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Introduction

1.1 Background to the study

Qualitative interviews were conducted with people with diabetes in order to assist the questionnaire development phase of a large-scale national survey of people with diabetes. These interviews aimed to explore people’s different and direct experiences of diabetes services.

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 short report will present findings in terms of a range of views and experiences rather than displaying numerical data.

1.2.1 The study sample

Sample design

A purposive sampling method was used to ensure that people with a range of experiences were included in the sample. The criteria used were sex, age, region, ethnicity and type of diabetes.

Sample profile

Eleven depth interviews and one focus group were conducted in four areas of England (London and the Southeast, Norwich, Darlington and Oxford) during July 2005. The focus group was held in Darlington.

Table 1.1
Sample profile

	Sample total
	15

	
	

	Gender
	

	Male
	6

	Female
	9

	
	

	Age
	

	16-30
	2

	31-64
	9

	65+
	4

	
	

	Type of diabetes
	

	Type 1
	8

	Type 2
	7

	
	

	Ethnicity
	

	BME
	2

	White/other
	13

	
	

	Region
	

	London/South East
	7

	Darlington
	4

	Oxford
	2

	Norwich
	2


Sample recruitment

The sample was recruited via several different avenues. A number of respondents were recruited through the contacts made during the initial interviews with 'diabetes experts' (GPs, hospital doctors and nurses, other health professionals, academics etc.). Respondents were also recruited through Diabetes UK, or through local GP surgeries. 

1.2.2 Data collection and analysis

Each interview lasted approximately one to one and a half hours and the focus group session lasted two and a half hours. Each respondent was given a £15 gift voucher to thank them for their help with the research.

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.

1.3 Report structure

The findings of this work are presented in the following six chapters. Chapter 2 looks at the information people are given when first diagnosed with diabetes. Chapter 3 explores the current treatment people are receiving and how involved they are in decisions about their care. Chapter 4 concentrates on diabetes care received in primary care services and Chapter 5 examines diabetes care in secondary care settings and also treatment people have received as inpatients. Chapter 6 looks at the diabetes review and Chapter 7 concentrates on care planning. Chapter 8 looks at other health professionals respondents may have come into contact with (e.g. dietitian or podiatrist). Chapter 9 examines the support received by people with diabetes, looking at both psychological and educational support. Chapter 10 summarises respondents’ suggestions for improvements to services and what they consider to be the most important areas of their diabetes care.

diagnosis

1.4 Initial concerns and symptoms

The respondents’ experienced a number of different routes to diagnosis.  A common theme that emerged was that respondents reported feeling thirsty and tired, passing a lot of water and losing weight. One respondent referred to these as “all the classic symptoms”. Some respondents remembered being asked to give a urine sample and others said they had been overweight at the time, this being a contributory factor.

The respondents interviewed during this stage of the research fell into two categories – those who consulted the GP about their symptoms and those who suspected they had diabetes and visited the GP to have this confirmed. One respondent referred to this process as “being given the bad news”.  In some cases respondents reported that a friend or family member had suggested that they may have diabetes and should visit their GP. In one case the respondent’s mother suspected diabetes and had to “convince” the GP to make the diagnosis. Some respondents (both type 1 and type 2) had a history of diabetes in their families and for these people, discovering they had diabetes came as less of a shock than the respondents who had no family history of diabetes.

1.5 Initial explanations and diagnosis

1.5.1 Diagnosed in primary or secondary care

Respondents had tended to take their symptoms to their GP for initial diagnosis and in a number of cases, were referred on to the hospital for treatment and education once the GP had diagnosed diabetes. In some cases the GP suspected diabetes and referred the respondent to be diagnosed in hospital. There were differences in the length of time it took to be diagnosed. Some respondents were diagnosed immediately; others had tests and were asked to re-visit the surgery to be diagnosed once the results had been returned. In a few cases, the respondent was told that they may have another illness, for instance, one respondent was told she had “the kissing disease” (glandular fever) and another was told to go home, rest and come back if the symptoms persisted. In both cases, diagnosis took place a few days later.

1.5.2 Explanation of diabetes

The respondents reported different experiences of how diabetes was initially explained, how they felt at the time and the information they received. It is also important to reinforce the wide time period that these experiences fall across. One respondent was diagnosed with type 1 diabetes as a child nearly 30 years previously whereas another respondent was diagnosed only a few years ago, in her late sixties, with type 2 diabetes. However, some common themes emerged from their accounts of this time. 

Respondents reported that the first task of taking in the fact that you have diabetes is a lot to deal with initially. One respondent commented that taking “injections for the rest of your life” was a lot to digest and accept. She went on to say that it could have been better dealt with, perhaps by attending a support group or receiving more information. Another respondent said that initially he had “no idea of the impact on his life” and would have liked to receive more information about the major implications of his condition.  A third respondent supported the view that accepting you have diabetes was “hard to take in” as not enough was explained about how having diabetes would “change her whole life” and “stop her doing most things”. Another respondent described taking in all this information as a “gradual process”. Other respondent’s accounts showed that they had not been given any information at initial diagnosis and had been left to read up on diabetes themselves. 

