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Introduction

1.1 Background to the study

Qualitative interviews were conducted with experts in the field of diabetes in order to inform the coverage of the questionnaire for a large-scale national survey of people with diabetes. The sample covered hospital specialists, GPs, practice nurses, Diabetes Specialist Nurses (DSNs), nurse facilitators, podiatrists, pharmacists, optometrists, dietitians and representatives from Diabetes UK. The aim of the interviews was to explore the process of care from the point of view of a range of people working in the field, to inform subsequent interviews with patients with diabetes and, ultimately, to inform the development of the questionnaire. 

The findings of this work are presented in the following eight chapters. Where appropriate, comparisons are made with the findings from the interviews with patients, which is published separately.
  

1.2 Research design

Qualitative interviewing techniques were used in order to gain detailed and in-depth information about the views and experiences of people with diabetes. These methods are used for exploring attitudes, perceptions and experiences rather than measuring them. This report will present findings in terms of a range of views rather than displaying numerical data.

1.2.1 The study sample

Sample design

A purposive sampling method was used to ensure that a diverse range of experts/health professionals was included in the sample. The criteria used were role/job title and region.

Sample profile

22 depth interviews and 2 focus groups were conducted with 27 respondents in total, in five areas of England (London and the Southeast, the North West, the North East, East Anglia, the Midlands) during summer 2005. 

Table 1.1
Sample profile

	Sample total
	27

	
	

	Role/job title
	

	National Clinical Director
	1

	Consultant physician
	5

	General practitioner
	3

	Diabetes Specialist Nurse
	3

	Practice nurse
	1

	Representative of Diabetes UK
	3

	Optometrist
	2

	Podiatrist
	1

	Health psychologist
	1

	Diabetes educator/user involver
	2

	Dietitian
	2

	Pharmacist
	2

	BME advisor
	1

	
	

	Region
	

	London/South East
	6

	North West
	2

	North East
	4

	Midlands
	9

	East Anglia
	6


Sample recruitment

The sample was recruited via different avenues. Some of the respondents were on the Advisory Group for the main survey. Others were contacted via a letter which explained the study and asked them for their help. 

1.2.2 Data collection and analysis

Each interview lasted around an hour. Most were done face to face, though a few were conducted over the telephone.

The interviews were all tape-recorded, with the permission of respondents, and were analysed using ‘Framework’. Framework is a systematic and accessible approach to qualitative data analysis developed by the Qualitative Unit at the National Centre for Social Research. The use of Framework helps to facilitate both thematic and case by case analysis and helps to ensure that all of the data is systematically included in the analysis.

diagnosis

1.3 Terminology

Some respondents felt that people with diabetes would know which type of diabetes they had, but that they “wouldn’t always be right”. This was seen as a particular issue for BME groups, especially those who did not speak English. The views of the experts were borne out by the interviews with patients, where the majority of respondents thought that they knew which type they had, but some (even well-informed respondents) mixed up the terms, and gave the wrong one. One respondent said that even professionals, at diagnosis stage, are not always sure: “it is difficult to tell which type they are for around 10% of cases”. Another said that type 1 patients are likely to know which type they have, whereas those with type 2 are more likely to be unsure.

It was clear from the interviews that terminology evolves over time, and that the nomenclature used has changed over recent years. A number of terms emerged: ‘type 1, ‘type 2’, ‘late onset’, ‘juvenile diabetes’, ‘maturity onset’, ‘insulin-dependent’, ‘non-insulin dependent’, etc. One respondent felt that it was important for the patient to choose the term that they preferred; though on the whole, experts felt that type 1/type 2 was the appropriate classification, and that the other terms were anachronistic. It was clear from the interviews with experts, and those with patients, that the terms used by will be somewhat dependent on how long ago the diabetes was diagnosed.

Some respondents thought that the questionnaire should ask for current treatment (whether on insulin) and age of onset, rather than asking survey respondents to classify their diabetes. Others thought that the situation was more complex than this, and that in order to get an accurate classification, it would be necessary to ask about when insulin was prescribed (how long after diagnosis), and how long it was prescribed for (the time period).

Some respondents talked about the problem of undiagnosed diabetes, and said that this is a problem for type 2 patients, who: “on average have diabetes for 7-9 years before it is diagnosed. This is important because the risk of complications is increased”. A number of respondents expressed concern that patients did not take type 2 diabetes as seriously as they should. One respondent warned of the misconception that type 2 diabetes is perceived as “mild diabetes” rather than being taken as “a serious condition”. 

1.4 Patients’ needs at diagnosis

Respondents said that the way in which the diagnosis was given, and the accompanying information/explanation, should take account of a number of factors:

· The patient’s age. The age of newly diagnosed patients varies widely (from children through to the elderly) and the level of information a patient can take on is correlated with age. 

· Route to diagnosis. Whether the patient is acutely ill (through insulin deficiency), whether they have been identified through screening, or whether they present with symptoms to a GP. 

A common view was that Type 1 patients tend to be diagnosed in hospital, and Type 2 via GP or screening.

Experts felt that it was important, at diagnosis, for the patient to feel that they were talking to someone who “knows what they are talking about”, whether this be a GP, a hospital doctor, or a specialist nurse. This also came out of the patient interviews, where experiences suggested a large variation in the extent of knowledge on the part of the health professional giving the diagnosis. Also important from the experts’ point of view, was the environment where the diagnosis takes place: 

“People with diabetes need two things - people to talk to who know what they are talking about and time to talk to these people. They would also like a nice environment too.”

A common theme was the need to stage the amount of information given, so that people didn’t have too much to take on board at one go. This was particularly true for insulin-dependent patients, and it emerged from interviews with patients that a key part of this education is for the respondent to do a “dummy injection” themselves. One specialist nurse said that it is important to see the newly diagnosed patient frequently, and to give them “bite-sized pieces of information, backed up with written information”. Another respondent talked of “drip-feeding” information to patients. 

A number of respondents (both experts and patients) talked of the importance of written information, and respondents said that pharmaceutical companies, and Diabetes UK, produced some very good and informative leaflets. However, some respondents said that GPs were overly dependent on leaflets produced by pharmaceutical companies. One respondent pointed out that it was important to get these leaflets translated, particularly for women from BME groups, so that they do not have to rely on family members for their information. But they also talked of prohibitive costs of translation. 

