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1 Introduction

1.1 Aims and objectives

This report provides an account of the cognitive testing phase of the diabetes questionnaire
. The aim of the cognitive phase was to test the survey questions that had been designed after a lengthy development stage, and to suggest improvements and modifications prior to the main stage of the survey which took place between July and November 2006. The survey aimed to collect data from over 150,000 people with diabetes and therefore this stage of questionnaire design and testing was key to the success of the survey. The development stage prior to cognitive testing included an extensive literature review and consultation with experts and people with diabetes before the formulation of a draft questionnaire.
1.2 Background to cognitive testing

Traditionally survey researchers have prioritised ‘standardising’ data collection instruments and question wording with the aim that this standardisation, along with pilot testing and questionnaire design experience, will ensure valid and reliable results.  Cognitive testing methods have provided social researchers with both theories and tools to develop better survey instruments and questionnaires
.  Cognitive interviewing enables researchers to test the wording and layout of existing survey questions, as well as to develop questions on new topics. In order to maximise the validity of the results, it is crucial that the questions included in the survey are unambiguous and are straightforward for people to answer. It is also very important that the terms used in the questions are generally understood and mean the same things to all respondents. 

Methods draw on insights from cognitive and motivational psychology, and provide a useful framework for understanding the cognitive processes involved in answering survey questions. The 'question and answer' model suggests that there are four distinct actions that respondents perform in answering a question:

1. Firstly they must comprehend the question

2. Then they must retrieve the relevant information

3. They must make a judgement about the information (i.e. do they want to report this information),

4. And finally they must respond to the question
.  

The emphasis of cognitive interviewing is on the identification of, and reasons for, problems with questions, rather than quantifying the extent of any problems. In this sense cognitive interviewing methods are akin to qualitative methods. There are two main cognitive interviewing techniques: think aloud (or protocol analysis) and probing.  In the former respondents are asked to ‘think aloud’ as they answer survey questions.  In the latter respondents are asked specific questions about how they answered
.  Probes can be asked concurrently, as the respondent answers the survey question, or retrospectively, after the survey questions have been administered.  We used both of these techniques during the cognitive interviews and found both to work effectively. The respondents’ interpretation of questions was explored, as well as their views on the language and terminology used. Where problems were highlighted, possible alternatives were discussed. Results from all interviews are analysed as described below and subsequent changes were made to the survey questions where relevant.      

Two rounds of cognitive interviews were conducted during August 2005. The research team met after conducting the first nine interviews and discussed any significant problems that respondents were encountering. Modifications, to address these problems, were made to the questionnaire before the remaining ten interviews were conducted. 

1.3 Sample design and profile

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 and diabetes type. Nineteen cognitive interviews were conducted during August 2005. A team of four researchers conducted these interviews.

Table 1
Sample profile

	Sample total
	19

	
	

	Gender
	

	Male
	7

	Female
	12

	
	

	Age
	

	16-30
	4

	31-64
	10

	65+
	5

	
	

	Diabetes type
	

	Type 1
	13

	Type 2
	6


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.) and again through the contacts made with people with diabetes during the second phase of interviewing. Respondents were also recruited through Diabetes UK, or through local GP surgeries. 

1.4 Analysis framework

Each interview lasted approximately one to one and half-hours and 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.

1.5 Structure of the report

This report presents each series of questions we tested in turn, outlining (1) the questions we cognitively tested, (2) our findings and problems uncovered; (3) our recommendations based on these findings; and (4) the final questions following consultation with the Healthcare Commission. Also covered are alterations made in light of further comments from the Healthcare Commission following receipt of the first draft of this report. The questions recommended in this report are the final ones used in the mainstage questionnaire. The report is divided into sections and laid out in the order the draft questionnaire was tested: diagnosis, routine check-ups, tests, care planning, hospital stays, psychological support, self-management, blood, diet and exercise, education, access to GP services and demographics. Following cognitive testing and subsequent comments, the order of sections was revised and the final question structure was as follows: (A) Diagnosis, (B) Check-ups, (C) Tests, (D) Management of your diabetes, (E) Education and training, (F) Psychological and emotional support, (G) Stays in hospital, (H) Access to GP Services and (I) Background.

As detailed above we conducted two rounds of cognitive interviewing. When outlining the questions we tested, this report will detail the questions that were altered between rounds one and two of testing, referring to R1 and R2 respectively. Throughout the report we also refer to two sets of question numbering. This report refers to the numbering used in the draft cognitive questionnaire first, shown in ordinary black text and new question numbering second, shown in blue and in brackets e.g. Q7 (Q8).

2 Initial diagnosis

2.1 Age at first diagnosis

2.1.1 Questions cognitively tested

	Q1 (R1)
	How old were you when you were first told that you had diabetes?
	