There also seemed to be wide differences in GP’s extent of knowledge about diabetes. Some GP’s explained a great deal about diabetes, one stating “no problem, now we manage your condition”. Another respondent commented that her initial diagnosis had been handled well and that she had been pleased with the “positive message” she received. A third said that his GP had been “reassuring, while serious”. Other GP’s simply passed respondents on to the hospital to receive information and treatment, sometimes with some accompanying leaflets. One respondent felt that the GP’s attitude was “go away, you’re diabetic” and another said that his mother knew more about diabetes than the GP did.

Some respondents recalled being given some written information at initial diagnosis but that this information was not always enough and not always in the best format for each person. The information usually came in the form of leaflets, often from Diabetes UK (or the British Diabetic Association (BDA) as it was formerly known). One respondent’s GP had arranged for him to attend a course of seminars about diabetes at the local hospital.

1.5.3 Type of diabetes

Generally, respondents were able to identify which ‘type’ of diabetes they had and could explain the differences fairly clearly. There were a few examples where respondents were not completely clear but thought they were type 1 or 2.

When asked whether they had been told that they had either type 1 or 2 diabetes at first diagnosis, some respondents had difficulty remembering, one respondent commenting that there was “so much to take in” and some recalling being upset at the time and so unable to go into too much detail. Respondents commented that they had done much of their own reading since first diagnosis and that the information initially given was not enough but that perhaps this was not the best time to deliver information. Some respondents had been diagnosed when young children and were unsure whether their parents had been told what ‘type’ of diabetes they had.

current treatment

1.6 Treatment used and understanding

Respondents understanding of diabetes was extremely varied but fell into two, quite distinct, categories.

· Those who understood their treatment extremely well

· Those who were less sure about their treatment

Respondents who understood their treatment well tended to be those who had been diagnosed with diabetes at a relatively young age and had begun injecting insulin almost immediately. These respondents could explain the differences between different types of insulin very well; for example two respondents used a mixture of long acting and short acting insulin and explained the benefits of this treatment and why they preferred that method. These respondents were also able to explain a great deal about their condition generally and were very well informed. One respondent described herself as having “a better understanding than the doctors”, built up from practical experience of living with diabetes from day-to-day and from extensive reading. Another respondent used an insulin pump and described how she used it in great detail. She also said “the more insulin you take, the more you eat” and explained how she manages her diet and lifestyle. A younger respondent who knew a great deal about diabetes said that the hospital tried to make her better but that they didn’t know why her sugar levels were so high. This respondent noted all of her sugar levels down in a book to take to her nurse at least once a week. She also conducted two urine tests each day herself. The nurse would then make notes in the book, which she followed at home and understood very well.

Respondents who were less sure about their treatment were those who had used a variety of medication since being diagnosed with diabetes. Some respondents had started off taking tablets and progressed to using insulin over time. Other respondents had begun controlling their diabetes through “diet and exercise only”, moving on to tablets and later on to insulin. These respondents were not as well informed about why their medication had changed and sometimes could not give much information about the kinds of tablets they took. This was particularly evident where respondents took more than one kind of tablet or kept changing or adding to their tablets. For instance, one respondent stated that he “really doesn’t care to know too much about the treatment”. He would follow the instructions of the GP and worry about other things himself. Another respondent’s treatment had changed from diet and exercise to tablets to metformin to insulin and back to metformin again and the respondent attributed moving off insulin to having lost weight through dieting. One particularly memorable respondent had begun controlling his diabetes with diet and exercise alone and only progressed to insulin once he needed to have a leg amputated. This respondent did not have a great deal of knowledge or understanding about his diabetes and had not had much contact with healthcare professionals over the years and had also lost his sight in recent years.

Side effects

Respondents were asked whether they experienced any side effects to their medication. Some respondents said that there suffered no side effects at all while others made reference to mood swings, being hungry, constant ‘hypos’, tiredness and sickness. Another respondent talked about “good days and bad days”. 

1.7 Patient involvement in treatment

When examining the level of patient involvement in making decisions about their treatment, three main categories were identified.

· The doctor makes the decisions about the treatment and the patient is happy with this

These respondents were happy to let their doctor make all of the decisions about their treatment, thinking, “the doctor knows what is best”, and simply follow the instructions given by the doctor. One respondent particularly didn’t want to move from tablets to giving herself insulin injections but felt she didn’t have a choice. In this instance, she went into hospital for a week to be taught how to use the needles.

· The patient has some choice and/or involvement in their treatment, but has to insist or push for it

Other respondents felt that they were asked for their opinion or had some degree of choice about their health and treatment. The level of this involvement varied, some respondents were asked to agree with a proposal made by the doctor or nurse while some were asked for their input and suggestions about treatment methods. 