As well as educating people about diabetes, it was also felt to be important to inform people about the services available to them, and what to expect: “You need to empower people to know what kind of care they should receive”; “People need to know what local services are available to them, and when”. Another respondent talked of this in terms of a “structured pathway” so that “patients know where they should be, and GPs know as well”. This was considered to be particularly important for some people from BME groups, who might be “family focused” and not so aware of the healthcare system. 

One Diabetes Specialist Nurse (DSN) said that GPs were not best placed to manage the care of people with diabetes, and so the important thing, after diagnosis, was to “pass on to the practice nurse, who has time and expertise”. Another respondent (a practice nurse) echoed this, saying that it was important for the GP to give the diagnosis, and then (ideally within a week) invite the patient back for a specialist clinic with the nurse, who will, in turn, refer the patient to an education programme (see section 7).

It was clear from the interviews that information on lifestyle changes (exercise, alcohol and diet) is important at, or soon after, diagnosis. Of equal importance is information on foot care and eye care, and regular checkups. Respondents said that ideally this involves swift referral to other professionals (podiatrist, dietitian, and optometrist). But it emerged that, in practice, there is a shortage of these health professionals - meaning long waiting lists - and patients may have to wait some time. 

As well as support from health care professionals, a common view was that newly diagnosed patients benefit from talking to other people with diabetes – particularly people of their own age. This could take the form of local patient support groups (often attached to the hospital), or charities such as Diabetes UK.

Some respondents discussed the potential role of optometrists and pharmacists in screening and diagnosis. (Currently, these professionals do not diagnose patients.) For example, pharmacists could “assist with screening and provide a support role”. One optometrist said that “it is not uncommon for diabetes to be suspected” but that he would refer people to hospital for a diagnosis. He was interested in extending his role to cover diagnosis and there was a recurrent view among “other health professionals” that they could be more involved in actually diagnosing patients. 

One respondent said that work was being done to introduce “best practice” guidelines on the diagnosis of diabetes; the standards are being developed and the materials produced. For example, it emerged that some patients are diagnosed after just one fasting, or sometimes ‘random’ (non-fasting) blood test, whereas best practice is to repeat the fasting test a couple of weeks later to verify the condition. 

Another common theme was the need to educate the patient on ‘comorbidity’ (kidney damage, eyes, feet, etc) and to check for organ damage at the stage of diagnosis, and then to continue to manage the patient with comorbidity in mind. The success of this was dependent upon having a “shared protocol” between different health professionals and different aspects of care, and this was not always the case (see section 3). 

1.5 Impact on patients

Respondents talked about the need to be sensitive to the impact on patients, and to be reassuring. One respondent said that it was important to highlight the positive aspects: i.e. “with good self-management of diabetes, it can have minimal impact on life”. Many felt that there was a difficult balance to be drawn between reassurance and stressing that diabetes is a serious condition, with long-term health implications. Experts talked about the “burden” on respondents, of finding out that they have a long term condition “with no end in sight”. This sense of burden also emerged in the patient interviews. 

A common finding was that patients vary greatly in their reaction to the news. One respondent talked of two types of patient: those who “don’t manage their diabetes and who have problems later on” and those who “become obsessional and their life revolves around diabetes and they become miserable”. 

It emerged from the interviews with experts, and those with patients, that many people are “in shock” when they first find out that they have diabetes. Fear and anxiety were common themes: “it’s the end of life as we know it”. Some people tend to focus on extreme adverse consequences such as “going blind” or “losing a leg”. One expert said that there are “a lot of myths and scare stories about diabetes”. Another said that shock was not necessarily a bad thing, in that it prompts people to “go for check-ups, change their lifestyle and manage their diabetes”. 

1.6 Treatment

The expert interviews highlighted the fact that diabetes is a changing field, with new treatments and technologies emerging for the management of diabetes. One respondent said that this is because the pharmaceutical industry have recognised that diabetes is “big business”, and predicted further developments over the next five years. 

Given this context, respondents felt that it was important for health professionals to be educated about recent developments, and also for there to be consistency in treatment of patients. One respondent said that this would require “strong leadership”, with knowledge, information and best practice disseminated effectively so that “there are clear protocols and people know what they are doing”. Another said that there should be a standard “NSF type” approach to diabetes care. In contrast, one GP said that there was no real need to educate GPs: “it’s quite a common disease so we’re used to it”. 

Respondents emphasised that treatment of diabetes varied considerably between the two types. Some thought that insulin injections were an inefficient way of controlling insulin, and that new developments (i.e. insulin pumps) were far superior. However, it emerged from the expert, and the patient, interviews that pumps were not available in some areas, and that lack of funding meant that they were not always available for those who were eligible. 

Others said that with the increasing levels of obesity, and type 2 diabetes, treatment was becoming less about insulin control and more about obesity management (e.g. via drugs and operations). Another respondent highlighted the importance (for type 2 diabetes) of weight loss and exercise before any other treatment method is considered. They cited an example of an overweight patient who “lost five stone and was no longer diabetic”. 

primary care

1.7 Role of primary care

One respondent said that patients should be given the choice as to whether their diabetes is cared for in the community or in secondary care. A more common view was that diabetes care should be managed and coordinated via primary “front line” care, even if diagnosis is done at the hospital, and that secondary care should come into play only if the patient was experiencing problems, providing “support behind the scenes”. This was perceived as the best model for patient care and was seen to be the best way of providing “continuity of care”, as the patient gets to know the different local health professionals (whereas in hospitals the individuals seen are more likely to change). 

Interviews with patients, however, proved that this primary care model was not always the case. Some patients, including those who  had no complications, only ever visited the hospital clinic, and were not treated at their GP surgery for their diabetes. In fact, these patients said that they preferred being treated by hospital specialists (see patient report for more details.) 

The importance of the role of Diabetes Specialist Nurses was almost universally acknowledged, and described by one respondent as “the cornerstone of diabetes care”. Because of their specialist knowledge, and links, they were seen to be the best person to provide diabetes care, information, and counselling and to coordinate care across the different services. Some respondents thought that GPs were not the best people to provide care, because they are “generalists” and because they don’t have the time.  