	
	
	

	
	
	
	
	
	
	
	

	
	I was
	
	
	
	
	
	

	
	
	
	
	
	Years old
	
	


	Q1 (R2)
	How old were you when you were first diagnosed with diabetes?
	
	
	
	

	
	
	
	
	
	
	
	

	
	I was
	
	
	
	
	
	

	
	
	
	
	
	Years old
	
	


2.1.2 Findings

The R1 version resulted in some respondents volunteering the fact that they were ‘self-diagnosed,’ usually by assessing symptoms and family history of diabetes. Since the goal of this question is to determine age at diagnosis by a health professional (not self-diagnosis) we modified the questionnaire slightly (see R2 above). Under either version, many respondents had no difficulty reporting age. Some thought of the year and then did the calculation in their head to come up with the age. Regarding recall, some gave no specific reason for how they remembered – just said it was easy. Others gave the following reasons for their ability to report age:

· Being diagnosed with diabetes had become a ‘milestone’ event in their life 

· It was a fairly recent development (within the past 3-4 years)

· They used a landmark. For example, one (age 29) said this year was her 20th anniversary since being diagnosed at 9. Another remembered she had been diagnosed when coming up to her A levels. 

Problems

Regarding self-diagnosis, for the most part this did not interfere with respondents’ ability to report age because the time between self and professional diagnosis was generally short. However one respondent, who was a nurse, said she found it difficult to give the age she was officially diagnosed because she was passed between different professionals.

Apart from the issues of self-diagnosis, some respondents had other difficulties. One (age 64, diagnosed at 52) gave his answer but said it was ‘plus or minus a year’. Other respondents wanted to answer in terms other than specific age. One could not be more specific than ‘late 40s’ even when pressed for a ‘best estimate’ (she is now 74). Another wrote in the year she was diagnosed. 

2.1.3 Recommendations

· The issues around self-diagnosis may not be consequential since even when respondents diagnosed themselves, they soon went to a health professional for confirmatory diagnosis. Since the second version (Q2 R2) uses the word ‘diagnosis’ (versus ‘when were you told’) this may help signify a more official diagnosis, versus self-diagnosis. Also it did not pose any serious difficulties in the testing round, so we would recommend it.

· Regarding other reporting difficulties, it is conceivable to add response categories to accommodate respondents who want to report the year, or how long ago they were diagnosed. However, this could introduce confusion because there would then be three response categories and respondents may feel they need to fill in all three. Furthermore, it is generally bad practice to have a mismatch between the terms of the question (e.g.: how old) and the terms of the response categories (i.e.: ‘year’ or ‘years ago’ are not the same terms as ‘age’). On balance, therefore, we do not recommend changing the response categories. However, a phrase inviting respondents to make their best estimate would be appropriate. 
2.1.4 Final questions following consultation with the Healthcare Commission

· The wording ‘Your best estimate is fine’ was added to this question as the cognitive findings showed respondents occasionally had problems giving an exact date. Otherwise the wording remained unchanged.

	Q1
	How old were you when you were first diagnosed with diabetes? (Your best estimate is fine)
	
	
	
	

	
	
	
	
	
	
	
	

	
	I was
	
	
	
	
	
	

	
	
	
	
	
	years old
	
	


2.2 Information received at first diagnosis

2.2.1 Questions cognitively tested

	Q2 (R1)

	How would you describe the verbal information you received about diabetes when you were first diagnosed?
	
	
	
	

	
	
	
	
	
	

	
	I received too little information
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received about the right amount of information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received too much information
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I can’t remember
	
	
	
	

	
	
	
	4
	
	


	Q2 (R2)

	How would you describe the verbal information you received about diabetes when you were first diagnosed?
	
	
	
	

	
	
	
	
	
	

	
	I received too little information
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received about the right amount of information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received too much information
	
	
	
	

	
	
	
	3
	
	

	
	Don’t know, a carer was given information for me
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I can’t remember
	
	
	
	

	
	
	
	4
	
	


	Q3 (R1)
	How would you describe the written information you received about diabetes when you were first diagnosed?
	
	
	
	

	
	
	
	
	
	

	
	I received too little information
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received about the right amount of information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received too much information
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I can’t remember
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q3 (R2)
	How would you describe the written information you received about diabetes when you were first diagnosed?
	
	
	
	

	
	
	
	
	
	

	
	I received too little information
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received about the right amount of information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received too much information
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	Don’t know, a carer was given information for me
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I can’t remember
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	


2.2.2 Findings

For respondents who were diagnosed as young children these questions pose a potential dilemma: whether to answer in terms of the information they themselves received as children, or in terms of what their carer received on their behalf. This dilemma came up early on in the interviews. One respondent, who was diagnosed at age 4, said ‘this question is really more for my mum, isn’t it?’ Another respondent, diagnosed at 9, said she remembers getting good verbal information, including a demonstration with plastic foods from a dietitian. In addition she remembers feeling like her mum was quite confident when they left the hospital. So she ticked ‘right amount,’ and said she was ultimately answering from the perspective of both herself and her carer. Based on these interviews, in order to clarify the question (and the meaning of the response categories for analysis) we added a new response category: ‘Don’t know, a carer was given information for me’ to the R2 questionnaire. 