There were some respondents who reported having to insist on a certain method of treatment or that they didn’t want to proceed with the doctors suggestions. For instance, one respondent felt that she was being pressurised into altering the number of injections each day from two (which was considered to be “outdated”), up to four and had to fight against this. She felt quite strongly that she didn’t want to change her routine and that having more injections would turn her into a “teabag”. Importantly, she didn’t feel that there was any advantage to switching her method and that it was being suggested “for the sake of it” or because other people used this method. This respondent considered herself to be her “own doctor” and felt she knew more about diabetes than the practice nurse she visits for her ongoing care.

Other respondents stated that they would like to be more involved in decisions about their care and treatment and have become, over recent years, more proactive, involved and interested in their diabetes. One respondent said that she would like more flexibility in managing her own insulin dosage but that there had been “resistance” from the doctor in her taking on this responsibility. Another respondent stated that, in order to have a choice you need “the knowledge, confidence and intelligence to know that you are right” and that some people will never have these. Another respondent stated that he does have a choice but that, in practice, choice is very limited – “you either take them or you don’t take them”. This respondent had resisted introducing a ‘night injection’ and instead wanted to lose weight. He said that the doctor had listened and was “giving him a chance”.

Another respondent has had to “fight” for a number of years to get an insulin pump and refers to her experiences as a “crusade”. She has insisted on having her own choice for years and reported a number of negative experiences with clinicians not allowing her the freedom and flexibility to make her own decisions.

· The patient feels as if they are given a great deal of choice and asked for their own input.

There were some cases where the respondent felt they were given a large amount of choice or freedom in making decision about their care. One respondent reported that she feels very involved and that the doctor always asks for her input when making changes to her “regime”. Another respondent explained that he receives “strategic advice” from the doctor, which he can use to be “creative” about his care. He further stated that sometimes he “ignores” the advice of his doctor and can speak openly to the doctor about why he felt he should do this. This respondent explained that he “micro managed” his diabetes more than his doctor wanted him to but that there are things that doctors can’t understand about diabetes if they don’t have the condition themselves. A further respondent said that his doctor advised him to move onto insulin but he didn’t want to and instead made suggestions to change to different tablets that have led to an improvement in his health. One last respondent said that being able to manage her own care gives a “psychological boost”, in this case referring to improvements in her health which led to her moving off diabetes medication altogether. She added that this is easier if treatment is “flexible, rather than rigid”.
1.8 Self-management

Respondents varied in their understanding of what it meant to manage their diabetes themselves but it was a concept that they were familiar with. There were three principal approaches that respondents appeared to take towards managing their diabetes.

· The doctor manages the diabetes overall and this advice or instruction is followed when managing their diabetes.

Some respondents followed the advice of their doctor and considered this to be ‘management’ of their diabetes. For example, they would administer their injections and test their blood sugar as instructed by the doctor. They also followed the advice given by the doctor about eating and exercise. One respondent however, stated that although his GP managed his diabetes, he didn’t take his blood sugar levels as often as he had been told to do so.

· The respondent makes their own decisions from day-to-day and manages the diabetes as best they can.

Other respondents felt that they were managing their diabetes “as best they can”, these respondents tending to be those whose diabetes was not particularly stable though both respondent and doctor were unsure why. One teenage respondent said that she managed her diabetes well though she can’t “eat sweets and drink fizzy drinks” with her friends and can’t always join in “running around” with them and in this way diabetes affects her life. This respondent had recently moved from child to adult diabetic clinics and said that the adult clinic made her feel much more involved in her diabetes, asked for her input and give her a lot more information about the condition. Another respondent said that although he manages his diabetes very well, this “doesn’t mean he is in control”. He was learning about the new GI diet and found exercise particularly difficult to manage and would like to learn more about the medical side of diabetes to assist with his self-management. He added that managing diabetes would differ for everyone. A further respondent stated that he had moved from “joint management (with his GP) to self-management” and that this was his own choice.

· The respondent feels completely in control and confident in managing diabetes.

Other respondents reported feeling confident in managing their diabetes, these tending to be those whose diabetes had been relatively stable for a number of years. One respondent said that she manages her diabetes by herself, having built up a wealth of knowledge over her life, this information being sought out and built up by herself. Another respondent said that she managed her diabetes “100%”. A third respondent seemed to be almost obsessive in her approach towards her diabetes, constantly checking her blood sugar levels. This respondent also felt that she managed her diabetes well through altering her insulin doses depending on her food. One final respondent commented that self-management is all about “trial and error” and that “the patient knows best how they feel”.

primary care services

1.9 Extent of diabetes care in primary services 

The respondents interviewed tended to receive their diabetes care in secondary care services, either at a hospital or a specialist diabetes clinic attached to a hospital. These respondents would visit their GP for other illnesses on a more haphazard basis. Some respondents felt that the GP and practice nurse did not know enough about diabetes and they preferred the specialist attention they received at the hospital.  One respondent stated that “you can’t expect GP’s to be specialists as they are general” but that “they should be aware that they need to refer people for other help”.