Some areas had a diabetes facilitator, whose role was to educate GPs and practice nurses, and to input into primary and secondary care clinics. This was also seen as a key factor in improving patient care, and a service that practice nurses, and most GPs, were appreciative of. Nurse facilitators also provided an important link between primary and secondary care. In one area, the hospital provided clinics at the GP surgery, and also provided “educational days” for GPs to improve their specialist knowledge of diabetes. Apparently, these had been well attended some years ago, but that was no longer the case. 

One respondent said that, ideally, GP surgeries would have more flexible opening hours, which are more convenient for people who work. They also noted the need for more transport links, particularly for elderly people. 

In some areas, “intermediate clinics” existed, providing a wide range of services in a “one-stop shop” (DSN, GP, podiatrist, dietitian). GPs referred their “uncomplicated” patients, who were going on to insulin, to these clinics. If complications subsequently arose, then they were referred on to hospital by the intermediate service. The clinic also treated patients who had been into hospital – before they went back to being managed by primary care. This service was perceived to be better for the patient than hospital, in that it offered “more personalised treatment”, but had the advantage over GPs of “still being specialised”. Patients could also be referred to the clinic via dietitians, district nurses and practice nurses (as well as GPs). Some clinics also provided a “drop-in” service, where patients did not need to be referred. The intermediate clinics were seen to be very effective, but concern was expressed that they were “not getting to all patients”. 

Another relatively common theme was that “resources” and “funding” for diabetes care were being put into primary care rather than hospitals, “at the expense of specialist services, and this is a big problem: these barriers are not between different healthcare professionals but between the structures- funding and commissioning”. Another respondent said that the NSF guidelines were very good – “all motherhood and apple pie”,  but that they had not been sufficiently resourced: “there’s not enough money out there to treat the growing number of people with diabetes”. 

In one area, the hospital treated all “insulin-dependent diabetics” and the rest were treated in primary care. One respondent said that the NHS hadn’t addressed the issue of what is most effective way of providing care to people with diabetes. They talked about the idea of a “multidisciplinary” centre, or “one-stop shop” involving doctors, specialist nurses, podiatrists, optometrists, dietitians, etc. However, the “national shortage” of dietitians and podiatrists came up repeatedly, and was seen as a barrier to good patient care. 

1.8 Issues for BME groups

Some respondents said that the current attention to BME groups was “a bit tokenistic” and that more was needed than “simply translating leaflets and providing audiotapes, which don’t work”. One respondent said that there was a need to “think outside the box”. Another said that the ideal situation is for patients to have a “link-worker” who provides “counselling, support and advice, as well as information on what services are available” in the patient’s home. Link-workers also have contact with charities and local health services, so can facilitate access to these. One respondent said that the “ethnic media” was a good way of “raising awareness” of diabetes, and that this should be easy to do as “there is only one main channel”. 

Respondents also said that there was a need for health professionals to be “culturally sensitive” and appropriate. An example given was that Ramadan (where people fast and then binge eat, and do not take medication) has important implications for diabetes management. 

Respondents talked of “empowerment” being a good thing, but that it was dependent upon the patient having sufficient information, which is culturally applicable. One respondent said that some patients valued empowerment whereas others, particularly some members of BME groups, would prefer to be told “what to do” and what the best treatment options are – more of a “nanny state”. 

1.9 Interface between primary and secondary care

Communication between primary and secondary care emerged as a significant problem, with obstacles to communication occurring in both directions. One respondent said that there was “widespread confusion about the flow between primary and secondary care”, and that there was an “urgent need” for “more integration between the two”. A key issue here seemed to be the computer systems used. One hospital doctor talked of the usefulness of the ‘Diabetes Information System’, but complained that this was not compatible with all GPs’ systems. They said that the system is designed to be “paperless”, but that, in practice, this is impossible. 

Some health professionals complained that relevant patient information was not always passed back from hospitals to GPs, resulting in a “duplication of work”, with the GP conducting the same tests as the hospital clinic. One GP complained that the hospital did not provide the necessary information for the GP to fill in QOF information. One hospital doctor stated that the hospital treated a lot of the diabetes patients, but the GPs still got paid, via QOF, for treating them: “we do the work, they get paid”. 

The view was also expressed that GPs need to be more educated on when to refer patients to hospital. One respondent said that the NICE guidelines are useful in this respect, but that they are too long. They said that GPs need a “simple flow chart” outlining when to refer. One area had produced a “protocol for GPs”, outlining the care that they should be giving and providing guidelines on when to refer. Another hospital doctor said that he had produced a checklist or “ten commandments” for GPs on diagnosing diabetes and when to make referrals.

A common view, expressed by hospital doctors and GPs alike, was that there was “over-referral” to secondary care. One hospital doctor said that GPs were too quick to refer patients to secondary care, and that they should look at reducing risk factors (such as obesity) in order to improve diabetes management before resorting to referral. Another respondent said that (type 2) patients “were not being managed sensibly up to the point of needing tablets or insulin” and that greater emphasis should be placed on “weight loss, blood pressure, cholesterol etc”. This respondent said that insulin was over-prescribed by GPs, in order to meet the target of reducing HbA1c levels. One GP said that some GPs, with a lack of expertise in diabetes, referred patients to hospital because of “lack of confidence”. 

One respondent said that there was “a lot of politics between primary and secondary care”. They claimed that “GPs don’t speak to consultants, which means that primary and secondary care pathways and referrals aren’t working properly”. They also talked of “conflicting priorities” between the two and suggested that hospitals become “protective” over their patients: “not talking to each other is a barrier to effective care”. Another said that, ideally, hospitals should have minimum input into diabetes care, but that the system does not encourage this: “the economic drivers are not helpful. Hospitals are only paid for the patients they see and this does nothing to reduce hospital visits”. 

As well as problem in the transition between primary and secondary care, some respondents pointed out that the transition of diabetes care from child to adult was not well managed. For example, one hospital doctor talked of how distressing it can be for a young adult to attend a clinic with elderly patients “who’ve lost a limb due to diabetes. They {the young adults} don’t turn up again”. However, one hospital offered an “adolescent transfer service”, which was more tailored to the needs of this age group than clinics for children, or clinics involving the elderly. Another consultant stated that the transition from child to adult services is a complex one and that co-ordination is not “up to scratch”. He felt that young people may not attend their appointments if they had experienced intensive chasing by the “sugar police” or if they had seen elderly people with complications or amputations in the waiting room. However, this consultant felt that having a separate clinic for young people would mean that this difficult transition simply shifted to later on.