In terms of substantive responses, among those who said ‘too little,’ one respondent (age 17, diagnosed at age 11) said he was given almost no information, and could not remember what information his mother received. Another, diagnosed at 2, said she thought that was what her mother would have said. A third, diagnosed at 14, said she remembers her mother asking for information and not getting it. Among those diagnosed as adults, one said she had had many tests, but was given no information. Another said he was given the right amount of verbal information (about how to take his tablets) but too little written information. The written information was diet sheets, but he said ‘too little’ because he did not receive them until weeks after diagnosis and he would have liked to receive them sooner.
Among those who said ‘right amount’ some did not give a specific reason for feeling this way, just said everything was fine. Some said it must have been ok since they’re ‘alright now’. One could not remember but surmised it was pretty good because they have a specialist diabetes doctor and nurse at his GP surgery. Another raised the question of ‘getting’ versus ‘seeking’ information. She explained that she asked questions and that the health team was very receptive and helpful in providing her with resources to do further research on her own. She ticked ‘right amount’ because the question said ‘received’ and she interpreted that as receiving information from both the health staff and receiving it when she sought it out on her own. No respondents said they had received too much information.

Problems

One respondent said this was hard to remember because it was not exactly clear when she was diagnosed (she first diagnosed herself, then went to the GP, then went to the specialist). This same issue came up in probing on Q1 (age at first diagnosis) with another respondent. But it may not be possible in these cases to clearly define for the respondent what we mean by ‘first diagnosed’. As the Healthcare Commission has no defined criteria for ‘first diagnosed’ (e.g.: at a work screening, by their GP, other health professional, parent, etc.) which could be built into the question, we recommend allowing respondents to make a subjective judgement about when they were ‘first diagnosed’.  

Another respondent asked whether the question was asking how he feels now about the information he received back when he was first diagnosed, or how he felt at the time that he was actually diagnosed. One ‘fix’ to this problem could be to add a phrase to the beginning of Q2 (Q2), such as ‘Now thinking back to how you felt when you were first diagnosed…’.  However, this would result in a considerably long question and risks that the respondent would not attend to the important elements of it. Furthermore, the question raised by this respondent could have been an artefact of the artificial setting of such an interview. Under typical conditions, Q2 (Q2) would flow directly from Q1 (Q1), which sets the context with the phrase ‘…when you were first diagnosed’. We therefore do not recommend adding wording to emphasise this point. 
The following are other issues raised by respondents that could be addressed by relatively minor changes to the questionnaire:

· Some only received verbal information but did not want any written information. All were uncomfortable ticking ‘too little’ and would have preferred a ‘didn’t want’ box so they left the question blank. 

· One was not comfortable ticking ‘too little’ information because she said she received no information at all.

· Some respondents, when elaborating on why they chose their answers, were describing the type of information more than the amount of information.

2.2.3 Recommendations

· We recommend modifying questions to be clearer that we are asking about amount, not type, of information. The response categories should also be altered to accommodate these concerns.
2.2.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission it was decided that the wording ‘verbal’ and ‘written’ would be added to the relevant answer categories.

	Q2

	How would you describe the amount of verbal information you received about your diabetes when you were first diagnosed? (Please tick one box only)
	
	
	
	

	
	
	
	
	
	

	
	I didn’t receive any verbal information
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received too little verbal information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received about the right amount of verbal information
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received too much verbal information
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	I didn’t want any verbal information
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	I don’t know, a carer was given verbal information for me
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I can’t remember
	
	
	
	

	
	
	
	7
	
	


	Q3
	How would you describe the amount of written information you received about your diabetes when you were first diagnosed? (Please tick one box only)
	
	
	
	

	
	
	
	
	
	

	
	I didn’t receive any written information
	
	
	
	

	
	
	
	1
	
	

	
	I received too little written information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received about the right amount of written information
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I received too much written information
	
	
	
	

	
	
	
	4
	
	

	
	I didn’t want any written information
	
	
	
	

	
	
	
	5
	
	

	
	I don’t know, a carer was given written information for me
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I can’t remember
	
	
	
	

	
	
	
	7
	
	

	
	
	
	
	
	

	
	
	
	
	
	


2.3 Method of control at first diagnosis

2.3.1 Questions cognitively tested

	Q4 (R1)
	How were you told to control your diabetes when you were first diagnosed? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	Insulin
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Diet
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Tablets
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Other
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	


	Q4 (R2)
	Were you put on insulin fairly soon after you were first diagnosed with diabetes? 
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q5

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q6

	
	
	
	
	
	

	
	
	
	
	
	


	Q5 (R2)
	How many months after you were first diagnosed with diabetes were you put on insulin?
	
