19).  Yet research evidences that people from BME backgrounds show high desire for diabetes education (Healthcare Commission, 2007) and in one study diabetes was one of the most accessed topics among BME groups when touchscreens providing health information were provided in community settings (Peters and Jackson, 2005). 

In respect of sources of information to which people turn, healthcare practitioners are obviously key.  However, as evidenced by the IDF European Region study (2007), people also use a range of other sources:
Q. Which of the following sources have you used in the past 12 months to obtain information or support about diabetes?

	Family / Friends


	28%



	Newspapers / Magazines


	27%



	Diabetes magazine


	25%



	Other people with diabetes


	20%



	Pharmacist


	17%



	Internet


	13%



	Diabetes patient association


	11%



	Manufacturer / Pharmaceutical Company


	3%



	None
	31%


Source: IDF European Region (2007), p. 15
This data is supported by a study in the Dutch context with people with a range of conditions, including diabetes (Berendsen et al, 2009), which found that people access information through healthcare practitioners, as well as patient organisations, pharmacies, literature, TV programmes and books, and the internet. In respect of internet use, they note that there was a wide age range in the patients who accessed information directly or indirectly from the internet (34-79 years), with older patients who were better educated often receiving internet information through family members.
Are people able to exercise choice 
and do they receive the information they need to do so?

Survey data shows that less than half of people in the UK report that their regular doctors involve them in treatment decisions (Coulter, 2006). Furthermore, in time- pressured consultations, “plenty of evidence exists that patients do not receive the information they want and need” (Coulter 1998, p. 225) and find it difficult to ask questions (ABPI/Diabetes UK/Ask About Medicines, 2006). People with diabetes often do not receive the requisite information during the course of their care, so that “strategic delivery of information for people with diabetes often lacks cohesion” (NHS Quality Improvement Scotland, 2008, p. 74). When information is presented, it may be complex and lacking in transparency, and hence difficult to understand (Vermiere, 2007) or be conflicting (Young, 2004). Although excellent courses exist (see DH and Diabetes UK, 2005), the provision of structured education and information about such courses has also found to be lacking in the UK. Despite NICE guidelines stipulating that people with diabetes should be offered education courses (DH and Diabetes UK, 2005), “Only half of adults (and a quarter children and young people) living with diabetes are aware of any structured education courses to help them manage their condition” (Diabetes UK, 2007a, p. 3). Furthermore, there is evidence that people can experience disempowerment and distress, and a lack of communication about treatment changes, in the context of inpatient care (Diabetes UK, 2007b, 2008b). Consequently, lack of information remains a key concern for people with diabetes (Diabetes UK 2008a, 2009).

Lack of information and choice was a key aspect of the management of a wholesale treatment change from animal-based microcomponent insulin to ‘human’ (genetically engineered) insulin over a period in the nineteen eighties and nineties.  In diabetes there is a clear need for an exchange of information between the patient and healthcare provider, with the patient reporting any adverse and unintended effects of the change. A significant proportion of patients did report increased difficulty managing their diabetes and reduced quality of life, with lack of warnings of hypoglycaemic attacks causing a particular problem.  However these reports were largely discounted and patients were often misinformed that animal based insulin would no longer be available. In many cases diabetic patients had not been fully informed about the change of treatment or possible difficulties or ill effects.  They were, in effect, denied any choice about whether to change the insulin treatment that may have suited them; and subsequently many were denied the choice to change back again.  The Insulin Dependent Diabetes Trust played a key role in filling the information gap and trying to ensure the choice of animal-based insulin remained for people who whose diabetic control and quality of life is reduced on ‘human’ insulin.  For a detailed account of this episode, the issues and evidence involved see Teuscher, A Voice for Choice (2007).
In a national review of the performance of services in Scotland to assess the performance of services against agreed standards, it was found that whilst services provide a very high standard of care, standard 3, ‘patient focus’ was not always being met: “more needs to be done to involve patients in their own care”, and that includes improvement of information and education (NHS Quality Improvement Scotland, 2004). Similarly, the Department of Health (2006, p. 6), drawing on The Diabetes Information Jigsaw Survey (ABPI/Diabetes UK/Ask About Medicines, 2007) points out that “more could be done to engage people with diabetes in the UK” in their own treatment and care. Key findings from this survey were that “only 17% of people with diabetes receive information about their diabetes treatment every time they are given a prescription … and 8% receive no information at all from their healthcare professionals” (ABPI/Diabetes UK/Ask About Medicines, 2007, pp. 2 and 8).  As a result, over half of people diagnosed with diabetes remained under informed about the condition and its treatments and were left feeling frustrated, depressed and helpless. 
More encouraging findings are reported by the Healthcare Commission (2007, p. 33)
 in a review of diabetes care provided by primary care trusts (PCTs), although these too show there is considerable room for improvement. Overall, their results for  criterion 2, ‘Adults with diabetes feel supported to self care through care planning, information and education’ demonstrated that of the 152 primary care trusts in England around half (78) scored ‘fair’, 17 scored ‘excellent’ and 35 ‘good’, but 22 scored ‘weak’.  Using data from the 2006 national patient survey of people with diabetes, the Healthcare Commission (2007) reports, however, that only around half of people surveyed felt they’d received the right amount of information at the point of diagnosis, with this figure varying between 36 and 76% across trusts. It also reports that although it should be offered to everyone routinely, the percentage of people reporting ‘almost always’ receiving personal advice about diet and exercise was generally below 50% and for some trusts could dip as low as 25% for diet and 14% for exercise. 
The Diabetes Information Jigsaw Report (ABPI/Diabetes UK/Ask About Medicines, 2007) points out as well that people with diabetes have indicated that information provided can be inadequate in being difficult to understand, and in not always being suitable for both type 1 and type 2 diabetes. In addition, an information gap about medications can appear due to prescriptions being written at the end of consultations when there is no time left to ask questions. This is reflected in the fact that many calls to the Diabetes UK Careline are about medication interactions and side effects.  According to the report, many people “are unhappy with the amount of support and information available to enable them to live with and take control of their own diabetes” (Diabetes Information Jigsaw Report p. 11). This is indicated by the results of a recent consultation exercise with people with diabetes described in the report which showed that many people “felt that their healthcare professionals were woefully inadequate in providing help in the form of truthful and accurate advice” (p. 12) and stated the need for information and education so they could effectively manage their condition. The report concludes that there remains a need for healthcare professionals to point people in the direction of relevant information and to encourage people with diabetes to seek knowledge about treatments for diabetes in order that they can make informed choices.

Further evidence for lack of information provision comes from a survey of 787 people with poorly controlled type two diabetes across five European countries (France, Germany, Italy, Spain and UK) (IDF European Region, 2007). It showed that many people seemed confused and lacking in information about their diabetes, and consequently were worried about long-term complications. In response to the question, “Has your doctor given you any specific recommendations about how often you should test your blood sugar levels?”, the UK was rated the worst with only 41 per cent of respondents replying yes, whilst 56 per cent said no and the remainder could not recall. The study showed that many people (around 86% in the UK) were “poorly informed about what constitutes a good HbA1c level” (p. 11), with many thinking their level to be ‘ok’ or ‘a little high’ even though all respondents had HbA1c levels above those recommended in their own country specific guidelines, whilst 40% of all respondents had not even heard of HbA1c or were unsure what it meant.  The researchers conclude that the findings indicate that healthcare practitioners are not communicating effectively with patients about how glucose and HbA1c levels relate to the control of diabetes or about other elements of the condition. They point out that whilst the reasons for ineffective communication are not known, these may include healthcare practitioners not believing in the utility of HbA1c; their messages about HbA1c being misunderstood by people; practitioners feeling they can’t communicate something so complex to patients; and lack of time (see section headed ‘factors influencing choice’ for more on explanations relating to information and choice). 
Worryingly, there are also other indicators that the UK fares badly in comparison to other countries when it comes to information and involvement in treatment and care for long-term conditions.  An international study of patient experiences (Picker Institute Europe, 2006) found that the UK faired worse than the USA, Canada, New Zealand, Australia and Germany in respect to patient centredness with fewer than half being involved in shared decision-making. Furthermore, in the UK, only around one in ten people with diabetes had a self management plan, less than for most other chronic conditions. 