Diabetes review

1.10 Frequency of review

The experts interviewed had differing opinions regarding how often diabetes reviews should take place. One hospital consultant stated that although the guidelines are that a full review should be held annually, he preferred to see his patients every six months. A second expert, a diabetes practitioner, said that the full review could take place annually but there should, at least, be an additional “mid-year review”. A third expert said that patients should be seen “once a year at least” but this could vary depending on the patient. Other experts felt that some patients only receive a short appointment once a year and that this was inadequate. Time was felt to be key and as it is in such short supply, patients could find this intimidating. Other experts felt that a single annual review was about right, and that if patients experienced problems they could come back every few months until they had improved.

One podiatrist felt that the frequency of the diabetes review depends on the patient and their “individual requirements”, and other experts commented on the importance of the patients’ stability and their ability to self-manage. One consultant said that in other countries, patients were seen every three months rather than a “big visit” each year. Another expert, a GP, felt that people taking tablets should receive an annual check whereas people using insulin should see the diabetic nurse more regularly.

Finally, a health psychologist commented that patients do not always attend their arranged appointments and in these cases the hospital or GP had to chase up patients. This expert added that the registers need maintaining as they can be very out of date.

When comparing these views with those expressed by people with diabetes, both reported a wide range in the frequency of the appointments, from every few months to once a year. Some patients said they had a "regular routine" while others attended appointments on a "more informal basis".
1.11 Purpose of review

Some experts felt that it was important for patients to have a full check-up once a year to get into the habit of going back to the hospital or GP surgery, even if nothing had changed or there was little to discuss. One expert, a consultant, said that brief visits were very important too. Frequency of contact was considered to be key, particularly so for children.

1.11.1 Tests

Experts mentioned a number of tests that should be conducted during the review including blood pressure, glucose, BMI, eyes, feet and weight. Any problems were tackled during the review and medication assessed and altered where necessary. Experts also mentioned that lifestyle factors were discussed including smoking, alcohol and exercise. A consultant said he discussed with his patients whether they should return to primary care or stay in hospital care. Patients, who gave interviews as part of our earlier report, mentioned blood tests, urine samples, weight and height measurements and eye and feet checks as all forming part of the diabetes review.

1.11.2 Aims

Some experts discussed patients “goals for the coming year” at the review, looking specifically at lifestyle and diet. One GP kept a template on their computer system to ensure all the relevant areas were covered.

1.12 Place of review

General agreement existed among experts that the diabetes review or “routine care” should, on the whole, take place in primary care, particularly for those patients with Type 2 diabetes. One hospital consultant commented that “working through primary care is the way to achieve results”. These experts felt that if patients experienced complications they could then seek help from the hospital. Some experts felt that patients continue to go to hospital out of habit rather than need. However, other experts felt that GPs are not always equipped to conduct a full review or do not have the staff or training to do so.

Some of the patients interviewed reported visiting the GP for their diabetes review and others went to the hospital clinic. One patient had moved from secondary care back into primary care, now receiving all her diabetes care from her GP. 
Another option is a “one-stop-shop” which exist in some areas of the country. This is an intermediary clinic where all diabetes services are brought together and patients have access to them during one appointment (see also section 3). Experts felt that generally there are few of these in the country and opinion about whether they were the best way to conduct the diabetes review varied widely. Some experts felt they were a good idea, provided a full and thorough review, while enabling every health professional to share all information regarding each patient. Moreover, some experts saw an “information issue” for patients whose checks were carried out at separate times, for example foot checks may take place at a separate clinic and the results may not be communicated back to the GP or consultant. Another expert, a consultant, pointed out the general lack of dietitians and podiatrists, which may impact on the effectiveness of a one-stop-shop as it is not always possible to carry out all checks on the same day. One ophthalmologist interviewed said that he could “see the benefit” of a one-stop-shop but that it was not practical from his point of view.

One consultant mentioned a recent pilot where information was collected and exchanged via email and reminder text message with young adults. The consultant stated, however, that whatever benefits this may offer, on the whole, face-to-fact contact is best.

1.13 Review method

One GP mentioned a proforma used in his surgery, containing tick-boxes for each patient to ensure they have had all the necessary tests each year. This form is monitored each year and patients chased up if necessary.

Another GP commented that reviews usually take place one-on-one with the GP, practice nurse or diabetes specialist nurse. At this surgery, the GP aimed to carry out the tests before the review meeting so that the results could be discussed.

Patients reported contact with a variety of health professionals including consultants, diabetic specialist nurses, GPs and practice nurses. Some patients had separate appointments for foot and eye checks while others underwent these tests on the same day as their main review appointment. The structure and method of the review differed greatly depending on where care was provided and by whom.

1.14 Information needs

1.14.1 Education

General agreement existed among experts that what is required is: “education , education, education!!”. One expert, a podiatrist, added however, while patients need educating it must be remembered that GPs do too. 

1.14.2 Glucose versus HbA1c tests

One expert commented that it was important to distinguish between the blood sugar and HbA1c tests as patients can get these tests and their differing scales mixed up. This expert felt that there is a lot of misunderstanding in this area.

1.14.3 Flexible guidance

Other experts felt that patients are currently given information that is prescriptive and inflexible. Patients need information as “guidance” which will fit into their lives. This should include goal setting and priorities as well as ways to best manage their diabetes. The patient needs as much information as possible to enable them to make their own decisions. 

Experts also felt that patients needed to be given more information in writing containing flexible and realistic aims. One GP commented that if the guidelines are too strict people get “scared” if they cannot reach them. Another expert, a consultant, said that you cannot “tell people off” as they simply will not come back. Another consultant said they would like to see “patient-held record books” containing educational information and clinic records. This expert worked in a clinic where patient record cards were provided.
1.14.4 Documenting the review

Experts agreed that patients need information about their own records and health status – “the issue is making it happen”. 

One consultant commented that it is the patient’s responsibility to get information and that they should fill in their own records to take home. Other experts, however, offered the alternative view, that patients should be provided with “easy to use sheets” containing key pieces of information. 