	
	
	

	
	
	
	
	
	

	
	Please write in number of months
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	


2.3.2 Findings

In Q4 R1 respondents had some comments about ‘diet’ being on the list since people with diabetes, almost by definition, are told to adhere to a certain diet. Furthermore, we were concerned that ‘first diagnosed’ might be interpreted too narrowly – specifically that those who were not put on insulin until 2 or 3 months after diagnosis (but were, in fact, Type 1) may not tick ‘insulin’ here because the insulin was not prescribed immediately. These issues again raised a basic question about the goals of the question. We assumed the goal was to collect enough information in this section to derive Type 1 or 2. Given the information we had about a 3-month time period between diagnosis and insulin being used in Type1 or 2 determination, we developed new questions to try and be more precise (specifically, Q4 R2 and Q5 R2).

In general, respondents interpreted the phrase ‘first diagnosed’ as ‘immediately’, ‘right then and there’ or within the first day or two. During probing, some respondents said they could imagine others having trouble interpreting the phrase ‘fairly soon’ but for them it was not a problem because insulin was prescribed so soon after diagnosis – within a matter of days. We did not appear to capture anyone in our sample who was diagnosed and put on insulin not ‘immediately’ but soon after diagnosis – that is, within the first 3 months. Therefore we were unable to test this question with the type of respondent for whom the wording might be most problematic. 

When probed on the meaning and differences between Type 1 and 2, respondents gave a variety of answers. Some said Type 1 is insulin-dependent and Type 2 is not, while some simply said they were confused about the difference. Others explained the difference in detail. For example, one described the ‘honeymoon’ period of insulin production, which does not last. Another said childhood onset used to be one clear indicator of Type 1 but now children also develop Type 2. These results are consistent with findings from the qualitative interviews that were conducted with people with diabetes as part of the development stage of this project
.

Problems

Some respondents who were put on insulin immediately or very soon after diagnosis had difficulty with the response category in Q5 R2 (‘number of months’) since it was really less than a month. 

2.3.3 Recommendations 

· Without having captured the relevant type of respondent to test out the interpretation of ‘fairly soon’ in Q4, it is difficult to make a recommendation. However, if it is the case that beginning to inject insulin within 3 months of diagnosis is the ‘outer limit’ for determination of Type 1, then the question could be made more precise (see Q4 (Q4) below). If a yes/no answer to the modified Q4 (Q4) is sufficient, then the question on number of months could be dropped. Finally, given comments from the advisory board that some patients may be put on insulin initially to control dangerously high levels, and then revert to tablets for routine control, a new question could be added (see Q5 (Q5) below). We caution against asking the question in terms of whether they are still/currently on insulin, since this question appears later in the questionnaire and respondents could get annoyed and/or confused if they think we are asking the same question twice.

· Both sets of interviews showed that respondents did not always understand or know the terms type 1 and type 2. However, the Advisory Group and the Healthcare Commission would like to retain this question and thus the final questions below include a new question asking for diabetes type (Q6). At the analysis stage, respondents self reported diabetes type can be compared with diabetes type derived from Q4 and Q5. However, bearing in mind that respondents sometimes did not understand or know these terms, it is important to note that there is likely to be a degree of item non-response at Q6 and/or discrepancy between the two sets of questions.

2.3.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission the wording at Q4 (Q4) and Q5 (Q5) was altered to refer specifically to ‘injecting’ insulin (as opposed to being ‘put on’ insulin) in an effort to make the questions clearer.

· It was also decided to change the reference period at Q5 (Q5) to ask whether the respondent had continued injecting insulin for more than one year. This was felt, by the Healthcare Commission and Advisory Group, to be an appropriate time period to ask about.

	Q4 
	Did you begin injecting insulin within the first three months of being diagnosed with diabetes?
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	Q5 
	Did you continue injecting insulin for more than one year after you first began injecting insulin?
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	Q6
	Do you have Type 1 or Type 2 diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Type 1
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3 Check-ups

3.1 Diabetes check-ups

3.1.1 Questions cognitively tested

	Q6 (R1)
	Where do you usually go for your routine diabetes check-up? (Please tick one box only)
	
	

	
	
	
	
	
	

	
	My doctor’s surgery
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	The hospital clinic
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	Somewhere else (please write in)
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	It varies
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	Have never had a routine diabetes check-up
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	Don’t know
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	Q8


	Q6 (R2) 
	Where do you go for your diabetes check-up, where a doctor or nurse conducts a full set of tests and makes any adjustments to your treatment? This check-up is sometimes known as an ‘annual review’ though some people have more or less than one per year. (Please tick one box only)
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	It varies
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	Have never had a diabetes check-up
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	Don’t know
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3.1.2 Findings