Within the UK as well, there have been found to be significant variation in diabetes care provision. There is variation in access to structured diabetes education between countries, with data suggesting that England does better than Northern Ireland and Scotland, and Wales faring the worst (ABPI/Diabetes UK/Ask About Medicines, 2006, p. 13).  In addition, The Healthcare Commission (2007) reports that in England, the percentage of people with diabetes who have attended structured education varies from 1 to 53 between primary care trusts (“in two-thirds of trusts, 20% of people or fewer had been offered courses”,  p. 38) and that there are also wide variations in the degree to which people had been agreed a care plan, with this varying between 34% and 61% between trusts. The Commission found as well that those who ‘almost always’ discuss ideas about the best way to manage their diabetes ranged from 32 to 60%, and the percentage of people who discuss their goals in caring for their diabetes at their check up varied between 22 and 58%. They therefore identify “better partnership between people with diabetes and their healthcare professionals when planning and agreeing their care” (p. 6) as an area for improvement. The report, The National Service Framework (NSF) for Diabetes, Five years on ... are we half way there? (Diabetes UK, 2008b, p. 5), which assesses the reaching of NSF standards based on available data and feedback from people living with diabetes, similarly indicates that there is a long way to go towards meeting standard 3, ‘Empowering people with diabetes’: “The Diabetes UK PCT survey ... found that only 64 per cent of PCTs require a diabetes care plan, only 17 per cent of PCTs require 24 hour telephone support and 17 per cent do not require any information about diabetes at the point of diagnosis.” 
Significantly too, research demonstrates inequalities in information provision and patient involvement across a range of variables, including age, social class and ethnicity, a finding which is particularly worrying given the higher rates of diabetes among ethnic minority and lower socio-economic groups (Mohiddin and Gulliford, 2001). The Healthcare Commission (2007) in its review of primary care services in England found that white people more likely than those from Asian, mixed race and ‘Chinese/other’ ethnic groups to have received the right amount of information on diagnosis, whilst those with Type 1 diabetes were also more likely than those with Type 2 to have received this, as were people having annual check ups with GPs rather than with hospitals.  White people were more likely as well to say they had discussed ideas and goals about their diabetes management with a healthcare practitioner than those from Asian and ‘Chinese/other’ ethnic groups. The Commission concludes in its recommendations that “there is scope to improve the annual review process by involving all people with diabetes in planning their care, particularly people who have Asian and ‘Chinese/other’ origin and those with a long-standing health problem”(p.36).
As well as falling short of achieving the aims of care planning, people in England from Asian groups are less likely to have accessed diabetes education programmes, as are people with Type 2 (compared to Type 1) diabetes and those who have been diagnosed longer, whilst people from all black and minority ethnic (BME) groups are more likely than white people to say they had not accessed a course but would like to (Healthcare Commission, 2007; Diabetes UK, 2008b). The Diabetes Information Jigsaw report (ABPI/Diabetes UK/Ask About Medicines, 2006) too highlights a particular information gap for people from BME backgrounds despite their higher risk of having diabetes. It notes, for example, that people from BME backgrounds are less likely to have used the Diabetes UK Careline. Consequently, inequalities in access to health information for BME groups, many of whom live in deprived areas, has formed the basis of targeted health information projects. For example, Peters and Jackson (2005) report the effective use of touchscreen kiosks in community settings in three English cities to increase accessibility of health information to black and ethnic minority groups, concluding that these “need to be located in areas of deprivation and provide information in languages that reflect the population mix of such areas” (p. 210). 
In addition, then, social class inequalities in access to information exist (Duggan and Bates, 2008) and here those on a low income or living in areas of deprivation have been noted to be particularly under-served (Peters and Jackson, 2005). Access to information through the internet (ABPI/Diabetes UK/Ask About Medicines, 2006) and due to heightened ‘health literacy’ are important factors here (see section on this latter theme). In healthcare encounters, this latter form of ‘capital’ can play out in how comfortable or assertive one is in a healthcare consultation: “Often a patient needs to know the right questions to ask to get certain treatments. Some less articulate or less knowledgeable patients may lose out...” (Diabetes UK, 2005, p. 5).  Sociological research has drawn attention as well to how healthcare practitioners’ assumptions about and attitudes towards patients based on who they are and how they present themselves have an important influence on medical encounters (see ‘What are the factors influencing choice?’ for more on this).

Other relevant variables in relation to who is receiving information for diabetes include gender and age, and The Diabetes Information Jigsaw Report (ABPI/Diabetes UK/Ask About Medicines, 2006) identifies a range of additional information gaps relating to both availability of and access to information for different groups (see section on ‘health literacy’).  For example, they note that an information deficit seems to exist for women who are pregnant, with one survey (ABPI/Diabetes UK/Ask About Medicines, 2006, p. 20) finding that “more than one third of mothers with diabetes did not get any advice about the possible complications of having diabetes during their pregnancy”. They also note that those without access to the internet (likely to include many older people as well as those in lower socio-economic groups) are disadvantaged in accessing their own diabetes information, whilst when it comes to evaluated structured diabetes education, children and adolescents remain under-served (ABPI/Diabetes UK/Ask About Medicines, 2006). Significantly, The DH (2001) notes as well that older people with diabetes are likely to experience discrimination in the degree of active management offered.

Diabetes UK (2005, p. 5) points out that there needs to be better signposting of information by healthcare professionals if people are to be able to exercise choice effectively and if inequalities in information provision and health literacy are to be reduced. They also pinpoint “widespread provision of structured education to enable patients to better handle self-care” as a priority area, and the need for more provision of courses designed to meet the specific needs of BME groups  (ABPI/Diabetes UK/Ask About Medicines, 2006, pp. 14 and 19). This recommendation is mirrored by the Healthcare Commission (2007, p. 40): “Our results showed that primary care trusts need to adhere to the NICE guidance on patient education by offering education courses to all members of the community, but particularly to people from BME populations, to adults with Type 2 diabetes and those with a long standing health problem”.  The Healthcare Commission additionally cites care planning between patients and healthcare professionals as a key recommendation. In a similar vein, The IDF European Region (2007) stresses that enabling people to take control of their diabetes requires “increas[ing] awareness and understanding about HbA1c” and that “patient education, information and awareness must go hand-in-hand with strategies for healthcare professionals” (p. 20). In its report on care for people with Type 2 diabetes, it concludes that:

“… it is key to engage with [people] directly, informing and empowering them to choose to control their diabetes and providing practical, realistic vehicles to achieve this. For healthcare professionals, there is an urgent need for them to work with people with Type 2 diabetes to bridge the information gap to eliminate misunderstanding and improve patient outcomes.” (p. 20)

Is information available and what should be its content?

Much recent discussion has surrounded the availability, content, format and quality of ‘evidence based patient information’ in diabetes.  The amount of information is increasing (Shepperd et al, 1999), particularly through the internet, and in the UK patients report no difficulties in accessing education materials (Vermiere et al, 2007).  However, there is still a lack of evidence-based patient information (Muhlhauser and Lenz, 2008), and there remains a need for “information designed specifically to support patient involvement in treatment decisions” (Coulter et al 1999, p. 321). It seems too that less information is available about Type 1 diabetes compared to Type 2, and there is less information available designed for certain groups, specifically black and minority ethnic patients, children and adolescents, and pregnant women and women with diabetes who are thinking of getting pregnant (ABPI/Diabetes UK/Ask About Medicines, 2006, pp. 19-20). It is the case as well that information tailored to individual needs – including structured education – is harder to come by than basic information (Diabetes UK, 2007a), meaning that despite widespread information availability, “many individuals have difficulty finding the information that they need or finding information that is directly relevant to their circumstances” (ABPI/Diabetes UK/Ask About Medicines, 2006, p. 18). 
Furthermore, the quality of information available remains variable. Concerns have been expressed about the quality of many patient information materials in use (Coulter et al, 1999a and b; Dixon Woods, 2000), with authors pointing out that information is frequently inaccurate or misleading (Coulter, 1998). Problems of fragmentation and co-ordination also exist for online databases, meaning there can be problems of completeness alongside lack of standardisation and regulation of information (Dixon Woods, 2000).  In one study of diabetes leaflets held on two national databases – The Health Education Board for Scotland and Helpbox, produced by the Help for Health Trust – 26 leaflets were found to be available from nine organisations “ranging from supermarkets, pharmaceutical companies and footwear manufacturers through to voluntary organisations” (ibid, p.113). 
It is these problems which new policies on information for choice and ‘information prescriptions’ are aiming to address. A range of issues relating to the development of patient information materials are relevant here:

Knowledge base
There is much emphasis on the importance of information materials being ‘evidence based’.  However, there remains the issue of what knowledge is considered to be valid ‘evidence’ and is included in the information patients are directed to – what is of interest and criteria for judging quality may differ for patients compared to other parties (Hope, 1999).  In a key article on this topic, Muhlhauser and Berger (2000) state that a prerequisite for enabling patients and the public to make informed choices is “a systematic work up and presentation of scientific data that can be readily used by physicians and the public” (p. 827).  They suggest that the Cochrane database presents a useful source.  Similarly, Holmes-Rovner et al (2001) have proposed “adding ‘patient choice modules’ to systematic reviews and other key assessments of health technologies” (Wills and Holmes-Rovner, 2003, p. 289), whilst Van Duppen et al (2007) suggest using GP guidelines in a collaborative manner with patients during consultations. However, the evidence included in systematic reviews may not include other sources of knowledge considered valuable by those with diabetes, for example the ‘lay knowledge’ of those with personal experience of the condition, and the collective experiential knowledge from patient organisations. Since scientific knowledge can sometimes be inconsistent with lay knowledge or have a different emphasis (Vermiere et al, 2007), this presents a challenge for the development and use of patient information materials, which are presumed to have requirements of both being ‘evidence based’ and acceptable to patients (Tattersall, 1999). In addition, the role of diabetes charities in relation to developing NHS information materials has been a point of discussion.
Content
Relevance for the patient and its utility in enabling people with diabetes “to assume an important part in disease control and management” are important (Muhlhauser and Lenz, 2008, p. 223). It is also important that materials address patients’ concerns and that patients are involved in developing them. Coulter et al (1999a and b) provide a checklist for development of patient information materials which includes a list of commonly asked patient questions which they say should be used as a starting point for developing such materials. Similarly, Secker and Pollard (1995) provide guidelines for producing such information, whilst data from calls to the Diabetes Information Careline also provides useful indications of the information that people with diabetes need (e.g. Information about medication interaction effects, ABPI/Diabetes UK, Ask About Medicines, 2006, p.7). The role of diabetes charities in deciding on the content of information disseminated through health services and health education programmes is thus important since they are an important source of relevant information. Gardiner (1999) suggests that health professionals could work with specialist health charities to develop and maintain information and make it available on the internet, using a rating system for quality. The content of materials is still often seen as a trade-off between simplicity of content and accuracy and completeness (Wills and Holmes-Rovner, 2003) though, and to address this, the benefits of tailoring information to individual needs have been promoted (see ‘information prescriptions’).  