Other respondents received their care at the hospital as that is the routine they are used to and they wouldn’t question why their care was based there and not with their GP. One respondent talked specifically about the relationship between primary and secondary care and the lack of joined up information between the two. Another respondent started his diabetes care with the GP and was later advised to move to a specialist team as his GP felt he would benefit from a “team approach” to his diabetes. He has found this to be a positive move and works together with the different team members (podiatrist and dietitian etc) in managing his diabetes care. A further respondent said that he had a “shared care” system whereby he went to both the GP practice and the hospital for his diabetes care.

The respondents who visited the GP practice for their diabetes care tended to be those who felt their diabetes was under control and did not need specialist attention. One respondent said she was “very happy” with the care she received from her nurse and the “only downside” was that she “often knows more than the nurse about diabetes”. 
hospital services

All of the people interviewed had been referred to specialist care at some point since they had been diagnosed. Some had moved back into primary care while others remained receiving all of their diabetes care within secondary care services.

1.10 Extent of diabetes care in secondary services

Respondents who received their diabetes care within secondary services reported a range of different experiences.

When asked about the health care professionals they had seen, some commented that they had seen many different people over the time since first diagnosed with diabetes. One respondent simply said he had seen “lots of people” and couldn’t remember any details at all. Another respondent said that he had seen “all sorts of funny people” and that they “change round a lot”. This respondent went on to say that he was very happy with his current consultant and had been seeing her for a few years. A third respondent spoke of her experiences over the last 20 years, how she had seen many hospital consultants and that her care had not been co-ordinated well. She suffered from a heart attack and was not informed of the link between heart problems and diabetes and is still very angry with this. This respondent had moved from specialist to specialist until she was happy.

Other respondents spoke of the relationships they had built up with the diabetes specialist nurse (DSN). For these people, the DSN was the main point of contact and whom they saw most regularly with regard to their diabetes care. The respondents said that they could contact the DSN whenever they needed to and it would be very easy to book an appointment. One respondent saw her DSN two or three times a week to discuss her diabetes and had built up a very good relationship with her. The DSN would take notes, meet with the doctor and form a plan to discuss with the respondent when they next met. These respondents tended to see their consultant every three or every six months for a fuller review but kept up informal contact with the DSN.

One respondent received his care from a “dedicated specialist diabetes unit” which contained DSNs, a consultant, podiatrist, ophthalmologist and dietitian. This respondent saw the DSN every few months and the consultant every six months. He took home with him a record card on which the DSN noted his blood sugar levels and treatment.

Regarding the range of health professionals seen within secondary care services, respondents mentioned DSN’s a great deal, the consultant or specialist, the podiatrist or chiropodist, the ophthalmologist and the dietitian.

The issue of waiting times emerged as an important theme regarding hospital appointments and care services. Respondents commented that they had been kept waiting each time they visited the hospital. One respondent said that due to this, she has now been transferred back to her GP for her diabetes care at her own request. She said she once waited five hours for a ten-minute appointment and that was the last straw.

1.11 Staff attitudes

Respondents’ accounts revealed a wide variety of experiences in terms of the attitudes of hospital staff. Some respondents reported being very happy with all the care they have received. One respondent referred to his diabetes team as an “excellent set of experts” and felt extremely well looked after.

Other respondents reported more negative experiences of staff attitudes. One respondent commented that he was not at all happy with the treatment he has received – referring specifically to treatment relating to his eyes. In this case, continuity of care has lacked considerably. Another respondent referred to the lack of continuity of care stating that “people kept leaving which was disruptive”. She felt as though she was “wasting their time“ as they always tried to “rush her through”.

Other respondents had had a mixture of good and bad attitudes. For example, one respondent who has seen many different doctors and nurses commented that some had been really helpful and others who had not. Another respondent commented that during childhood he had felt very well looked after and said the staff had been “caring and friendly and useful”. He did not find the adult doctors as helpful or friendly.  He stated that the doctors need to “respect your knowledge as a diabetic” and understand that they need to “link their medical expertise with your practical expertise...to bring everything together”.

1.12 Facilities for inpatients with diabetes

Respondents reported a mixture of experiences from hospital stays; some had had good experiences and some negative ones.

One respondent said that her diabetes had been taken care of completely and she was happy with that but she hadn’t liked the food and had had to share a ward with men, which she didn’t like. Another respondent said she felt looked after on the whole but occasionally she would press the buzzer and no one would come. She also said that her blood sugars dropped too low and she was frightened, “shaky and dizzy” and no one was there to help. This respondent had recently moved from child services, which she said were much better. 

Another respondent reported negative experiences – she stayed in when she gave birth to her daughter and all of the diabetes care was left to her to manage. She had a serious ‘hypo’ after the caesarean operation and the staff didn’t realise that she needed food. She also found the food to be unsuitable. One last respondent reported extremely bad experiences of hospital treatment. He said that “so much had been wrong”, and gave some examples. He once went to have an operation and was not on the list for that day. He was “put on nil by mouth” for four days while he waited for his operation, which is completely unsuitable for anyone, particularly someone with diabetes. Another example he gave was that the hospital didn’t have injection needles and lost the ones his wife had brought in for him.