During R1 it became clear that the term ‘routine diabetes check-up’ meant many different things to different people – anything from a rather informal weekly check-up to discuss ‘eating, drinking and sugar amounts’ to a full-scale annual review. Respondents also described a number of different scenarios in-between. For example, some thought of ‘routine diabetes check-up’ as a regular 3-month check-up for either ‘all the routine tests’ or simply urine and blood tests (but this regular 3-month check-up was not considered an ‘annual review’). Some have a ‘routine diabetes check-up’ every 6 months for blood, eye and feet tests/checks, but do not describe this as an annual review. For one respondent who goes almost weekly to discuss diet and glucose levels, it seems she does not have an annual review per se. Rather, if there appears to be a problem (e.g. with eyes or feet) she is sent for further specialised tests to address that problem. She did say she has separate appointments to discuss her HbA1c test. Presumably these are every 3 months. For another respondent who also goes in almost weekly for discussions, she did say she has a ‘once-in-a-while – every 6 months or year – check-up to test nerve endings, eyes, height/weight, blood, liver, kidneys’. In other words, this respondent was functionally describing the annual review.  

Aside from respondents’ non-standard interpretation of ‘routine check-up’, they did not seem to have trouble with the concept of ‘usually’ since they do not seem to go back-and-forth between primary and secondary care; they all said it was either the doctor’s surgery or the hospital clinic. Furthermore, even though several respondents said they have tests taken at multiple locations (e.g. eyes, feet) they did not have trouble deciding which location described the place of their ‘annual review’ because that was the place where they discussed all the test results with a GP or specialist. One respondent has a particularly diverse routine – he goes to the hospital for his HbA1c test, to an eye doctor and to a foot specialist for those tests/checks, but all the results are sent to the GP, where they are discussed with him. And the respondent had no trouble answering GP here. 

Findings from R1 led us to modify the question, as shown in Q6 (R2) (Q7). 

Problems

Q6 (R2) (Q7) was an improvement over the R1 version. Most respondents understood the intended meaning of the question, even if they had some issues or questions with certain aspects of the questions. Some respondents recognised the term ‘annual review’ and did not have trouble with the question even though they have one every 6 months, or sometimes every 3 months if they are having complications.

However, the question was not without its problems. Respondents found it a bit ‘long and wordy’. One respondent did not precisely know what we meant by ‘full set of tests’, since he was not entirely sure what tests are done at the annual review. He also said the ‘defining’ component of the annual review is not so much the tests but the discussion about what has been working and not working in the past 6 months or year. This ‘definition’ is at odds with other respondents who go in on an almost weekly basis to discuss things but would not describe this as an ‘annual review’. The one common denominator defining the annual review seemed to be the HbA1c test. However, this alone would not define annual review since some patients may have this test every 3 months, in isolation of a more comprehensive check-up. 

Finally, on the issues of intermediary or community-based specialist clinics, we did not have any respondents in the sample that mentioned this so we could not explore wording options for this. However, it was unclear that a respondent would necessarily recognise an ‘intermediary’ clinic per se, if it happens to be held at the GP surgery or the hospital. That is, the patients who attend these clinics may not notice the distinction between the clinic and the location where it is held. We therefore do not recommend including it here as a response option since it is quite likely to be highly under-reported.

3.1.3 Recommendations

· In light of all these disparate findings, the question was modified in order to shorten it somewhat but maintain the basic content. The combination of elements in the question – test results, review of treatment, and the term ‘annual review’ – seem to cover the bases given respondents’ diverse experiences. 

3.1.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission and the Advisory Group a decision was made to replace ‘a full set of tests is conducted and your treatment is reviewed’ with ‘your test results and treatment are reviewed’. This wording was anticipated to be clearer to respondents.

	Q7 
	Where do you go for your diabetes check-up, where your test results and treatment are reviewed? This check-up is sometimes known as an ‘annual review’ though some people have more or less than one per year. (Please tick one box only)
	
	

	
	
	
	
	
	

	
	My doctor’s surgery
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	The hospital clinic
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	Somewhere else (please write in)
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	It varies
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	I have never had a diabetes check-up
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	Don’t know
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3.2 Reasons for not having had a check-up

3.2.1 Questions cognitively tested 

No respondents were routed to the following question.

	Q7
	Why have you not had a diabetes check-up?
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I have no problems with my diabetes so not necessary
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	The check-up was at an inconvenient time
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	I was not contacted to make an appointment
	
	
	
	
	

	
	
	
	3
	(
	Q11

	
	It was cancelled by the practice or hospital
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	Q11

	
	
	
	
	
	
	

	
	Other reason (please write in)
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	Q11


3.2.2 Recommendations

· We recommend retaining the existing question as no evidence was generated to suggest otherwise.

3.2.3 Final questions following consultation with the Healthcare Commission

· Following the cognitive test the Healthcare Commission requested that we alter the question wording slightly to ask why have you ‘never’ had a diabetes check-up rather than why have you ‘not’. The statement ‘Please tick all that apply’ was added to remind respondents that they can tick more than one option.