Bias and ‘framing’ of evidence.  
The way evidence is presented exerts an influence on decisions by patients and practitioners (Muhlhauser and Berger, 2000). Issues of bias and framing are therefore important from an ethical perspective, especially in the context of risk communication and decisions which involve important value judgements. Apart from actual content, there are various features of presentation of written information which affect understanding and use in decision making, ranging from ordering of information and format in terms of graphics or text to characteristics of the person presenting it (Entwistle et al, 1998b; Elwyn et al, 1999). Structured decision tools may be particularly problematic in leading people to make certain choices (Entwistle et al, 1998b). In addition, vested interests need to be considered and information from ‘for profit’ healthcare industry may be particularly prone to bias (Tassersall, 1999).  As such, Muhlhauser and Berger (2000, p. 823) point out that in diabetes education: “The benefits, lack of benefits and unwanted effects  of various interventions need to be communicated to the patient in an unbiased manner, so that he/she can make an informed choice with regard to different therapeutic goals and strategies”. Similarly, Diabetes UK (2005, p. 5) insist that: “Information must not be used by professionals to constrain or direct choice and information provision must be open and honest”. 
In the face of these concerns, a government funded source of standardised information is welcome – although this of course is also prone to ‘bias’, especially given the restrictions on knowledge base used outlined above. This aside though, it is important that evidence being used is presented in as ‘balanced’ a way as possible.  Evidence is still lacking as to the best ways of presenting information so that it does not unduly bias decisions. In 2000, Muhlhauser and Berger reported that current materials did not fulfil existing criteria for unbiased presentation, concluding that “ways of presenting patients with unbiased information to enable them to make ... informed decisions are not yet available” (p. 823). However, some guidelines and tools are available.
The aim of ‘decision aids’ is to “enable patients to better understand treatment options, including probability information, as well as addressing conflict in decision making by addressing controversies and tradeoffs in choices in relation to values” as well as “to provide balanced, complete, but parsimonious information to patients” (Wills and Holmes-Rovner, 2003: 289). According to Wills and Holmes-Rovner (2003, p. 289) “ways of ‘debiasing’ information materials through addressing framing effects and inappropriate risk aversion have been developed”.  For example, both the benefits and lack of benefits of interventions need to be presented (Muhlhauser and Berger, 2000) and information often needs to be presented in a variety of ways (Edwards and Elwyn, 2001; Hope, 1999).  Furthermore, in the context of communication of risk and informed decision making:  “The design of tools needs to be guided by an understanding of how people understand risk and benefit information, how information is weighted or ordered (or even if it is), and how decision making processes work” (Lloyd, 2001).  Research on how the way information is presented influences the depth of patient involvement in decision making is also needed (Elwyn et al, 1999).  “Several reviews of the impact of decision aids and the provision of personalized information on the risks and benefits of treatments or behaviours, suggest that good decision aids could make a useful contribution to the care planning process. For example, decision aids have been found to improve knowledge and participation in the decision-making process” (DH 2006: 22-3).

In relation to information provision in healthcare consultations, The GMC (2008) provides useful guidance on the kinds of information patients can expect to receive from doctors and how this should be communicated in the context of decision-making. For example, information about “potential benefits, risks and burdens, and the likelihood of success” for each treatment option should be provided (p. 10) and doctors should not put pressure on a patient to accept advice (p. 13). This guidance also states that the physician should avoid making assumptions about patients’ views, understanding of risks or the information they want or need. Furthermore, conflicts of interest should be disclosed and patients should be allowed sufficient time to make up their mind. However, this guidance also stresses that doctors should be sensitive to a patient’s needs.  Alongside such considerations, then, it is important in diabetes care that risk information is presented in a positive way, in the context of offering structured education and choices to help people manage their diabetes (Roberts, 2007). 

The eventual objective of efforts to provide balanced information to facilitate EIPC in a positive manner in diabetes care is described by Muhlhauser and Berger (2000, p. 827) as:

“... to provide the individual patient with a database on which he/she can decide on the effort he/she is prepared to make (lifestyle changes, nutrition, metabolic self control, drug/insulin treatment) and on the risks he/she is prepared to take (concerning diabetes related endpoints). Ideally, the patient will then be able to make his/her own decisions concerning his/her individual therapeutic goals and choice of treatment. The person with Type 2 diabetes would thus be able to choose individual target ranges of HbA1c values, blood pressure control, blood lipids, and body weight, etc., as to their (sequential) priorities, and to what extent he/she wants to employ various self-monitoring strategies and non-drug or drug treatments to reach these objectives.” (Muhlhauser and Berger, 2000, p. 827)

The ways in which various approaches to tailoring information and choice have attempted this are presented in sections on ‘information prescriptions’ and ‘decision aids’.

Evaluation criteria
Whilst “the quality, availability, acceptability, and effectiveness of information sources developed by authoritative bodies is commonly assumed” (Tassersall, 1999, p. 1494), there is a need to make evaluation criteria transparent. Much work identifies criteria and instruments for evaluating the quality of written consumer health information and decision aids – see, for example, Charnock et al (1999), Coulter et al (1999a and b), Entwistle et al (1998a), and Shepperd et al (1999) for a summary.  Some of these studies have been specifically concerned with internet health information in the wake of growing concerns about the accuracy of this material – see Coulter (1998) and Kim et al (1999). Shepperd et al (1999, p. 765) list “sources of information, reliability, relevance and accuracy” as commonly agreed criteria for judging quality of patient information materials.  Readability and level of detail have been additionally proposed along with the evidence base of the information (ibid) and its currency (GMC, 2008; Kim et al, 1999). Issues of usability and outcome are also criteria advocated by some researchers – the extent to which information provided addresses individual purposes for information (to understand, decide on treatment, discuss issues etc.) (Feldman-Stewart et al, 2006) and the actual health outcomes of using information materials (Entiwstle et al, 1998a).  As such, evaluation criteria for decision aids (Elwyn et al, 2006; Straub et al, 2008) and assessment criteria for structured diabetes education (DH and Diabetes UK, 2005 and DH National Diabetes Support Team [NDST] and Diabetes UK, 2006) have also been developed.  
However, Shepperd et al (1999) point out that for most quality assessment instruments, details of reliability and quality are inadequate and assert that involvement of ‘consumers’ in producing the information should also be a quality criterion. Similarly, Coulter (1998) argues that sometimes more attention has been paid to presentation and readability to the neglect of accuracy of content in evaluation criteria and there is “no substitute for researching patients’ information needs and involving them in developing and testing materials” (225). She called for a “national public health information strategy” in order to raise standards and for a system for accrediting patient information materials and web sites to help users identify reliable information and judge the quality of health information (Coulter 1998 and Coulter et al 1999).  This is now being pursued in the UK in the forms of NHS health information portals and ‘information prescriptions’ (see section on this theme). 
Dissemination and use
Whilst tele-health information, such as that provided by NHS Direct, has been popular with providers, pre-prepared patient information materials have to date been provided in written pamphlet and leaflet form, as well as through audiotapes, videos and now, increasingly, the internet (Tattersall, 1999).  Coulter et al (1999) point out that there is a need for a system for disseminating good quality materials in a standardised way, and for disseminating information which can be used in health care interactions. Similarly, Muhlhauser and Berger (2000, p. 827) stress that implementing EIPC in diabetes means that “there must be easy and affordable access to evidence-based high quality information to support decision making by patients”. This is crucial if the distribution of healthcare information is to catch up with the distribution of drugs (Clayton, 1986), and is one aim of new government initiatives relating to internet and computerised health information.

In Scotland, part of the Government’s action plan point 3 for diabetes care,  ‘Enhance patient self-care and self-management by ensuring that all people with diabetes in Scotland have access to appropriate information and education’ (Scottish Executive, 2006, p. 26) is the development of “an effective portal for patient and carer information” (p. 27). In England, information prescriptions providing information from a centralised site are also an attempt to standardize information provision and to help ensure information can be used as part of healthcare decision making with practitioners. However, a range of ways in which these may be ‘collected’ have been proposed and issues of inequalities in access and use of the information need to be addressed (see sections on ‘health literacy’ and ‘information prescriptions’). 
Health literacy: are people with diabetes able to make sense of 
and use information provided to improve their lives?

“‘Health literacy’ means more than just being able to take in information. It includes developing the skills to acquire and read relevant health information and successfully applying it to one’s own situation.” (ABPI/Diabetes UK/Ask About Medicines, 2006, p. 16)

Evidence shows that the general population as well as many people with diabetes are not well informed about the condition.  The Scottish Diabetes Framework (Scottish Executive 2002, para. 17), drawing on data from Diabetes UK states that: “Public awareness of the seriousness of diabetes and its consequences is alarmingly low”. Among the diabetic population, a survey of 787 people with poorly controlled type two diabetes across five European countries (France, Germany, Italy, Spain and UK) (IDF European Region, 2007) showed that despite all respondents having poorly controlled diabetes, many believed that they had a ‘mild’ form of the condition and that they were at low risk of complications.  Similarly, key findings from The Diabetes Information survey (ABPI/Diabetes UK/Ask About Medicines, 2006) were that there tends to be a lack of awareness among people with the condition of the serious nature of diabetes: “58% of people diagnosed with diabetes do not know what the diagnosis means and over a third do not know what questions to ask those who provide their care. In addition, 60% of patients with diabetes do not understand what different medicines are available, and many do not understand what their healthcare professional is telling them or the language in which the literature is written”. The Healthcare Commission (2007, pp. 5 and 6) too reports data showing that whilst most patients in PCTs “know enough about when to take their medication and how much medication to take”, mirroring findings from the IDF European Region (2007), “most people did not know their HbA1c value (long term blood glucose level), particularly those people with Type 2 diabetes and people from BME populations”. “Increasing the number of people with diabetes attending education courses and improving their knowledge of diabetes” is therefore a key recommendation of this report (p. 6).
 