1.13 Route from secondary to primary care

Respondents’ accounts showed that there was no clear path back to primary care services after receiving secondary care. Respondents were referred to secondary care and remained there. The respondents who had returned to their GP surgery for diabetes care had done so at their own request. In one case, the respondent was happier receiving care from the practice nurse at the GP surgery as she was able to give her more time and wasn’t expected to wait for as long.

Diabetes review

1.14 Primary services

Those respondents visiting the GP practice for their diabetes care or ‘annual review’ tended to see the practice nurse for the majority of their care. There was a range in frequency of the appointments, from every few months to once a year. 

One respondent said she visits her GP surgery every six months to see the practice nurse for her regular check up and will visit a month before to have her blood test so that the results are ready to discuss at the six monthly review visit. The nurse checked her feet and weight, takes a urine sample and makes sure the blood sugar meter is working properly. Another respondent said she usually visited every 12 months and last time they discovered problems with her kidneys and put her on medication.  Another respondent visits once a year for an “annual review”. She has her eyes and feet checked through the local surgery and is currently part of a team lobbying to have retinal screening and foot check services as part of a local walk-in centre. 

A further respondent said that he had only been recently diagnosed and hadn’t yet had an annual review. Another respondent said that he receives reminders from his GP surgery to make an appointment for a review but he receives his diabetes care at the hospital and has told the GP this a number of times. He is considers this to be due to the breakdown in communication between his hospital and GP surgery. 

1.15 Secondary services

Looking at those respondents who have their diabetes review in secondary care, again there were a variety of experiences.

Some respondents had a regular routine with their consultant and DSN. One respondent said that she goes to the clinic every three months as an outpatient and if she needs any help she can contact the nurse. Two nurses used to visit “practically all the time” but now she goes to the clinic to see the nurse though no one has explained why this has changed. She commented that the doctors are always changing and that most of the doctors are non-white.

A second respondent saw his consultant at regular intervals of six months. He referred to these visits as an “annual check up” every year and “a six month interim appointment”. 

Another respondents said that during her six monthly appointments her “bloods were taken” and her weight and height measured. She has since moved back to receive her diabetes care in the GP surgery and commented that she now has “more checks” including a proper check of her feet.

Some respondents visited the hospital on a more informal basis, one respondent visiting as often as three times a week to see her DSN – this is due to her blood sugar levels being unusually high.

Other respondents had not had what they considered to be a ‘review’ and this was mainly due to the lack in continuity of care. One respondent had had contact with several different services and therefore could not call this a ‘review’. Another respondent, who had recently had his second leg amputated and lost his sight, had not been having annual reviews throughout his life, since being diagnosed more than 25 years previously. He said that he had “kept away from doctors” and “hadn’t been for years” because nothing had been wrong. 

1.16 Feet and eye checks

There was no pattern in terms of how respondents’ feet and eyes were checked. This sometimes took place as part of the review and other times took place separately. It seemed to depend on where the care took place, for instance in a ‘one-stop-shop’ clinic these checks were carried out, and also depended on whether they had had any specialist treatment. For example, where respondents had been referred to an eye specialist, care would continue with the specialist rather than returning to the review. This was also true of whether the respondent had seen a foot specialist. In some cases, respondents had their feet checked during their review but had their eyes checked elsewhere – particularly if they had had treatment at any point. In other cases, respondents had to tell their doctor or nurse if they had any problems with their feet before they were examined rather than it being an automatic check.

2 Care planning

2.1 Primary services

The respondents accounts showed that while there was some degree of ‘care planning’ in GP surgeries, there was very little that had been documented for the respondent to add to and follow. 

Some respondents simply said that there had been nothing like this at all. One pointed out that her diabetes had been so “out of control” that she has had contact with so many professionals and nothing had ever been put in place for her and documented. Another respondent said that her GP had not informed her of her high blood sugar levels as he “could have thought she’d worry about it”. Eventually the GP did tell her what the levels had been but only after they had dropped.

Other respondents felt that there had been a move towards a more joined-up thinking approach to their diabetes care. One respondent said that there has been a “shift towards patient-centred care planning” and another commented that doctors are realising that they need to look at “the whole person”. They cannot “just prescribe insulin”, but instead need to “look at the lifestyle of the patient and then decide what is right for that particular person...as patients are so diverse”.

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. One respondent said she is “just left to it really”, nothing is written down for her, she is just told her levels. Respondents felt that having a care plan and information written down would be helpful and a good idea. They commented that it could be difficult to remember all the things they are told particularly all the different numbers. Another respondent said that he does receive written information about “what they plan and what he should be doing” but that he does not really follow that plan.

2.2 Secondary services

As with care planning in primary services, very little appeared to have been documented for the respondent to refer to at home. Some respondents simply said that they had not heard of a care plan and it was not something that could be applied to their care. This was particularly the case in instances where respondents had seen a large number of professionals over their life and their care had not been ‘joined-up’ or co-ordinated. Other respondents said that they did not have a plan with doctor or nurse but that they planned their diabetes care themselves. One respondent said that she writes things down herself and has become “obsessed with the diabetes” after “learning the hard way”. 