· The Healthcare Commission also requested a new category be added: ‘there was no interpreter available’.

· A further request was that a new question be added to find how convenient it was for the respondent to get to their diabetes check-up.

	Q8
	Why have you never had a diabetes check-up? (Please tick all that apply)
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I have no problems with my diabetes so not necessary
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	I was not contacted to make an appointment
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	It was cancelled by the practice or hospital
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	There was no interpreter available
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	Other reason (please write in)
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	Q9
	How convenient is it for you to get to your diabetes check-up (where your test results and treatment are reviewed)? 
	
	
	
	

	
	
	
	
	
	

	
	Very convenient
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	Not very convenient
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	I have my diabetes check-up at home
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3.3 Number of check-ups in the last year

3.3.1 Questions cognitively tested

	Q8
	In the last 12 months – that is, from September 2004 up until today – how many times have you had a diabetes check-up?
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	Three or more times
	
	
	
	

	
	
	
	4
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3.3.2 Findings

Some respondents had no trouble with this question at all – said it was either once or twice a year, depending on whether they were having any complications. For example, one respondent said she goes once/year but is now trying to get pregnant. If she does get pregnant she will probably need to go for an annual review more frequently to keep a closer watch on things. Another explained that he used to go every 6 months but now things are more under control and the doctors think he is doing ok so he goes only once a year now.

Problems

Most difficulties with this question were intertwined with difficulties in Q6 (Q7) to define the target concept – i.e.: the annual review. Specifically, some respondents answered ‘three or more’ but could not say precisely ‘how many’ because they had been for a visit virtually once a week. Also, some respondents did not necessarily link Q6 (Q7) and Q8 (Q10).  They assumed Q8 (Q10) was asking about something more routine and frequent than Q6 (Q7).

3.3.3 Recommendations

· We suggest modifying the question to link it more clearly to Q6 (Q7). Also, the phrase ‘that is, from September…’ did not seem to help clarify the time period for respondents, and since the field period will be spread out across several months it is not feasible to include this phrase.
3.3.4 Final questions following consultation with the Healthcare Commission

· The wording at this question was altered to remain consistent with Q6 (Q7) – to replace ‘a full set of tests is conducted and your treatment is reviewed’ with ‘your test results and treatment are reviewed’.

	Q10
	In the last 12 months how many times have you had a diabetes check-up (where your test results and treatment is reviewed)?
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	Three or more times
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3.4 Medical records

3.4.1 Questions cognitively tested

	Q9
	How often do staff there have your most up-to-date diabetes-related medical records to refer to?
	
	
	
	

	
	
	
	
	
	

	
	Always or almost always
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	Rarely or never
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	Don’t know
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3.4.2 Findings

Some respondents questioned whether we meant diabetes-specific records or general health records, though many assumed we meant only diabetes records. To address this we added the words ‘diabetes-related’ before ‘medical records’ in the R2 questionnaire. Otherwise, respondents did not exhibit any difficulty with the concept of ‘medical records’. They thought of both hard-copy folders and electronic records. When asked why they thought the medical staff had their records, respondents gave a range of answers, such as:

· ‘I guess I just assumed it’

· ‘They review the records from the most recent visit’

· ‘They bring out the file’

· ‘The nurse has the results from the past visit up on the computer during the check-up’.
Problems

The bigger problem was that some respondents did not put the question in the context of the annual review (that is, they failed to link the question back to Q6 (Q7)). They questioned what location we meant (i.e.: were not sure what we meant by the word ‘there’ in ‘…staff there have your most...’). Also one respondent had difficulty with the term ‘staff’. It made her think of hospital staff because at the hospital she sees so many different people before she gets to the consultant and she thinks of these people as ‘staff’. This confused her because she goes to the GP for her annual review, and sees either the doctor or nurse but does not consider them ‘staff’. Finally for one respondent it was not clear to him that we meant ‘when you go there, do they have your records’. He just thought we were asking if they maintain the records and check them on their own periodically, and he would not know that.

3.4.3 Recommendations

· To ensure respondents make the connection between this question and the annual review context, we recommend including the description of the annual review (as in the new Q10 on frequency of annual review visits), and also being explicit that we mean ‘when you go there’. 

· Using the phrase ‘doctor or nurse’ rather than staff may avoid confusion for some respondents. 

· Finally, ‘diabetes records’ is a bit shorter than ‘diabetes-related medical records’ and may be sufficient to convey the meaning.

3.4.4 Final questions following consultation with the Healthcare Commission

· Again, following consultation with the Healthcare Commission, the wording at this question was altered to remain consist with Q6 (Q7) – to replace ‘a full set of tests is conducted and your treatment is reviewed’ with ‘your test results and treatment are reviewed’.