Health literacy relates to social inequalities such as socio-economic status (and level of education) and ethnicity and also to health outcomes. This makes it a particularly important issue in diabetes since the condition is concentrated in ethnic minority groups and socioeconomically deprived areas and prevalence increases with age (Mohiddin and Gulliford, 2001). In addition, blood glucose control is worse and complications with diabetes are more frequent in deprived areas, and “ethnic difference in diabetes mellitus prevalence appear to be partly explained by socioeconomic factors”  (ibid, p. 688). The National Consumer Council (2004) has therefore “called upon the NHS to take action to address the persistent gaps in ‘health literacy’, especially among people who are socially disadvantaged” (ABPI/Diabetes UK/Ask About Medicines, 2006, p. 16). 
The Diabetes Information Jigsaw survey (ABPI/Diabetes UK/Ask About Medicines, 2006, pp. 18-19) found that “knowledge about diabetes and its complications among the BME community lags behind the white population within the UK, despite the higher risk status of the BME community”. People from BME backgrounds may be particularly disadvantaged “when English is not their first language. These problems are exacerbated by the fact that Type 2 diabetes is up to six times higher amongst people of African Caribbean or South Asian origin” (ibid, p. 18). This point is also made by Peters and Jackson (2005), that there can be “language barriers in information and communication around health issues for black and minority ethnic groups that impede education and empowerment” (p. 200), and so it is important that language issues are addressed in information interventions.

As well as language issues, differences in cultural background between doctor and patient can impede communication and understanding for patients in healthcare encounters (Meeuwesen et al, 2007). There can be particular issues in this situation for immigrant groups. A review in this area conducted in the US found that language issues could be exacerbated by “cultural barriers and economic challenges to accessing and making sense of relevant health information” (Kreps and Sparks, 2008, p. 328). These authors note the particular challenges to communicating relevant information about health risks to immigrant populations and suggest that with respect to communication interventions, it is important that health educators adopt culturally sensitive practices. They also note that community participative communication interventions are a valuable strategy.

This is a complex area since there is a relationship between what gets referred to as ‘health literacy’ and health beliefs, which are “influenced by both our culture and our social position, such as class or gender” (Freund and McGuire, 1999, p. 4). For example The Diabetes Information Jigsaw Report (ABPI/Diabetes UK/Ask About Medicines, 2006) identifies an information gap for people from BME backgrounds, but also notes how diabetes is less likely to be viewed as a chronic condition or as a threat to health by people in this sector. The report suggests these views reflect a lack of knowledge about the condition, but of course they are also reflective of how people understand and deal with health issues in their lives (which in turn relate to positions of power and economic status). These issues mean that it is important that ‘cultural competency’ is achieved in both information materials and communication between healthcare practitioners and patients (Meeuwesen et al, 2007; see Scotttish Executive, 2002), and that this is understood in the context of social inequalities.

Age and gender can also be relevant social dimensions in relation to health literacy. Berendsen et al, (2009) in a Dutch study with patients with a range of conditions report that it was older patients who were better educated who received internet health information through family members. Inequalities in health literacy can be reinforced through variations in those to whom GPs are likely to recommend information. For example, Usher (2008) found that GPs were more likely to recommend health web sites to younger and female patients. They also relate to the information resources available to people and the resources people have at their disposal – both personal and material. As such, The Diabetes Information Jigsaw Report identifies the following information gaps (ABPI/Diabetes UK/Ask About Medicines, 2006, p. 20): 

· “Type 1 not as well served as Type 2

• Children and adolescents (relevant issues and appropriate level)

• BME groups (language and cultural barriers)

• Pregnant women

• People without access to the internet (elderly, visually disabled, poorer households)

• People with learning disabilities

• People with low levels of literacy and numeracy”.

This list draws attention to how inequalities in health literacy need to be considered in light of burgeoning internet health information (Pal, 2000). This is crucial in itself and also because: “Using internet information in medical consultations is associated with characteristics of empowerment (e.g. A more negotiable exchange of information and a more equitable medical encounter)” (Edwards et al, 2009, p. 48). Increasing health literacy is thus important for enhancing involvement of patients in their care and in tackling health inequalities, and as such Coulter and Ellins (2007, p. 27) assert that  “strategies to strengthen patient engagement should aim to improve health literacy”. These authors list computer based and internet health information as one among a list of patient focused quality interventions to increase health literacy and engagement. They also note that evidence shows that disadvantaged groups can benefit more from health information interventions, perhaps because have more to gain from them. New opportunities for patient engagement, such as the provision of computerised health information need to tackle the issue of inequalities in health literacy and in access to technology and information – because if they do not, they “could widen health inequalities, or even create new ones” (ibid). In this context, Coulter and Ellins (2007) identify a range of evaluation criteria for patient information materials in printed and electronic forms aimed at improving health literacy.

Such interventions include those trialled in the context of the information prescriptions initiative (see separate section on this theme). They also include health information touchscreen kiosks provided in community settings. For example, Peters and Jackson (2005) note that in their study of these in three English cities, they were used more by those familiar with computers, although they conclude that the provision was in fact accessible to all. Another initiative is described by Pal (2000) who used a ‘roadshow’ “to demonstrate to patients the basic aspects of computers and the internet, and how the internet can be used to access information relating to healthcare” (p. 59).  He reflects that even elderly people would be likely to use such technology if shown how to use it. On this note, he also indicates possibilities for technology to help address the health information gap between richer and poorer countries.

Entwistle et al (1998b) outline the knowledge and skills which patients require in order to take part in evidence-informed choice and point out that although evidence suggests people often do not understand scientific information well, they tend to have a better capacity to handle information than health professionals think. Providing health information involves a difficult balance though, since not only are levels of health literacy very variable among the population, but other research shows that medical professionals in fact tend to overestimate this, especially among minority ethnic patients (Kelly and Haidet, 2007). Importantly, however, lack of choice should not be justified on the grounds of patients’ difficulties in understanding clinical information or an apparent lack of desire to participate in making decisions about their treatment (see GMC, 2008 for guidance in this area). “Rather, sufficient resources are required to create better communication skills among clinicians and more effective educational materials for patients” – something which is again crucial for addressing social and economic inequalities in this area (Doyal, 2001, p. 129). 

Public health education has also been advocated to improve health literacy. Muhlhauser and Lenz (2008), writing in the German context, note that the public can lack critical health literacy and this is a problem in countries where there is direct-to-consumer advertising of medical treatments for conditions like diabetes. They conclude that “critical health literacy which combines the concept of evidence-based medicine and health literacy should be integrated into existing school curricula” (p. 223). “Improved training of the media and other institutions such as schools has also been advocated as a policy-level approach to improving how patients are informed, by providing greater public access to higher quality health information” (Wills and Holmes-Rovner, 2003, p. 289).

How is information and communication technology (ICT) being used to support health information provision and healthcare decision-making?
Computerised systems are increasingly being used to support healthcare decision-making and provide patients and practitioners with relevant information (DH, 2006a).  In diabetes care, computerised educational programs have been developed and been shown to improve diet and metabolic indicators (Balas et al, 2004) and ICT has also been shown to help more widely in problem-focused coping with diabetes, activities of which encompass choice, control of care and (self-) care (Meijer and Ragetlie, 2007). In a study based in three cities in England Peters and Jackson (2005, p. 210) demonstrate the viability of providing health-related information for a range of ethnic groups “in an accessible format, language and location via a touchscreen medium” while Berendsen et al, (2009, p. 62) report on the development of “a web site with information for patients on performance indicators of hospitals as well as information on illness or treatment”.  In respect to the use of ICT in collaborative healthcare encounters, Van Duppen et al (2007) describe how computerized GP guidelines can be a useful information source and shared decision-making tool. 
Models developed in other areas of healthcare may also be transferable to diabetes care. For example, Pal (2000) describes ‘cyberclinics’ developed in rheumatology and osteoporosis with active patient participation and also how he offers “consultation and advice on the net” (p. 59). Due to fears about quality, he created departmental web sites containing information selected or written by himself.  He also reports the benefits of using email to respond rapidly to queries from patients and local practitioners (whilst noting the need to address inequalities in access to technology and information - see section on ‘health literacy’). Clearly this is one way of providing tailored information which is seen by many as most helpful (Berendsen et al, 2009; Chulan et al, 2003; Edwards and Bastian, 2001; Skinner et al, 1999). And in this model, as Pal (2000: 59) notes, “the patient is in control of what information is requested, rather than this being mediated by others or a computer” (see ‘information prescriptions’). However, one may question whether increased speed of information provision is necessarily and always better, and, as noted earlier, it is important that information provided outside of face-to-face healthcare interactions is accompanied by adequate support and opportunities for choice in treatment and care decision-making, and the power to make changes to help manage a health condition like diabetes.