Other respondents said that although nothing was written down they felt that their care was planned or tailored for them as individuals. One respondent said he worked together with the staff to decide on future treatment and care. Another respondent said that she writes her sugar levels and anything to ask the nurse in her own book and feels as if the nurse wants to help plan her care. A further respondent said that his instinctive response would be that he wouldn’t want a care plan as it would mean “people interfering with his diabetes” and he didn’t see how it would work in practice. After discussing it for a while longer he said he could see that it might be good for “setting targets and keeping a reflective diary” but that he would be cautious about having one himself.

One last respondent said that he does have a record book that he and his consultant write into which he then takes to show his GP. The respondent felt he shouldn’t be doing this, as the information should be fed through without his involvement.

other health professionals

A number of other health professionals are involved in caring for people with diabetes. One respondent referred to these people as the “satellite people, surrounding the diabetes doctor”.

2.3 Dietitian

Some of the respondents mentioned having involvement with a dietitian. In these cases respondents stated that they met with a dietitian when they had first been diagnosed and recalled being given some form of written information such as “pages from books” and “diet sheets”. One respondents found contact with his dietitian particularly beneficial because she too was diabetic and therefore “knew about the reality of it”, unlike the diabetic nurses. This respondent felt that he had been given “conflicting advice over the years in regard to food” and stated that advice given to him had not always been co-ordinated or explained thoroughly. 

Another respondent made no reference to a dietitian, apart from the diabetic nurse, suggesting that the nurses were a common source of information regarding dietary advice. 

One respondent stated that she “has not had particular help in this area” although had experimented herself with certain food types and would like the chance to pass on this knowledge.

2.4 Podiatrist

Some of the respondents interviewed had had contact with podiatrists. Some respondents had their feet checked by a podiatrist while others had their feet checked by the nurse or doctor during their review. As earlier stated, some had not had their feet checked for some time and it didn’t form an automatic part of their routine care.

Some respondents had had treatment to their feet. Some said that they visited the podiatrist or chiropodist every few weeks or few months. In some cases they had been referred for treatment and in other cases the respondent had sought out the help themselves. One respondent had had two operations on her feet in the last year. One respondent had needed to have both legs amputated and described his experiences during the interview. He had a difficult time trying to cope following the operations and did not have the support he needed.

2.5 Ophthalmologist

Again, respondents reported different methods of having their eyes checked. Some respondents had their eyes tested by the optician, separately to the review. This was not always clear whether this was a standard eye test or retinopathy screening.

Other respondents had their eyes tested as part of their diabetes review; some having them tested every six months, others every year. One respondent said that as time progressed she started to understand that her eyes were linked to her diabetes. 

Other respondents had their eyes tested at hospital separately to their diabetes review. This arose particularly in cases where respondents had received laser treatment and following this continued to receive their care from the same specialist. One respondent recalled bad experiences with eye care over his life and has now lost his sight. He visited his GP when his vision started to fail, was referred to an eye specialist who said there was little he could do.

2.6 Pharmacist

Pharmacists were not considered to be involved in respondents’ care and treatment. Respondents’ mentioned visiting the chemist, picking up insulin and other prescriptions. One respondent felt that her pharmacist was interfering, she had told the respondent that her insulin was “out-of-date”.

2.7 Other health professionals

In addition to the health professionals above respondents mentioned physiotherapists, dentists and ear specialists as other people they had come into contact with in connection with their diabetes.

2.8 Coordination of care

The respondents were asked whether they felt that the diabetes care they received in general was well co-ordinated. As expected, there was a wide range of responses.

Some respondents did not know whether the different health professionals liased with each other but they were happy with the services they receive.

Other respondents said that they sometimes felt there was co-ordination and other times that there was not. For instance, one respondent said that in the past her care hadn’t been co-ordinated at all but now she has six monthly reviews and has all her checks done then. Another respondent said that things are usually fine, the hospital writes letters to her GP to keep them up to date.

Respondents who attended ‘one-stop-shop clinics’ reported good experiences of care co-ordination as they had contact with all health professionals on the same day. 

One last respondent said that his consultant did not liase with the eye specialist at a different hospital but that perhaps that was his own fault as he had chosen to stay with the eye specialist for the continuity of care and location of the hospital.

education and support

2.9 Educational support 

Respondents tended to report having self-educated themselves rather than having been involved in formal structured education. Self-education included learning through leaflets which had been provided through the hospital, through the Internet or through Diabetes UK. One respondent mentioned a specific “6 week programme” that he took part in soon after he had been diagnosed.

Some respondents stated that they had heard of the DAFNE/ DESMOND courses, while one had actually tried to get a place on a DAFNE course, “but without success”. This respondent additionally commented that they were “a self taught expert”. One respondent felt that the education he had received “was a bit basic” and that it would have been beneficial to receive “more direct advice”, such as what food to buy when shopping. Another respondent reported that he would like to learn more about the different thingsthat affect blood glucose and that information provided in Diabetes UK magazines was not detailed or “scientific” enough and aimed at too wide an audience.