	Q11
	When you go for your diabetes check-up (where your test results and treatment are reviewed) how often does the doctor or nurse have your most up-to-date diabetes records to refer to?
	
	
	
	

	
	
	
	
	
	

	
	Always or almost always
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3.5 Continuity of care

3.5.1 Questions cognitively tested

	Q10 (R1)
	How often do you see the same doctor or nurse or other health specialist during your routine diabetes check-ups?
	
	
	
	

	
	
	
	
	
	

	
	Always or almost always see at least one person consistently
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	Rarely or never see anyone consistently
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	Q10 (R2)
	How often do you see the same person when you go for your diabetes check-up? 
	
	
	
	

	
	
	
	
	
	

	
	I always see the same person
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	I usually see the same person
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	I see a different person each time
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	Don’t know
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3.5.2 Findings

For some respondents this posed no difficulty; they have been seeing either the same doctor or nurse for years. For others the R1 answer categories were unclear and respondents could not easily choose one with confidence. One pointed out that ‘consistently’ is inconsistent with ‘sometimes’ in the 2nd response option. Another said he sees one of three doctors, so it was not a ‘constant parade of different people’ but it was not the same person either. One respondent said she would answer differently for doctor or nurse (sees a different nurse each time but often sees the same doctor). Another, who sees the same nurse each time but a different doctor, said she simply would not know what to record. Given the problems we encountered, we reverted back to the original version of the question for R2 testing.

Problems

Again respondents had trouble linking this to the annual review context set up in Q6 (Q7). Otherwise, some of the same problems encountered with the R1 version were observed in the R2 version as well. Specifically, some respondents see one staff person fairly consistently but other staff either rotate or are always different. Some respondents have trouble providing an answer when this is the case; others do not. For example, one respondent (who seems to have good control of her diabetes and only goes to see a hospital consultant once/year) answered ‘rarely or never’ with no doubt. She said she might see some of the same people each time (e.g.: the nurse who weighs her). But it was a busy hospital and she feels even though she might recognise some of these staff, they do not recognise her. Furthermore, she has only limited interaction with these staff members; it is the consultant who really reviews her results and holds a discussion with her. In her case the consultant she sees is always someone different every year. For all these reasons she chose ‘rarely or never’. Another respondent ticked ‘always’ because for the most part he sees the same diabetes consultant each time. Other staff rotate but he discounts this lack of continuity because it is the consultant he really discusses things with and that person is generally consistent over time. Other respondents ticked ‘always’ because it is the same diabetes nurse they see consistently, even if the consultant varies.

3.5.3 Recommendations 

· It appears that respondents who see someone in the diabetes team (either a doctor or a nurse) somewhat consistently answer this question in different ways. Some simply have trouble deciding which type of health professional we mean and can not answer the question. Others who see a mixture – some staff rotate and some are consistent over time – answer in different ways. Some discount the rotating staff and answer ‘always’ since there is one person who is reasonably consistent; while others discount the consistent staff since their main contact is always changing. Therefore we recommend being more specific about the type of health professional being asked about. If doctor and nurse are sufficient, we would recommend asking two separate questions and putting ‘doctor’ and ‘nurse’ in bold to emphasise the difference in the questions. 

· We also recommend adding a response category for ‘don’t usually see [doctor/nurse]’.

3.5.4 Final questions following consultation with the Healthcare Commission

· Following these recommendations the Healthcare Commission took the decision to subsequently cut both of these questions due to lack of space in the questionnaire.

	CUT
	When you go for your diabetes check-up (where a full set of tests is conducted and your treatment is reviewed) how often do you see the same doctor?
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	I see a different doctor each time
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	I don’t usually see a doctor
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	Don’t know
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	CUT
	When you go for your diabetes check-up (where a full set of tests is conducted and your treatment is reviewed) how often do you see the same nurse?
	
	
	
	

	
	
	
	
	
	

	
	I always see the same nurse
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I usually see the same nurse
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	I see a different nurse each time
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	I don’t usually see a nurse
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3.6 Urgent care contact

3.6.1 Questions cognitively tested

	Q11 (R1)
	Is there a nurse or doctor who you can contact about your diabetes during the evenings, nights and weekends?
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	Q11 (R2)
	Do you have the phone number of a doctor or nurse who you can contact about your diabetes during the evenings, nights and weekends?
	
	
	
	

	
	
	
	
	
	

	
	Yes, evenings
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	Yes, nights
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3.6.2 Findings

The R1 question posed some challenges for respondents. Some said they had, or had been given, a phone number but were not sure they were really ‘authorised’ to use it or that anyone would be reachable if they actually tried to call during off-hours. Others answered with no apparent difficulty but it is unclear if this was truly an off-hours contact. For example, one respondent said he can call one nurse in particular any time if he has any problems. It was unclear whether this nurse would actually be available and able to assist if an emergency did come about during off-hours. Still others said they could call their GP, but that this was not a diabetes-specific number. Another said her GP gave her his personal mobile number because he changed her insulin just before a weekend, and wanted her to have a contact in case the new insulin dosage caused problems. Months on the respondent still has this number but would be reluctant to use it. Finally some respondents said they do not actually have a number but they could get one if they looked it up, and others assumed they could call their GP emergency number. For these reasons we modified the question in R2 to ask more specifically if they actually have a number. We also added separate response categories for different periods of off-hours.