What are the aims of ‘Information Prescriptions’ in diabetes care?
The NHS White Paper, Our Health, Our Care, Our Say (DH, 2006b), committed to introducing Information Prescriptions (IPs) for all long-term conditions.  This was followed by a pilot programme targeting a range of conditions, including diabetes, in different parts of the country. The aim of IPs are to provide information tailored to individual needs and local contexts to signpost people to further information and advice (OPM, 2008). Their use has been advocated since information needs in diabetes vary according to demographic and social variables such as sex, gender, age, and ethnicity as well as according to the nature of the diagnosed condition (e.g. type 1 or 2 diabetes) and its effects on the individual, which also change over time (ABPI/Diabetes UK/Ask About Medicines, 2006). Degree of existing functional knowledge (or level of ‘health literacy’) about one’s own diabetes is also likely to be a factor since overwhelming people with too much information at once is unlikely to be helpful, whilst there is also a need to ensure health information is provided in a range of languages (ibid; Peters and Jackson, 2005) and for locality specific information about sources of help and support (OPM, 2008). Added to this, there is a need for information which can be used in healthcare consultations and care planning (Coulter et al, 1999) and for  ICT tools in healthcare which allow people to exercise control over information and care received (Meijer et al, 2007). Consequently, the need for tailored or ‘prescribed’ information for people with diabetes which is integrated into their healthcare and overall coping strategy has been stressed, with various arguments in its favour.  
Tailored information is often seen by patients as most desirable and useful (Berendsen et al, 2009), and compared to their non-tailored counterparts, are “consistently better remembered, read and perceived as relevant and/or credible” and can be more likely to lead to behavior change (Skinner et al, 1999, p. 290). Similarly, including more personalized information in care plans is seen as likely to facilitate patient self management (Shortus et al, 2007). Furthermore, whilst patient data reports that information reduces worries (Vermiere, 2007), some psychological research suggests that seeking out a lot of information about a condition one is suffering (‘high monitoring’) increases stress (Wissow, 2007). Similarly, some studies of patient views have found that too much information can be anxiety-provoking if not provided in the context of adequate support (Berendsen et al, 2009) or can feel overwhelming if presented all at once (Wikblad, 1991). This is another argument for tailoring information to individual needs so that the right information is provided at the right time and people’s current knowledge levels and coping state is taken into account (Chulan et al, 2003). Since patient education is aimed at changing behaviour or health status, “prioritising patients’ information needs is strongly recommended in designing patient education programmes” (Chulan et al, 2003, p. 921).
Much discussion has centred on what factors should be taken into account when ‘tailoring’ information and how. Edwards and Bastian (2001) propose a ‘shopping basket’ approach in which information is tailored through a variety of strategies to meet individual needs. Berendsen et al (2009) recommend that “care providers should reckon with different types of information seekers and establish beforehand to which group their patient belongs” (p. 14), whilst Duggan and Bates (2008) demonstrate use of a rating scale to identify patients’ desires for drug information and suggest this could be used to assist in the targeting of information inventions in clinical practice. It is also often suggested that current levels of understanding of the patient about their condition and treatments should be a point of departure for information provision and learning (Healthcare Commission, 2007; Holmstrom et al, 2003). 
In the face of a survey which found that many people were not well informed about diabetes and its treatments, The ABPI/Diabetes UK/Ask About Medicines report (2006) advocates use of personalized information prescriptions that not only ensure information provided is relevant to individual needs and circumstances, but also take into account locally available services, and help people take a more proactive approach to information seeking about their treatment choices. In this approach to information provision, then, ‘information prescriptions’ should suggest questions people can ask in healthcare consultations and in the course of their information searching. They suggest this could help fill in the missing pieces of the ‘diabetes information jigsaw’, through helping ensure provision of relevant information to those for whom this is currently patchy - pregnant women, children and adolescents - and to black and minority ethnic groups, who have a high prevalence of the condition. In addition, the information prescription is proposed as a way of overcoming time constraints in consultations whilst supporting the aim of information provision as an aspect of care planning (ABPI/Diabetes UK/Ask About Medicines, 2006, p. 21). This approach was adopted in the pilot programme discussed above in which IPs were used to support care management (OPM, 2008).

In these pilots, “local IP systems” were developed to encompass a range of sources of advice and information within local health and social care settings, including local user and carer networks (OPM, 2008). Information was compiled onto directories which “came in a range of formats, including paper indexes, searchable databases and directories which could be accessed via a website” (OPM, 2008, p. 2). The aim with these pilots was to encompass a range of sources representing not only immediate care needs but also people’s “broader well-being and quality of life” (ibid). However, other approaches focusing specifically on medical information have been developed. For example, Straub et al (2008, p. 547) describe ‘patient dialogue’, “an anonymous self-learning online tool based on artificial intelligence (AI)”. Using this interactive computer software, 
the patient feeds the system with information on his [or her] medical condition and corresponding preferences, and then the system provides individualized information including facts about available treatment options, their benefits and risks, and probabilities of those benefits and risks. All information is based on existing evidence-based treatment guidelines. (Straub et al, 2008: 547).  
Similarly, Chulan et al (2003, p. 921) describe an “algorithm to filter and prioritize diabetes consumer information” in order to provide “an adaptive consumer information web portal”. This is aimed at providing customized information to highlight the most relevant issues so that, through reducing the information load, risk of missing key items is reduced. Both clinical and nonclinical data are considered in the profile for the adaptation, along with patient knowledge level and interests (Ma et al, 2002), so that information provided reflects both the relevance and the importance of information to the individual patient. Knowledge level is anticipated according to patients ‘phase of coping’ with diabetes, with three phases identified according to level of self management and appropriate information to that phase having high priority. The intervention aims to enhance doctor-patient communication and active patient participation in the healthcare process. They suggest that: “A key to achieving this goal is to provide patients with relevant, prioritized information based on a profile of their information needs” (Chulan et al, 2003, p. 921). At the time of writing, the intervention was undergoing field experimentation. 
In an evaluation of the IP pilot programme discussed above (OPM, 2008), key recommendations related to the areas of information that should be covered (management of conditions; social care services; and links to a range of statutory and non statutory care services, benefits and finance, and information for carers) and the need for multiple channels and accessible formats along with additional support providing explanations and advice. Recommendations also stressed the importance of local users, carers, professionals and the voluntary sector being fully involved in the development of local IP systems and of developing a national directory of accredited information (preferably using the forthcoming National Information Accreditation Scheme) on long term conditions linked to established care pathways (see OPM, 2008, pp. 44-5).
What factors influence choice? (What are the barriers and facilitators?)
Factors influencing choice and information provision in diabetes care include:

· Factors relating to people’s interaction with health services, including features of patients and providers (e.g. their characteristics and social background, attitudes and preferences) and the communication between the parties;
· structural features of healthcare organisation and of people’s access to services, including economic and resource issues;

· the healthcare policy and political environment (including the forms of knowledge which are prioritised); and
· the wider social, political and cultural context, which includes social and economic inequalities, cultural features such as health beliefs and ways of regarding healthcare  professionals, and the moral climate surrounding health and healthcare.

The first three of these factors are now discussed in turn. Since point four relates to each of these, it is considered within each of the preceding three points rather than separately. 