2.10 Psychological support

There were clear differences between the respondents in terms of whether psychological and emotional support was needed. Some respondents were not offered any psychological support and were happy with this because they had not felt the need for any. One respondent commented that she did not know about the psychological support available because she herself has not needed any. 

Of those respondents who did receive some kind of support, there was variation in what form this took.  Some respondents mentioned that they were able to talk to the nurses at the clinic or the hospital if they needed to. One respondent however, commented that the nurses might not be the best people to offer this support. He did not feel that the nurses “have the insight” but did state that they could give him proper time, booking in a half-hour appointment slot.  Other respondents found talking to friends or other people with diabetes helpful. One respondent mentioned that it was “nicer to be able to talk to people who have it as they will always understand better”, while another respondent felt that “she would really like a support unit for diabetics”.

2.11 Support groups

Involvement in support groups varied among respondents. Some respondents stated that they did not know of any support groups that they could attend. Among other respondents some were currently involved in group activities while some had attended such meetings in the past. 

One respondent mentioned that she had made contact with a number of support groups and that she “gains a lot from this”. Similarly, another respondent commented that the meetings made her feel as if she had some aim in life; “to try and help other people, and help myself as well”. A third respondent spoke of her involvement with a group for young people with diabetes. She explained that through the club she could get points on an electronic card, which could be used to send off for DVD’s and games; “to encourage you to go”.   Another respondent had started up her own Internet chat room inviting other people with diabetes to make contact.

Summary and conclusions

At the end of each interview, the respondent was asked to summarise what they felt to be the ‘best’ aspects of the diabetes service they received and the areas that most need improvement.

2.12 Best aspects of services

Respondents pinpointed very different aspects of their care to describe as the ‘best’. One respondent said he found the nurses the most helpful people and another respondent felt that the written information was easy to understand and that she could refer to this before needing to ring her nurse. A third respondent said that his doctors manner was the best aspect for him – they could talk as adults and “negotiate his care together as a partnership”. Diabetes UK information was also found to be helpful for some respondents.

The other main aspect that emerged as the ‘best’ aspect of services was continuity of care. Respondents who visited ‘one-stop-shop’ clinics referred to the “joined-up approach” towards their care and the “whole team approach” which respondents found very helpful.

2.13 Areas of improvement

Respondents outlined a variety of areas for improvement and gave suggestions for ways that these could be implemented. 

One theme focused on the improvement of specialist knowledge. For instance, one respondent commented that we see an increase in the number of specialists in insulin pumps. Another respondent said that training of DSN’s needs improving so they are more aware of all the issues surrounding diabetes. Another respondent said that practice nurses need to do more diabetes reading and research.

A second theme focused on improvements to hospital services. One respondent felt quite strongly that a person with diabetes should be able to go into any hospital and ask to have an HbA1c test. This respondent also felt that people should be encouraged to talk to each other while waiting for their appointment at the hospital and use this as an opportunity to share knowledge and experiences. A further suggestion was that diabetes health care professionals get together and run a conference for 200 or more people with diabetes to give seminars and run question and answer sessions. A further suggestion was given for inpatient services – one respondent felt that it would have helped greatly to have had one person who held overall responsibility for her care while staying in hospital. This would have helped her not to feel so alone.

The issue of time was raised – respondents felt that health professionals could not always give adequate time to patients.

Other respondents focused on the information given to people with diabetes. One respondent stated that there needs to be more flexibility, in order to allow people to take better care of themselves. Another respondent felt that it needed to be made clearer that looking after diabetes is “down to the individual” and that people need to understand that they need to take responsibility for looking after themselves. 

One last area for improvement focused on the IT system in place. The co-ordination between GP and hospital services was said to be poor, often relying on the patient to relay information. An electronic system needs to be set up rather than the current letter writing system.

APPENDIX A topic guide for interviews

TOPIC GUIDE FOR INTERVIEWS WITH PEOPLE WITH DIABETES

Key research objectives

· To explore the experiences and views of people with diabetes about their treatment and care

· To explore what type of support they have had and need to maximise self care / their independence

· To discuss areas of positive and negative experiences of NHS services related to their diabetes.

· To discuss ideas for service improvements, including how they are supported to self care

· To find out the terms used by people with diabetes

INTRODUCTION

· The National Centre and Patient Dynamics have been commissioned by the HCC to carry out a survey of people with diabetes and to talk to people with diabetes and professionals about their experiences of NHS treatment and care for people with diabetes.

· Project aims to improve services for people with diabetes, and in particular how they are supported to self care. These discussions will help to develop a questionnaire for a larger, national study of people with diabetes early next year.

· Tape recording and confidentiality. Would like to record our discussion, with your permission, because it makes sure that we take account of everything you have to say. What you say will be completely confidential and when we analyse the discussions and write up the findings, no names of people we talked to will ever be used, and people will not be identified by their comments.

1. BACKGROUND

Begin with basic questions about person.