Experts reported that the main points recorded centered upon the QoF indicators and this meant that sometimes other things could be missed (for example a GP commented that conditions such as erectile dysfunction are not universally recorded).

To link these views to those expressed by people with diabetes, the patient report showed clearly that very little existed in the way of documentation for the patient to refer to at home to enable them to better manage their diabetes. 

Care planning

1.15 Background

The views expressed in the ‘information needs’ section above begin to shape the idea of a ‘care plan’. This section goes further in exploring experts’ opinions on such a plan. 

Some experts felt that the introduction of a ‘care plan’ for each and every individual was a key issue in diabetes care and needs to be highlighted. A commonly voiced view was that imparting knowledge to patients empowers them to care for themselves effectively.

With a care plan, a generic approach would not exist, as each plan would be tailored to the individual depending on their needs and requirements. Some experts felt that this was particularly important in relation to people from minority ethnic groups and that cultural background needs to be taken into account in developing the plan. 

In contrast, one consultant pointed out that patient choice is not always practical. He commented that attempting to provide tailored care for all cultures can “get in the way of providing proper care”. He also pointed out that, in his view, the elderly do not receive a great deal of attention in comparison with ethnic minority groups and “it should not be forgotten that diabetes is a common condition of the elderly”.

Though most experts were in favour of a care plan, some did not see its use. For example, one respondent, a GP, felt that care plans would not necessarily be useful to the patient asking “what is the point of writing out information that is already recorded?” He added that “care plans are supposed to be used universally, but in practice hardly anyone has introduced them”. Certainly, in our interviews with patients, it was clear that care plans are not widely used and that patients themselves had not heard of them (see section 5.6 below). 

1.16 Purpose

The idea of a care plan is to give the individual the support they need to care for and manage their diabetes themselves and tt is important to provide different plans for people of different ages. One expert, a podiatrist, commented that there is no point “coming down hard on an 85 year old who is ill with other complications”.
A GP commented that the care plan should “plan out the next series of appointments”. Management should form part of the review; what the patient is hoping to achieve should be written down as a record and taken home by the patient. This should help with “keeping on top of things” as some patients will require more regular visits that others. Another GP added that the practice nurse should “constantly monitor” the progress of each patient.

1.17 The ‘process’

One expert commented that “the focus should be on the process, rather than the written document” which would be developed in collaboration with the patient, based on their priorities. 

A consultant outlined the process of developing a care plan: stating that health professionals need to know about the patient’s background, history, family, parents and children in addition to their medical history. They will then go on to discuss their hobbies, likes and dislikes, particularly concerning food and drink. Next, diabetes is discussed and how it fits into their life. Also discussed is how their care could be improved, the kinds of tests that should be conducted and symptoms. This whole process should last about 45 minutes and is about asking questions and giving answers, in principle, “putting patients at the core of their diabetes”. A checklist should be kept which covers education and information such as test results, exercise, travel, and sickness.

Another expert, a podiatrist, said that a good method of building a care plan is to take any problems into account and build a plan around those (eg: a foot problem). Another expert, a GP, commented that a care plan is a “constant process of trying to get things right” and that it must be formulated in collaboration with the patient, based on their priorities. 

Another expert, a health psychologist, stated that we need to recognise that “patients are experts in their own diabetes”. Another said that a care plan provides the opportunity to “go in and hit them hard”, especially with young people in enabling them to be active about their own diabetes. He added that patients need “easy to understand bullet points” for what to do in certain circumstances.

1.18 Understanding the patient and their needs

Another expert, a dietitian, commented that occasionally the patient will come up with something that is inappropriate but it can be important to let them “try it out” to give them confidence to contribute ideas. Telling a patient that their idea “won’t work” can reduce confidence. Tailoring the services to suit the patient’s motivations while inspiring them produces the most successful cases. Another expert, a consultant, said that “the age when the GP says “take those tablets” is over”. We live and work for the patient”. Health professionals need to know the patient’s understanding of their diabetes, how they believe in medicine, how they believe in diabetes and whether they believe in a cure: “All of these aspects need to be evaluated as otherwise we cannot appreciate their behaviour, and behaviour comes from belief”.

1.19 Pharmacists and the new contract

One pharmacist outlined the new role pharmacists will hold in relation to diabetes care. Under a new contract pharmacists may begin to have involvement within the community in assisting in the development of individual care plans which would then be agreed with the patient’s doctor. A template would exist, which the pharmacist would work through with each patient and a subsequent action plan created. Pharmacists would be able to advise the doctors to change aspects of the patient’s medication.

1.20 The reality of the care plan

Despite the ideals discussed above there is still a very large question mark over whether these methods occur in practice. Much of the information gathered from the experts interviewed focuses on what should happen rather than what actually happens in practice. One expert, a dietitian, argues that although hand-held records are available, this “patient-centred care plan” does not exist. This respondent added that joint care plans, between patients and doctors, still require much development. The conventional approach of the “professional telling the patient what to do still exists”. Staff need to be trained to learn about the patient-centred approach. This expert summarised the five step model, developed by the American Diabetes Association. The five steps were: identify the problem, explore the problem, outline any possible solutions, commit to action and evaluation. The idea behind this method is that patients are able to identify their own problems and their own solutions in working towards better care and management of their diabetes.

Although the concept of a 'care plan' was well developed in some experts’ minds, when comparing these views with the findings from the patient report the situation was quite different. Few patients had encountered a planning process and the term 'care plan' was not known. One respondent commented that there had been a "shift towards patient-centred care planning" and other respondents said that they do "plan" their care with the doctor or nurse, but that this is not referred to as a 'care plan' and it is not documented. These respondents felt that their care was planned or tailored for them as individuals but that nothing is written down. Another respondent said that she is "just left to it really" and nothing is written down for her. Other respondents simply said that they had not heard of a care plan and it was not something that could be applied to their care. Patients felt that having a care plan and information written down would be helpful and a good idea, however, there seemed to be very little actual experience of a documented care plan or care planning process.