Healthcare interaction factors
Research has shown how, in addition to type of health problems, social characteristics of patients such as gender, age, ethnicity and education level can influence communication with doctors (van den Brink-Muinen, 2002) as well as decisions reached (McKinlay et al, 1986). Experiences of care in diabetes have also been shown to be affected by such variables (Jackson et al, 2008).  Characteristics of physicians which have been shown to be important to communication in healthcare include gender and age. For example, studies have shown that patients feel more able to speak and be assertive in interactions with female clinicians (Hall and Roter, 2002), and that female physicians tend to communicate higher degrees of empathy than males (Bylund and Makoul, 2002). These factors can also affect information provision. Usher (2007) in a study in Australia found that more than half of the GPs surveyed recommended websites to their patients but characteristics of both GP and patient influenced this - male, younger and less experienced GPs were more likely to recommend sites, and they were more likely to recommend sites to younger and female patients. 
These findings indicate how factors rooted in the wider social and cultural context can influence choice and information provision in the medical encounter. Knowledge, attitudes and beliefs of patients and practitioners are thus relevant variables to this.  Sociological research has long drawn attention to how cultural expectations or assumptions - about women, for example - structure and influence healthcare (Fisher and Groce, 1985). A recent review of studies on external influences on information exchange and shared decision-making in healthcare consultations across a range of conditions (Edwards et al, 2009, p. 37) shows practitioner influences to include “receptiveness to informed patients and patient choice” and “patient centredness vs. stereotyping”. Research shows as well how health beliefs and attitudes to professional healthcare and healthcare professionals among patients can be related to social characteristics such as a person’s age, gender, educational level and race/ethnicity (Elwyn et al, 1999; Jackson et al, 2008), whilst individual differences also persist.  Edwards et al (2009, p. 37) identified patient influences on information exchange and shared decision-making to include “motivation to seek and engage with information, the appraisal of information before a consultation, ... and ways of managing the risk of poor information”.  Health literacy (a variable related to level of education) was found to be an important influence on these external patient influences, which affected the outcomes of information exchange and the degree of control people were able to assume over treatment decision-making due to being able to weigh up risks and benefits of treatments.
Ethnicity has also been shown to be an important variable in influencing participation and choice in healthcare decision making. For instance, Schouten et al (2007, p. 214) found that “non-Western ethnic minority patients display less participatory behavior during medical consultations than Dutch patients”, whilst Meeuwesen et al (2007) note that there can be cultural differences between patients in the management of information in medical consultations. The review by Edwards et al (2009) found that lack of knowledge of cultural difference among providers and the degree to which patients expressed their cultural identity affected communication and participation in healthcare consultations. These authors note that: “In intercultural consultations, practitioners’ poor knowledge of cultural health beliefs and avoidance of discussing culturally related health beliefs and values may limit the elicitation of information that may be important for arriving at shared treatment decisions” (p. 42). They also note that the degree to which patients express cultural identity in consultations is mediated by health literacy. 
The cultural dimensions which can be important in influencing information exchange and shared decision-making in healthcare consultation are identified by Edwards et al (2009) as: differing illness notions, role expectations and language. In their review, these three factors were shown to be influenced by cultural differences for migrant patients. Other studies have also drawn attention to cultural differences in health beliefs and in attitudes to chronic illness and its control between those from different backgrounds, including in the context of diabetes. For example, The Diabetes Information Jigsaw Report notes how people with diabetes from BME backgrounds were “less likely to agree that their diabetes is a chronic condition, to see it as a threat to their health or to feel that it had a great impact on their lives” (ABPI/Diabetes UK/Ask About Medicines, 2006, p. 19).  Language barriers in information and communication relating to health issues for minority ethnic and immigrant groups have also been widely discussed (e.g. Peters and Jackson, 2005) whilst among ethnic minorities “stigma and tensions with religious practices such as fasting” also have a bearing on use of diabetes services and the choices people are able to make in relation to their own management of the condition (Mohiddin and Gulliford, 2001).  
All of these social and cultural issues draw attention to the importance of the relationship and understanding between doctors and patients in respect to information and choice in the healthcare encounter. As discussed elsewhere in this review, in diabetes care people often value a collaborative approach to decision making and management in which they can work in partnership with healthcare practitioners (Young, 2004) and feel supported (Diabetes UK, 2005, 2007a; IDF Europe Region, 2007); and evidence suggests that in the UK, there is a proportion of those with diabetes who do feel supported to self manage their condition and make good choices (Healthcare Commission, 2007).  However, there can be social and cultural barriers to achieving such a collaborative and supportive relationship.
The ways in which differences in cultural background between the two parties can impede communication and lead to misunderstanding, and the consequent need for ‘cultural competence’ among healthcare practitioners are often highlighted (e.g. Meeuwesen et al, 2007).  In addition, there has been much discussion of how the values, attitudes and beliefs of healthcare practitioners as compared with those of people living with diabetes, impact on the achievement of shared decision making. For example, although convergence in priorities for diabetes care between patients and practitioners exist (Young, 2004), the patient’s knowledge and life experience means they may have a more ‘social’ understanding of their illness than medical practitioners who are often trained to prioritise biomedical understandings. In the case of diabetes, it has also been found that generally, patients have more positive conceptions of the condition compared to service providers (Fitzgerald et al, 2008). These differences in viewpoint can sometimes lead to problematic moralistic views among practitioners involving blaming patients for their poor diabetes control, and Mohiddin and Gulliford (2001) cite research which has shown that healthcare professionals in primary care settings see diabetes as complex and difficult to manage and think patients’ attitudes are inconsistent with their own, with patients reluctant to make changes. They point out that:  “Such perceptions suggest a failure to consider, or fully understand, the patient’s perspective on the management of this disease” (p. 687). It is particularly concerning since as Muhlhauser and Berger (2000) stress, people are often keen to assume responsibility for managing their diabetes, even in the face of the substantial efforts this requires, and the need to make decisions based on the evidence available and in the context of their daily lives. 

These issues are similarly highlighted in a review of literature on ‘evidence informed patient choice’ (see ‘What is the role of information provision in patient choice?’) by  Entwistle et al (1998b). They note that barriers to realising this in healthcare encounters across the board include: “beliefs that patients do not want to get involved, that they are not capable of making good decisions, that patient involvement would inappropriately threaten professional power, or that it would render workloads impossible” (p. 218). To this list, Elwyn et al (1999, p. 480) add that sometimes, “Patients are perceived not to like the ‘doctor uncertainty’ shared decision-making may convey”, whilst Legare et al (2008) in another review of clinicians’ perceptions of barriers and facilitators to implementing shared decision making in clinical practice list ‘clinical situation’ and ‘lack of applicability due to patient characteristics’ as two of the most reported barriers. Clearly, these factors and patients’ related preferences need to be taken into account. However, as Elwyn et al (1999, p. 479) point out, “doctors tend to underestimate both how much information patients wish to receive and the level of involvement they prefer to have in decision-making” (and therefore, other evidence would suggest, possibly also the benefits for patient outcomes). 
Of course achieving cultural, or attitudinal change is a difficult process. Indeed, research suggests that it cannot be simply achieved by policy shifts to new ways of working; in the Australian context, it has been shown that providers tend not to change their approach to patients on the basis of care plans and patients do not expect to participate in care planning (Shortus et al, 2007). However, new approaches to healthcare provision such as care planning are vital to achieving more choice and involvement in diabetes care for patients. And the implementation of this approach, as well as of policies to achieve more patient centred consulting in healthcare in general, can be aided with training for healthcare professionals as well as through other interventions aimed at improving information exchange and shared decision making (Edwards et al, 2009). The Department of Health and Diabetes UK ‘Care Planning’ report (2006, p. 25) notes that: 
“The recent Department of Health guidance document, Supporting people with long term conditions to self care: a guide to developing local strategies and good practice outlines the role of the healthcare professional in a patient-led NHS and highlights the need for a change in approach…. Successful care planning for people with diabetes … will be dependent on equipping staff with the skills and competences that they need to do this. Central to the care planning approach is the adoption of a patient centred consultation style by the professional.” 
In addition to such a change in approach, the findings above suggest important factors that healthcare practitioners need to be aware of in order to strive for equality in choice and information provision in healthcare encounters (Doyal, 2001). The findings suggest that cultural considerations and social inequalities, including gender, ethnicity and socio-economic status need to be centrally attended to in diabetes care policies on information and choice (see, for example, Scottish Executive, 2002) and in the development and delivery of information and choice interventions (including ‘information prescriptions’). For instance, information materials should reflect the reality of living with diabetes for women, men and those living on low incomes, be developed to be culturally sensitive, and be made available in different languages. These factors should also be covered within training aimed at enhancing patient involvement in healthcare decision making. Such training can benefit as well from being informed by perceived facilitators to shared decision making among clinicians - provider motivation, positive impact on clinical process and patient outcomes – in interventions to foster implementation of shared decision making in clinical practice (Legare et al, 2008). Of course the factors discussed above are also important for patients to bear in mind when it comes to negotiating healthcare interactions and decision making, and in designing educational interventions aimed at helping people with diabetes take a more active role in managing their care (see DH and Diabetes UK, 2005).

Structural features of the healthcare organisation and access to services
Structural issues which remain key to choice in healthcare include economic and resource issues. Clearly if the service options aren’t there to be chosen, or if there are constraints placed on their provision by clinical guidelines, which take into consideration economic concerns in recommending treatment decisions, this limits the choices people can make. Although in the UK, there is a generally high standard of services, as Mohiddin and Gulliford (2001, p. 688) point out: “structural barriers to care may still be significant because of the varying level and quality of service provision”. Indeed, research has highlighted inequalities in provision across the country, including in relation to diabetes education and care planning with primary care (ABPI/Diabetes UK/Ask About Medicines, 2006; Healthcare Commission, 2007) and concern has been raised about how these relate to socio-economic inequalities.  The Healthcare Commission (2007, p. 4) states that “the level of deprivation of a primary care trust is not a factor in how well it supports people with diabetes to look after themselves”. However, other research suggests that “variations in access to good quality, well organised primary care services might partly explain social and ethnic inequalities in diabetes care” (Mohiddin and Gulliford, 2001, p. 688). Furthermore, resources can dictate whether people have a choice in being able to move areas and thus service providers.
Inequalities issues in relation to diabetes care are particularly concerning given that diabetes has a higher prevalence among those from lower socio-economic and ethnic minority groups, and increases with age, whilst outcomes are also worse for the former of these two groups  (DH, 2001; Mohiddin and Gulliford, 2001; Roberts, 2007). Socio-economic inequalities relate to’ lifestyle’ factors often associated with diabetes such as exercise, weight and smoking, and can interact to compound risks for certain groups. For example, women with diabetes are at  higher risk than men with diabetes of cardiovascular disease (Nicholson, 2009) and have a higher risk of dying compared to men with the condition (DH, 2001). The DH (2001) notes that this may be because “gender compounds other aspects of inequality. For example, women often bear the brunt of poverty, and socio-economic differences in the prevalence of diabetes are more marked for women, probably because of differences in smoking rates, food choices and the prevalence of obesity”. Additionally, although overall diabetes in England is higher in men than in women (DH, 2001), severely overweight women are nearly four times more likely than severely overweight men to develop diabetes (Scottish Executive 2002). 