· Age

· Live alone or with someone 

· Relationship to other people lived with

· Work status and work status of others lived with

· Ethnic group

2. DIAGNOSIS

· Initial symptoms/concerns; when and how discovered

      What action taken. (Check for GP route, hospital route or other route)

· Type of diabetes

What type of diabetes, what terms used, check for understanding of difference between Type 1 and Type 2, are they using insulin

· Diagnosed by GP or hospital route (where diagnosed can affect information and education etc)

Time between first noticed symptoms and visited GP or hospital. Tests carried out, how/when were results delivered.

· Diagnosed not by GP, secondary care or other route

     How, when, where, what happened?

· All routes

How was diagnosis explained, language used, time spent explaining, any choices offered about treatment, written information provided, attitudes of GP/nurse/other and patient. Feelings at this stage

***  Check here good, bad experiences and improvements that could be made to care received.

3. TREATMENT/MANAGEMENT OF DIABETES AND UNDERSTANDING

· What treatment is used

      Probe for any medication, what type, how administered

· Decision-making

Who decided what treatment should be used, to what extent did patient have input, extent to which they follow the advice given by health professionals

· Understanding of treatment

Explanation given about treatment, any written information

· Side effects

If medication, any side effects. Were side effects explained.

· Self-management

 How do they and to what extent do they manage their own condition/diabetes. Probe for diet, lifestyle factors, having choice of insulin that best suits their lifestyle and needs etc

· “Patient choice”

Do they feel they have a choice in how to manage their condition, how much control do they themselves have or feel they have.

NB: Having a choice is an underlying theme to a lot of the issues throughout the guide

***  Check here good, bad experiences and improvements that could be made to care received.
4. PRIMARY CARE SERVICES

· GP

Role of GP, frequency of consultations, is same GP seen each time

· Practice nurse

Role of practice nurse, frequency of consultations

· Diabetes review

Does this happen, how, with whom and how often. Probe for terms used. 

Review recalls - whether they understand that practice staff will recall them to the diabetes review so they do not have to make recall appointments themselves.   

Whether they have been asked by practice staff to make a recall appointment. What happens. 

Contact with services between reviews, who, frequency, satisfaction with contact.  Choice on location, frequency, mode (eg, telephone). Are results of tests available.

· Care planning
Is there a care plan, probe for terms used. How is the care plan developed and by whom. What does it include (named contact, communication means and frequency, education and personal goals, record of information/results, medications). Is it documented.  Negotiating and agreeing it. Do they keep a copy, do they refer to it.

· Has the person had their feet checked (who by), eyes checked (where)

· Any other complications, how managed etc
***  Check here regarding good, bad experiences and improvements that could be made to care received.

5. HOSPITAL SERVICES

· Hospital referral.

Has this happened, and if so at what stage, outpatient or inpatient. Waiting list?

If preadmission clinic, how diabetes addressed

· Health professionals seen at hospital
Doctor, specialist nurse. Who, why and how often. Are same people seen each time. Waiting list? May have experiences as inpatient and outpatient, and as inpatient with diabetes-related complication, or not, need to differentiate between their views of staff etc in both settings

· Attitudes of staff and overall care, staff understanding, is there respect towards the needs of people with diabetes, even if not in hospital specifically in relation to their diabetes. Do staff seem trained in diabetes care

· Hospital facilities; 

privacy, cleanliness, waking up times, noise, telephone access, visiting, 

mixed wards, complementary therapies available, self management of diabetes while in hospital and facitilities provided eg keep own insulin, 

diet – were they offered food appropriate for their diabetes, culture and religious beliefs; have they been given clear information about management of their diabetes during their stay and after discharge

· Route back into primary care and experiences

What happened, when and how. Which kind of care is preferred (primary or secondary)  Link with social care.

***  Check here good, bad experiences and improvements that could be made to care received.

6. OTHER HEALTH PROFESSIONALS

· Other professionals involved and their roles

Probe for dietitian, podiatrist, ophthalmologist, pharmacist. What happens, how often, same person each time, waiting list Nurse prescribing

· Coordination of care – how managed
Who organises appointments, how is patient informed, how do the different health professionals communicate about their condition, how well and are they satisfied with this process. 

Are there any issues with different health professionals knowing what other health professional have done eg having up to date results and info

***  Check here good, bad experiences and improvements that could be made to care received.

7. EDUCATION AND SUPPORT

· Psychological support

What type of support is available, who provides it, where. What should be available. Who should provide it.

Have diabetes staff helped them identify emotional and behavioural barriers to managing their diabetes effectively

· Educational support

What type of support is available, who provides it, where. Have they been referred to and have they had, structured education (DAFNE/DESMOND/other) 

What should be available. Who should provide it, where and it what form. Probe for any written information.

Education at diagnosis, education thereafter

Choice of location, of type of support (eg, know about other local/national support groups), is delivery relevant to their style of learning (eg, group, or one to one, written, role play etc)

Does education meet ethnic cultural needs

What other sources of education are available (eg internet)

***  Check here good, bad experiences and improvements that could be made to care received.

8. CONCLUSIONS

· aspects of service that best meet patient needs, from patients perspective

· aspects of service which most need improvement, from patients perspective

· criteria by which services should be judged, from patients perspective
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