2 Self management of diabetes
2.1 Issues for patients 

A number of experts raised the issue of how important it was for those with diabetes to understand their condition and be able to self-manage. However, it was widely acknowledged that this was not necessarily easy to achieve. One practice nurse responded that self-management was for most patients “vital” but commented that “some just aren’t capable and therefore need a lot of help”. Another respondent, a GP, simply commented that the issues around self-management were “many and complex”. 

Providing information and education and also consistency of information was raised by a number of experts as being an important feature of enabling patients to self-manage their diabetes. One expert also emphasised the role of collaboration between patients and heath professionals in promoting self-management, a theme which was also raised by some patients.  

Finally, another key point raised here was the issue of diabetes being a chronic illness and how this can affect patients psychologically. One podiatrist stated that there is a strong link between diabetes and depression, but that there was “no real psychology services set up to help”. 

2.2 Patients’ information needs and availability

Experts discussed many issues here, with particular reference to providing patients with information and education and the support they need to be able to successfully self- manage. 

Generally there was agreement among the health professionals that patients need to be provided with lots of information and education, such as the resources that are available to them, such as: “diabetes UK catalogue, relevant evidence based information” (Diabetes research dietitian). Most health professionals felt that such information was important in order for patients to understand their condition and for successful management. One respondent, a diabetes UK manager, raised the point that such information needed to be made “available to all groups”, speaking with particular reference to minority ethnic groups.  

The use of groups and support networks was mentioned by a few of the experts.  One expert felt that “imaginative thinking” and speaking to a wide range of people was needed when setting these up and also that primary care trusts needed to consider how they could maintain patient involvement over time. Experts also suggested that support groups could perhaps help those with diabetes with more practical issues. For instance, one podiatrist made reference to patient support groups in relation to “ways to help them measure their own blood levels etc”.  

There was also some discussion among a number of experts which highlighted the need to look at differences in conditions and individual characteristics when deciding what needs patients had. One consultant for instance felt that self-management was “undoubtedly starting with young type 1 patients”.  Other experts referred back to the issue that there is sometimes a gap between “what doctors think and what patients think”, highlighting again the need for collaboration in partnership with providing information and  education.  

When discussing the specific types of information needed by patients, some experts tended only to provide a very brief explanation of this, with a number simply commenting that patients need to know “everything about diabetes” or that they needed “as much information as possible”. Other experts tended to be more explicit about the different sorts of knowledge patients could develop. Those who did discuss this in more depth provided a very varied set of  information types that are available. These ranged from providing advice about lifestyle; “alcohol, diet etc” , to information regarding medication and test results. 

Again a number of health professionals talked in terms of “empowering” patients and giving them “more confidence” as being an integral part of self-management in addition to simply given them information. One podiatrist also raised the issue that those with diabetes can “get mixed messages from other patients” and that there were still “common misconceptions”. It was generally felt that providing patients with as wide a range of relevant information was beneficial, but that patients needed to take an active role in putting this information into practice. 

Finally, a number of experts commented that discussing and setting goals or targets with patients was an important aspect of self-management. One practices nurse referred to this as “a set of parameters to try to stay within, on drugs, diet etc”. A  consultant, also supported this view and felt that patients can be “fascinated when they get the reward that they achieved their goal”. 

2.3 Type 1 versus type 2

While one expert, a health psychologist, commented that the “principles were the same” between self-management of type 1 and type 2 diabetes, the majority of respondents tended to highlight the complexity of type 1 diabetes compared with type 2. This usually involved reference to the drugs involved in controlling type 1 diabetes, and the use of insulin. 

One GP responded that self-management for type 1 patients was “much more complex” due to the “management of drugs”, while a practice nurse supported this view and commented that with the use of insulin, more “skills” were required by type 1 patients. 

Additionally, one expert, a Diabetes UK manager, mentioned that control of diabetes was important in relation to the possible development from type 2 to type 1 diabetes, and that this could be dependent on how patients managed their diabetes, “how they eat, what they eat, level of exercise”. 

2.4 Implications of patient characteristics 

Both patients and health professionals acknowledged that self-management of diabetes would vary according to the individual situation of the patient. There were three main patient characteristics mentioned by the experts which they felt had implications for self-management. These were: age, being from a minority ethnic group and living in a rural or remote area. 

Age was most commonly mentioned, with a number of health professionals expressing a view on this in relation to self-management of the condition. There tended to be agreement that there would be different types of management for younger and older patients. One consultant stated that there needed to be a “very different approach for young people in comparison with older people – such as those who live in  a nursing home”. Another expert, a podiatrist, expressed the view that young people needed to be taught early on how to deal with their diabetes. 

There were mixed views about how age could affect self-management from the perspective of the patient. One practice nurse felt that young people were often less likely to require help with self-management than were older patients, while another expert, a health psychologist, commented that younger people could perhaps be “less committed”. Older patients on the other hand, as one GP said,  “tend to follow what they’re told”.

Patients from minority ethnic backgrounds were also discussed in relation to self-management both from the view of the patient and the health professional, for instance one GP commented that there was a “real problem with communicating with non-English speakers”. From the patient perspective, one  expert stated that a key issue was the presence of myths and misconceptions around diabetes in minority ethnic communities.  This expert, a minority ethnic group advisor, explained that despite patients being provided with information from health professionals, people with diabetes in minority ethnic communities were often influenced by family and friends and that this had implications for self-management as “they don’t know what the facts are or who to believe”. 

Finally, a few of the experts mentioned patients who live in rural areas. One expert, a diabetes UK co-ordinator,  stated that this group of people  are “generally not as well served”. Both this expert and another mentioned several ways that self-management could be promoted for those living in more remote areas, such as developing distance learning programmes, or taking mobile units to rural areas so patients did not have to travel so far for support.

2.5 Patients’ involvement in decision making

There was a range of views among health professionals regarding patients’ involvement in decision making. A number of experts felt that this was of key importance in order for patients to be able to successfully self manage their diabetes. As one GP stated, this “has to be done as they have to fit their treatment into THEIR lives”, while another GP supported this view by saying that it was “vital to get agreement on everything so that patients can do what they need to do”. Not all health professionals agreed with this viewpoint however, with one expert, a health psychologist, stating that it was not often done as clinicians were “scared of this”. In relation to this, one consultant felt that there were instances where it was vital for the management of diabetes to be taken away from the patient, for instance, in those suffering from other conditions. 