These intersecting inequalites mean that some people may also be especially disadvantaged when it comes to information and choice in diabetes care. For example, in addition to being less likely to be offered active management (DH, 2001), older people may be less likely to have the resources necessary for accessing information and making choices, and there is also a relationship between socio-economic status and ethnicity which is significant for inequalities in access to care (Mohiddin and Gulliford, 2001). Barriers to choice include matters of ‘health literacy’ and economic barriers in access to information already discussed. In addition, Mohiddin and Gulliford (2001, p. 688) point out that the “costs of care may ... be more important for those with few resources”.  These ‘costs’ may include the time, money and energy needed for self care and to attend regular healthcare consultations. The structural conditions of one’s life may therefore work to delimit choice. For instance, in respect to gender, not only do women bear the brunt of poverty, as noted above, but the role expectations placed on women, which include caring responsibilities, are likely to influence the kinds of choices women are able to make in relation to their diabetes management.  

These issues highlight, then, the relationships between health, health beliefs and social inequalities.  As Freund and McGuire (1999, p. 4) point out: “Both cultural and structural factors are important in understanding people’s behaviour and health. People act as they do not only because of their beliefs about health (the cultural aspects) but also because of structural aspects, such as how power is distributed and relationships are organised”.  Policies and practices surrounding choice and information provision in diabetes care therefore need to be informed by an understanding of the barriers faced by those differently placed and of the needs and perceptions of different groups (Mohiddin and Gulliford (2001). This includes diabetes education, which should take into account contextual data for participants, including gender, age, ethnicity/cultural background and socio-economic barriers such as employment status and level of education attained (DH and Diabetes UK, 2005, p. 19).

When it comes to actual healthcare interactions too, research suggests that structural features of the healthcare organisation including skills and resource issues can act as barriers to choice and shared decision making. These include time; lack of appropriate information about risks and benefits; communication skills; and “skills and tools to convey information about risks and benefits” (Elwyn et al, 1999, p. 480). Time is often identified by practitioners as a main barrier to implementing a more participative consulting style (Legare et al, 2008) or patient-centred approach (Woodcock et al, 1999), especially in productivity driven, market based health systems like that of the United States (Holmes-Rovner et al, 2000). Citing Howie et al, Elwyn et al (1999, p. 480) highlight the concept of ‘patient enablement’, and note how increasing time is directly related to quality of care,  “more time producing greater benefit and increasing the ability of patients to understand and cope with their health problems”. This also increases information – seeking, especially if patients are invited to ask questions (which in turn is related to outcomes; see section on ‘clinical and health outcomes of choice and information provision’). 

A great deal of research and training focuses on medical practitioners’ communication skills.  This is because, in recent years, it has been highlighted as an area that requires more attention. For example, Elwyn et al (1999, p. 479) point out that evidence shows that: ”GPs are often unaware of patients’ views on treatment, and may also lack the skills to elicit patients’ preferred choices”.  Similarly, the review by Entwistle et al (1998b) points out that clinicians are often not trained to facilitate ‘evidence informed patient choice’ (EIPC). This is a crucial area for redress since achieving this policy aim in practice needs to be driven by the healthcare practitioner: “participation in decision-making is increased when physicians exhibit patient-centred behaviours” (Elwyn et al, 1999, p. 480; Zandbelt et al, 2007). Consequently, Schouten et al (2007, p. 214) conclude that their study demonstrates the need for “continued education of GPs’ communicative skills, particularly when dealing with non-Western ethnic minority patients”.  Part of these skills include the ability to “ascertain involvement preferences within consultations”, whilst some authors also advocate other ways of assessing preferred levels of participation (Elwyn et al, 1998; see Golin et al 2001 for an example). Achieving ‘EIPC’ also requires the development of competencies in the transfer of technical information, checking people’s understanding of information and how to share decisions.   Indeed it involves a number of steps that are not easy to realise in practice and, rather than being simply technical, corroborating findings presented in ‘do people with diabetes want information and choice?’, research has shown the importance of affective skills in increasing patient participation and satisfaction (Schouten et al, 2007). Entwistle et al (1998b) list professional attitudes and skills required for facilitating informed patient choice which include eliciting concerns and preferences, presenting information in an understandable way, providing non-directive counselling and then facilitating decision making. Similar steps in shared decision making are described by Elwyn et al (1999). 
In terms of available information, that provided by health care practitioners may not always correspond to patients’ needs for information (Poskiparta et al, 2001). Apart from misperceptions in information needs reported earlier, and skills in conveying information, there may be barriers in terms of actual and perceived quality of information materials. Usher (2007) in an Australian study, showed that GPs’ reasons for not recommending web sites included their limited time to review them (52%), preferring to personally discuss issues with patients (25%), reliability issues (11%) and fear of information bias (5%).  In the wake of the plethora of health information materials, including those produced by private companies, Dixon-Woods (2000, p. 113) also reports that “professionals may be understandably cautious about offering a patient a potentially ‘biased’ leaflet, for fear of being seen to promote a company or its goods”. Such issues of potential bias are likely to be a barrier in the use of some information materials by people with diabetes as well. 
There is, in addition, the issue of the relevance of scientific data to people’s individual circumstances. Elwyn et al (1999, p. 480) point out that “information that is available is often not in a form that actually assists us”, partly because it tends to be pooled data that is difficult to particularise. In the face this, it is very difficult to portray the risks and benefits of treatments to patients. Furthermore, there can be a mismatch between the kinds of information clinicians and patients are using and, as Tassersall (1999, p. 1494) notes: “Many clinicians are not familiar with the content or range of information aids provided for, distributed to, or accessed by … patients. However, clinicians are increasingly aware of the … growing proportion of patients who obtain information from the internet”. As discussed elsewhere in this report, other structural barriers to information provision and use include access to information for certain groups and language issues.

Such concerns should be alleviated by new policy initiatives aimed at standardizing and tailoring patient information (Scottish Executive, 2006), whilst language and access barriers in information and communication can be addressed by ICT developments such as touchscreen systems made available in community settings (Peters and Jackson, 2005). Training of GPs and other healthcare practitioners in ‘e health care’ is also likely to be a useful measure (Pal, 2000; Usher, 2007). However, there are other factors to consider here.  Entwistle et al (1998b) point out the limitations to the available ‘evidence’. This is something people managing long-term conditions such as diabetes are often aware of, as previously discussed. But it does mean that achieving EIPC according to policy prescriptions requires a high degree of health literacy among patients in being able to assess available evidence and apply it to their own situations. Consequently, patient knowledge and skills requirements remain important considerations, providing challenges for the production of understandable information and for the communication skills of healthcare professionals (Doyal, 2001).  

The considerations above mean that clinical ‘evidence’ can only inform decisions, and when it comes to healthcare decision-making, there are other factors which enter the equation.  Not only do patient values, attitudes and beliefs play a part, but, whilst it is undesirable that patients’ choices are constrained by their social situation, there may be elements of a patient’s life circumstances that inevitably need taking into account. As such, Elwyn et al (1999, p. 480) point out that: “Only 10%-30% of clinical decisions are backed up by evidence”, and in this light the model of EIPC seems rather narrow in failing to give due to regard to all the other issues which enter the broader situation of ‘shared decision making’ between doctors and patients. This is particularly so since other dimensions which influence clinical decision making include continuity of care and associated relationships with professionals, with trust and understanding being needed to realise shared decision making in practice (Entwistle et al, 1998b; NHS Service Delivery and Organisation R and D Programme, 2007). Again, all of these factors need to be taken into account in the development of policy and practice relating to information and choice in healthcare. 

The healthcare policy and political environment 

Features of the healthcare policy and political environment which remain key to choice in healthcare include economic and resource issues, as discussed above. However, related to economic concerns, there are also ‘cultural’ features of the policy and political environment which are important to choice in diabetes healthcare, and these include the knowledge bases which are used to inform choice. An important consideration within the model of shared decision making in which evidence and values come together to arrive at decisions is that patient preferences may be in conflict not only with the opinions of healthcare professionals but also evidence based clinical guidelines (Elwyn et al, 1999). Indeed, Muhlhauser and Berger (2000) point out that in EIPC in diabetes care, the diagnostic and therapeutic goals chosen by patients will often differ from those the physician would have identified and those consensus guidelines would have recommended. This raises important ethical and medicolegal issues for practitioners. As Entwistle et al (1998b, p. 215) put it: “Individual patient choices may clash with the ethical principles of beneficience and justice” in respect to individual harm and benefit and societal loss. Moral responsibility thus takes centre stage in relation to EIPC in healthcare; practitioners may not want to accept responsibility for patient choices which practitioners do not feel is in their best health interests and which are not in alignment with professional recommendations. Fears of litigation are also a consideration; indeed in the US context, criticism of moves to informed choice has been voiced on these grounds – that it is a result of doctors consulting defensively and produces a conflict between the principles of autonomy and beneficence (Elwyn et al 1999). 
Even within a shared decision-making model, there can be difficulties with integrating evidence and preferences in clinical practice, since, as discussed earlier, patients and healthcare professionals may be drawing on different knowledge bases as well as having different value positions.  As such, Trevena and Barratt (2003) suggest the term ‘integrated decision making’ to address the concerns this raises for practitioners and consumers.  For example, a review of evidence conducted by the Department of Health (DH 2006, p. 21) reports on a study by Pill et al (1999) which “found that health professionals found it difficult to sustain a patient-centred approach, particularly if they perceived this as conflicting with their efforts to help patients achieve better biomedical outcomes”. However, as Young (2004) points out, people often share professional priorities relating to minimising complications. Furthermore, involvement in decision making actually leads to better clinical outcomes  (see section ‘What are the clinical and health outcomes of choice and information provision?’); and since good diabetes management only reduces rather than eliminates the risk of complications, patient choice should allow people to balance risks against efforts they are prepared to make (Muhlhauser and Berger, 2000). Thus rather than a model of EIPC in which patients’ values are factored into the clinician’s decision analysis, patients can be given the relevant information and allowed to make choices “in consultation … with the doctor as desired” (Hope, 1999: 39). In this model, patients assume responsibility for decision making, whilst the “responsible physician... support[s] the patient to strive for the implementation of his/her informed medical choices” (Muhlhauser and Berger, 2000, p. 827). 

There are, then, many difficult challenges to implementing patient choice and involvement in diabetes care. A major problem is that the very concept of EIPC is underpinned by a knowledge base in which scientific evidence is seen as having more value than patients’ experiential knowledge. As such, the concept may be flawed  or too narrow insofar as people with diabetes value more shared decision making and a partnership approach to care (see ‘Do people with diabetes want information and choice?’)  Fully realising the latter requires a paradigm shift in respect of the value given to the experiential knowledge of patients and that of healthcare practitioners, and not just a shift in the roles taken in consultations or a change in consultation styles. This means that an important barrier to implementation remains, as Elwyn et al (1999, p. 480) phrase it, that: “It is threatening to the ‘power’ relationship between doctor and patient”. These are important factors to consider when accounting for the implementation deficit in shared decision making, which does not just depend on professionals’ attitudes. For example, in the  Canadian context, Paterson (2001, p. 574) found that “despite their intention to foster participatory decision making, practitioners frequently discount the experiential knowledge of diabetes over time and do not provide the resources necessary to make informed decisions”. Achieving and sustaining changes in working practices therefore requires not only a highly reflective practitioner but also fundamental shifts in the ways different forms of knowledge are regarded and used in healthcare research, policy and practice.

Such matters have been discussed in the context of changes in approach to diabetes education to a more collaborative model. Anderson and Funnell (2000) note the huge shift in paradigm and therefore approach that a shift from a compliance-driven approach to a collaborative, client centred one requires: “It is easy to agree that blaming our [sic] patients is not useful, but it is much harder to give up our deeply engrained impulse to strive for compliance and adherence” (p. 602). Even when committed to a patient centred approach, they note the difficulties healthcare professionals had in managing to interact with patients in a different way: “It was as is a void had been created by giving up their traditional approach” (ibid: p. 602).  Similar results were found by Adolfson et al (2004). When implementing empowerment group education in diabetes, the role of nurse educators changed from expert to facilitator; as this was a challenge to role security the nurses needed support in their educational process. As described by Anderson and Funnell (2000) the challenge is to move from a compliance driven model driven by a one-way process of providing patients with ‘expert’ knowledge to a patient centred approach involving using patients’ lives as the focus and providing information in response to patients’ questions and concerns. They note how the approach also allows people to learn from one another as experiences and knowledge become valued. Importantly as well, they say, a collaborative approach helps avoid reactive resistance to efforts to force through behaviour change instead making it possible for people to self manage their diabetes effectively, whilst also helping practitioners “practice diabetes education as a win-win collaboration among equals” (p. 603). This patient centred model, then, seems facilitative of patient choice and information provision. It is similarly described by Poskiparta et al (2001, p. 69), who emphasise that health counseling that is empowering to patients must “make use of patients’ knowledge of their circumstances”, and support patients to reflect on their diabetes management in the context of their daily lives.

Conclusion

Increasing access to information and more emphasis on patient autonomy “have led to the need to give more attention to both the skills and the information required to appropriately involve patients in the decision-making process” (Elwyn et al, 1999, p. 477). In diabetes care it means there is a pressing need for effective methods to generate and communicate necessary information and to implement these in routine care (Muhlhauser and Berger, 2000). Developing shared decision making in the consultation depends on “increasing the time available in consultations, requires improved ways of communicating risk to patients, and an acquisition of new communication skills” (Elwyn et al, 1999, p. 477). To address resource and access issues, the array of options outside healthcare encounters is expanding (Wills and Holmes-Rovner, 2003), and this includes new ‘information prescriptions’. However, it is not just information but also “communication skills in shared decision making [that] will need to be developed if professionals are to make appropriate use of these tools” (Elwyn et al, 1999, p. 480). These skills include the ability to ensure decisions are informed by available evidence whilst also taking into account patients’ values and beliefs, as well as their individual preferences, priorities and social situations, plus maintaining awareness of how social and economic inequalities and cultural background impact all of these.  
There are also healthcare organisational factors that need addressing. Young (2004), reflecting on the implementation of the NSF, notes how achieving structural and cultural change in terms of traditional organisational arrangements and healthcare professionals’ attitudes in the NHS are major challenges in the achievement of patient centred care. Furthermore, as noted above, it does in fact require a paradigm change in respect to which knowledge is more or less valued in understanding health issues and making decisions about how to manage them, as well as willingness to re-evaluate power dynamics in respect of working with (all) patients in a model of treatment and care in which there is a striving for equality within the relationship and a concerted effort to afford patients more control in the decision making process.  
Lastly, it remains important to maintain a critical perspective on policies relating to choice in diabetes care and two points are worth stressing here. Firstly, choice needs to be viewed in the context of valued collaborative, supportive and trusting relationships with healthcare professionals. Secondly, it is important to understand choice in the context of wider social, cultural and economic concerns. Enabling healthcare professionals to realise patient choice means that the resources must be there in terms of the service and treatment options available. And whilst much work currently emphasises the role of ‘patient values’ in relation to healthcare choice and decision-making, the evidence presented above additionally highlights the relevance of social inequalities issues (which may relate to ‘values’). These affect the choices people feel able to make in healthcare encounters and in their daily lives as well as access to information, and so are important to address if an emphasis on information and choice is not to lead to further healthcare disparities. Policies, information interventions and practice relating to choice in diabetes care therefore need to be underpinned by an understanding of how this is impacted by social and economic inequalities as well as influenced by cultural factors, and as such there is a need to ensure that policies in diabetes care relating to combating inequalities in prevalence and outcome are meshed with those relating to information and choice. 
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Appendix 1

Literature Review Strategy

Databases

Medline– journal articles relating to medicine, nursing, dentistry and healthcare (1950 onwards)
Search terms:

· information prescription*.mp and ("information prescrib*" or "prescribe* information").mp.  
· patient participation.mp. and diabetes.ti.
· Key article (Muhlhauser and Berger, 2000) identified.  Core search terms identified and search run as follows:

exp Diabetes Mellitus/ and
exp Decision Making/ or 

exp Health Education/ and
exp Patient Participation/

(diabetes and choice).mp. and exp Patient Participation/

Muhlhauser – similar articles and cited references searched

HMIC (limited) – health and healthcare management journal articles (covers some grey literature)

Search terms: "decision making" or "care plan" or "patient participation" or "information provision" or "provid* information" or "information prescri*" or "informed consent" or "choice" and "diabetes" 

NHS Evidence – Diabetes (formerly the National Library for Health specialist library for diabetes) Delivery of Care>Patient Education and Empowerment; Delivery of care> user involvement
Hand searching

Database searching showed Patient Education and Counselling to be a particularly relevant journal for the study and so this was hand searched May 2009-January 2007. Some relevant material from the researchers’ personal literature collections was also included.
Selection criteria: UK literature was prioritised. Aside from searches on ‘information prescriptions’, articles relating to conditions other than diabetes were mainly excluded. However, particularly relevant articles relating to a range of conditions or generic to healthcare were included. A large volume of literature on diabetes education and self management was excluded, although some material that seemed of particular relevance was highlighted for use. Articles relating to diabetes management in children were excluded. At the stage of reviewing the literature, review articles were prioritised and citation searching carried out. 

Grey literature 
Web sites of relevant organisations: British Diabetic Association (Diabetes UK); IDDT; International Diabetes Federation; European Association for the Study of Diabetes (http://www.easd.org/ their journal, Primary Care Diabetes was searched with the following terms: choice* or partic* or shared decis* or info*);
NHS and Scottish Government web sites (relevant policy documents) 
Diabetes in Scotland publications page - http://www.diabetesinscotland.org.uk/Publications.aspx

� EIPC as a term is meant to more closely reflect the fact that scientific ‘evidence’ is one among other factors (such as patient values and preferences) which play a part in  decision-making. An alternative term for this proposed by Trevena and Barratt (2003) is ‘integrated decision making’ (see section on ‘factors influencing choice’).  


� These three issues – moral obligation on the grounds of patient choice, clinical and health benefits, and patient values are explored separately in the sections which follow.


� In relation to diabetes screening as well, it has been found that people tend to vary in the amount of information they desire, with not everyone wanting “the extent of information that would be required to enable them to give fully informed consent to screening” (Goyder et al, 2009).


� This report includes useful data from assessment of PCTs across England.


� It has also been found that people participating in diabetes screening programmes generally demonstrate a lack of understanding of issues in relation to the pros and cons of screening and implications of results (Goyder et al, 2009).


� The research reviewed in their article is available at the Health Foundation’s quest for quality and improved performance database (� HYPERLINK "http://www.health.org.uk/qquip" ��www.health.org.uk/qquip�) and a full report of their review is available from the Picker Institute’s web site (� HYPERLINK "http://www.pickereurope.org/Filestore/Publications/QEi_Review_AB.pdf" ��www.pickereurope.org/Filestore/Publications/QEi_Review_AB.pdf�). 
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