A number of other respondents echoed the opinion that patient involvement was not always viable, stating that individual patient characteristics played a large role in determining this. A number of experts referred again to providing patients with information, to help “empower” them to learn more about their condition. An important point raised by one diabetic specialist nurse was the fact that if patients need to go into hospital, management is then taken out of the patient’s hands. This tends to “disempower” people who may successfully self-manage their condition at other times.

Some experts did not specifically talk in terms of patients being involved in decision making but instead stressed the importance of a partnership or a close relationship and communication about their condition. For instance, discussing blood test results and being told how their actions have contributed to them or explaining why certain drugs are being prescribed.

Interviews with patients themselves also highlighted variation in the extent to which patients were able to control their diabetes, with some being more reliant on doctor input than others.  A number of patients tended to strictly follow advice and instruction from their GP, for instance testing their blood sugar levels or adhering to  recommendations about diet and exercise. Other patients, however, were less influenced by professional input and tended to make more independent decisions about managing their condition. One patient commented that she managed her diabetes “100%”, while another felt that she had herself built up a wealth of knowledge which enabled her to self-manage her diabetes. 

2.6 Management of side-effects

Here experts mainly referred to the need for patients to understand their condition and potential complications which could arise. This again was linked to providing those with diabetes with good information, and as one GP stated, the need for “collaboration with practice nurses and GP’s”. 

One expert, a consultant, commented that it was important to get a balance with patients “between information overload and telling the patient about all the horrible things the drug might do because it happened once to someone”. 

3 educational support for diabetes

3.1 What is structured educational support?

There was no a single definition among experts as to what structured educational support consisted of, and a range of different forms of education that are potentially available to those with diabetes were discussed. 

A couple of the experts made reference to specific structured support courses; DAFNE, DESMOND and DESTEP. Such programmes were discussed as being able to equip patients with knowledge about diabetes within a structured curriculum. One GP described these as “useful evidence based courses to give practical information”. A number of patients also made reference to these programmes during their interviews. 

Other experts tended to discuss how individual health professionals might be involved in providing education about the condition to patients, such as a pharmacist being able to show patients how to do blood tests and take medication or a dietitian being able to run sessions in their particular area of expertise. 

The importance of education in being able to facilitate self-management was another common point raised here, as was the importance of consistent information being provided to patients through educational programmes. 

3.2 Who should provide educational support?

Education being provided by GPs and nurses and specifically by diabetes specialist nurses (not always in a formal setting) was frequently mentioned among the experts. 

However, a number of experts felt that it would be useful if patients provided such support to other patients. As one expert, a podiatrist commented,  “it can be motivating for others to know that they have dealt with diabetes well”. 

The issue of providing education to minority ethnic groups was also raised here with a few of the experts commenting on the potential difficulties of this. One diabetes UK manager suggested the “need to tailor information to ethnic communities”, while another expert supported this view stating that there needed to be more use of “culturally appropriate language”. 

Interviews with those who had diabetes, however, tended to reveal that patients often  saw themselves as being self-educated, rather than having been involved in formal structured educational programmes. Self-education by patients often incorporated learning through leaflets which had been provided through GPs and the hospital, through accessing information on the internet and additionally though Diabetes UK.       

Finally, another issue raised briefly here by the experts was the importance of carers. One expert felt that “not enough is given to families to give them a better understanding of what care to expect”. 

3.3 Where should educational support be provided?

There seemed to be mixed views presented among the experts on where educational support should be provided. A number of experts felt that it should be held within a healthcare setting, such as at a GPs practice, a local clinic or a hospital. Other experts however, stated that educational programmes would be better provided away from the healthcare environment, as one GP commented, “people don’t find the GP practice a good place to learn”. 

A few of the experts commented that the voluntary nature of such programmes meant that not all patients took the time to attend, while one expert, a diabetes UK co-ordinator, felt that programmes were often held at a time and a place that was “convenient for professionals but not for patients”. 

3.4 How often should educational support be provided?

There was a consensus among the experts that educational support should be provided continuously to patients right from when they are first diagnosed as diabetic. As one expert, a dietitian, commented, “information at diagnosis is important but so is ongoing support”.

Additionally, a few of the experts commented that there should be flexibility in when programmes are offered; “some offered in the evenings, some during the working day”. 

3.5 What are the standards of educational support?

A number of experts discussed aspects that should be present in structured education programmes. These ranged from the types of subjects that should be covered, such as diet changes and medication management, to wider issues around the running of such courses. One expert, for instance, commented that a structured education programme should mean; “a written curriculum, trained educators” and having the programme “evaluated and audited”.  

Interviews with patients themselves tended to hint at there not being a particularly high level of satisfaction among some patients with the information provided through educational training. One respondent had referred to the information he received as being “a bit basic” and suggested that it would have been more constructive to receive “more direct advice”, such as what food to buy when shopping.  Another respondent from the patient interviews reported that he found information provided in Diabetes UK magazines as not “scientific” enough and aimed at too wide an audience. 

Some experts talked in terms of the problems with providing a good standard of educational support, such as there being a lack of funding available. One GP referred again to the DESMOND and DAFNE schemes but commented that these “aren’t widely available”. This was a theme that was also highlighted in the patient interviews, with one respondent remarking that they had tried repeatedly to get a place on a DAFNE course “but without success”.  

4 provision of psychological support

4.1 What type of support should be available?

Although a number of experts commented on the importance of psychological support, it became apparent from the interviews that there was not a wide network of such support available for those with diabetes, as one expert commented:  there are no “dedicated psychologists for diabetes throughout the UK”. However, experts did make reference to various alternatives that could be used to help fulfil this function, such as NHS direct or diabetes UK.  Interviews with patients also revealed that psychological support was not particularly prevalent, although a number of patients had commented that they did not feel the need for this type of support. Other patients felt that this type of support would be beneficial, with one patient commenting that she “would really like a support unit for diabetics”.  

A number of experts felt that having access to psychological support was particularly significant for patients around the time of diagnosis, as one GP commented, it could “help with trauma around diagnosis”. Another expert however, felt that this support was “an opportunistic thing” because patients tended to open up and discuss these issues while reviews of their condition were taking place. 

There were mixed opinions among experts as to how often psychological support should be provided to patients. A number of the experts felt that the provision of such support should be carried out regularly. One expert highlighted the fact that continuous support was important because; “you may be coping at the beginning but circumstances change and you need more help later on”. Other experts did not advocate any benefits of regular support with one GP commenting that it should take place “very occasionally”. Other experts felt that it was dependent on individual patients as to how often it would be required. 

Other experts focused on more general emotional issues that those with diabetes may have to cope with and which psychological support could help with; “depression”, “anxiety”, and “isolation”, were among the terms that emerged here. 

One expert spoke about the importance of patients getting psychological support through speaking with other patients, a theme that also emerged from the patient interviews. A number of patients mentioned that they found it helpful to talk to other people who had the condition, with one patient commenting that it was particularly beneficial to speak to others with the diabetes: “as they will always understand better”. 

4.2 Who should provide psychological support?

A number of experts made reference to there being a lack of psychologists available for the provision of care for those with diabetes, and mainly referred to GPs and nurses as being the ones who were administering this support when it was needed. Patient interviews also revealed that talking to diabetic specialist nurses was a common means of psychological support, although some patients felt that the nurses were perhaps not the best people to be providing such support. 

Although one expert, a consultant, commented that were was a lack of resources to fund a psychologists, there was little other explanation as to why psychological support via a qualified psychologist was not available to patients. Discussion tended simply to focus on the fact that this option was just not available and that other health care agencies would be used instead - as one expert stated: “the GP is the only person available”. 

Experts commonly referred to psychological support being provided in GPs surgeries, or at the hospital though diabetic specialist nurses. A number of experts discussed the problems of providing specialist psychological services. One consultant discussed the issue of finding specialist people to work in this area or, alternatively, clinical psychologists who are willing to work in multi-disciplinary teams. This expert also acknowledged that one of the problems with not providing specialist support was that: “people may not come to terms with their diabetes”. 

A number of experts commented that they did feel that a psychologist should be available to patients, with particular reference made to children: “there should be a psychologist, particularly for children”. Another expert, a diabetes research dietitian, stated that some paediatric teams did in fact have psychologists for children. 

5 SECONDARY CARE

In the main, respondents said that those who are referred to hospital are those with complications. One respondent said that the main reason for admission to hospital is because the patient didn’t take their insulin: “it’s a self-management issue”. One respondent said that people referred to hospital are: “young people, pregnant women, the majority of Type 1 patients, those with eye, kidney, foot or nerve disease, poor diabetes control, marked obesity, those on steroids or lipid issues, hot feet, repeat illnesses, loss of vision”. These people are not necessarily seen as an inpatient, many would be managed out of hospital as an outpatient, sometimes at specialist diabetic clinics. Patients are referred to hospital by GPs, intermediate clinics, optometrists or emergency admission to hospital. 

One respondent said that, ideally, all diabetes patients should have access to a specialist but, in reality, given the increasing numbers, this is impossible. Another said that, twenty years ago, all diabetes patients were seen in hospital, but that this situation had changed considerably. There was also concern that patients, once referred to hospital, ended up on “the hospital’s books” and did not return to primary care. One respondent said this was “a trust issue” between consultants and GPs: “Secondary care may 'keep' patients and not refer them back to the GP level, because they feel the GP is not capable of proper treatment. Some patients contribute to this too - some feel they get superior care at the secondary level, just out of habit or belief.” One hospital doctor said that it made sense for hospital to see “new patients”, but not to monitor and review “old ones”. Another said that a key role of hospital specialists was to provide information and education to primary care providers. 

There was some concern, (see also section 3) that funding was focusing away from secondary care and that, as a result, patients would lose out on specialist treatment: “There will be a lot of patients, who previously were getting lots from specialist services, who will be pushed back to something or nothing in the community.”

A common theme, which also emerged from the patient interviews, is that secondary care does not provide good continuity for patients. Some respondents said that diabetes patients “rarely see the consultant” and that patients “do not see the same doctor twice”, and this is particularly true for junior doctors, who move around every six months. Other problems identified were waiting times, which “can be over 12 months” and “lack of consistency in care”.

A common theme was that there are not many staff dedicated to diabetes care within the hospital system, and this, in itself, was an obstacle to continuity of care. One respondent said that if a diabetic patient has a problem while in hospital, they’re referred to “”the diabetes physician of the week”.  However, there were ways in which continuity of care was seen as possible within hospitals, particularly through DSNs, who are seen to provide “a consistent presence at the secondary level”. One hospital had a “diabetes liaison nurse” who was responsible for making sure that patients’ diabetes was being managed appropriately. 

Another issue raised was that, if patients with diabetes are in hospital for a reason other than their diabetes, this can be problematic due to lack of knowledge among ward staff, and lack of provision for diabetes management. This also came up as an issue in the patient interviews. One expert respondent said that: “some hospitals do have a specialist diabetic ward nurse, which helps, but it is expensive to have a specialist nurse which means there aren’t very many of them”. In one area, the hospital employed DSNs who covered the whole hospital to treat inpatients with diabetes (irrespective of the reason for being in hospital). The hospital also had a consultant who specialised in diabetes care, and a dietitian who was based at the hospital. The DSNs provided a range of roles for inpatients, covering: “all sorts of aspects of care and support from advising on medication to dietary advice and psychological support.” Respondents highlighted a practical problem with having patients “all over the hospital” in that doctors and nurses had to walk round the hospital to treat them. 

A related perceived problem was that the management of diabetes was taken away from the patient, and taken over by hospital staff, which could be “disempowering” for the patient. One respondent said that patients were “not allowed” to administer their own insulin in hospital. Another, a hospital doctor, admitted that “we’re very poor at giving patients their autonomy while in hospital, on the other hand, if they’re sick most diabetic patients don’t want to, or cant’s self-manage.”

A common theme was that funding was being put into “centres of excellence” at the expense of other secondary care services. Respondents emphasised that the level of treatment patients receive is dependent upon where they live, and the level of funding locally. One respondent said that it was essential to ‘empower’ patients so that they know what kind of services are available, not just locally, but in other areas too: “Lots of patients only know about the services they receive and don’t question them or know anything around them. They can’t answer whether this is the best way to receive care as they don’t know what else exists”.

Finally, practical problems of access to the hospital – convenience of location, transport, parking – were raised. 
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