Problems

Some of the same problems were observed in the R2 as in the R1 version. For example, one respondent said she has the number of a diabetic nurse, but it was not clear if this nurse would really be available or able to help. Another said he could call his surgery anytime but that he would be treated like any other patient so he was not sure what box to tick and left it blank. Others mentioned having a NHS number but were not sure if this ‘counted.’ Regarding response categories, some respondents questioned what was meant by ‘evening’ versus ‘nights’. 

3.6.3 Recommendations

· Even in the second version of this question, respondents clearly had difficulty with the concept of actually having a number versus being able to get one. They also seemed confused over general NHS emergency care and diabetes-specific urgent care. Finally there was some problem with the distinction between time periods. Given these findings, it simply may not be possible to clearly convey to respondents that we mean (1) whether they actually have a phone number and (2) whether that phone number is dedicated to diabetes urgent care, versus general GP/NHS care. It may be that these respondents are flagging up a fundamental problem, which is that there may not be a clear distinction between diabetes care and general care, particularly for those patients who go to their GP for almost all diabetes care.

· Therefore we recommend some modest changes to the basic question (do you have a phone number) based on the above findings, but caution that this still may pick up some ‘false positives.’ That is, some respondents may say ‘yes’ to this question even though they may not actually have a number, or the number may not be diabetes-specific. In order to help give some meaning to the question, and help PCTs identify gaps, we would recommend follow-up questions to determine whether patients have actually used the number and whether it helped. This would not yield precise information on whether the gap is at the primary or secondary level, or when during off-hours patients do or do not get care. However, as a first cut, it would give some indication of the percentage of patients who need off-hours care and the percentage who actually receive it.

3.6.4 Final questions following consultation with the Healthcare Commission

· A reminder to ‘Please tick all that apply’ was added to Q11 (Q13) following consultation with the Healthcare Commission.

· Despite the recommendation to add two new suggested questions the decision was taken, jointly by the Healthcare Commission and the Advisory Group, not to include them in the final version of the questionnaire in order to keep it to an acceptable length.

	Q13
	Have you been given the phone number of a doctor or nurse who you can contact about your diabetes after hours (that is, on weekends and after 6pm on weeknights)? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	Yes, evenings
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	CUT
	Have you ever called this number?  
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	CUT
	The last time you called, did you receive the help you needed?
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4 Tests

4.1 HbA1c test

4.1.1 Questions cognitively tested

	Q12 (R1)      
	In the last 12 months did you have a special blood test to look at your long-term or ‘average’ blood glucose level? This test is called a glycosylated haemoglobin, or HbA1c, and is taken at a doctor’s surgery or health centre.  
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q13

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q16

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	(
	Q16


	Q12 (R2)
	In the last 12 months have you had a special blood test to look at your long-term or ‘average’ blood glucose level? This test is called a glycosylated haemoglobin, or HbA1c, and is taken by a doctor or nurse.  
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q13

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q16

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	(
	Q16


	Q13
	Thinking about the most recent HbA1c test, were you given your test results in writing?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


	Q14
	Were you told that the result was:
	
	
	
	

	
	
	
	
	
	

	
	Too high
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	About right
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	Too low
	
	
	
	

	
	
	
	3
	
	

	
	Wasn’t told results
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	5
	
	


	Q15
	Please write in your latest HbA1c result if you remember it


_______________________________________


	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	


4.1.2 Findings

Most respondents understood the test (HbA1c) in Q12, though different terms were used/recognised by different people. Some respondents recognised the term ‘HbA1c’. This term was recognised on the page, even though respondents admitted that would not be able to generate/remember it without seeing it written down, for example ‘I can never remember the abbreviation, ever since I’ve been diabetic’. 

People also understood the term ‘average’ and ‘long-term’. When probed for other terms, some respondents said they used the term ‘3 month blood test’, but this term also confused some respondents, because they did not have their HbA1c tested every 3 months. 

The term glycosolated haemoglobin was not used/recognised, and tended to stop people in their tracks because it sounds so technical. 

One respondent was confused by the original wording (R1) of the question, which included ‘..is taken at a doctor’s surgery’ because she said that hers was taken at the hospital clinic, therefore this was changed for the second version. 

Some respondents were given their results, but they did not know what they were, and were unable even to give a range, without looking them up. Others knew exactly what they were, while others were able to give a range. Some respondents felt uncomfortable saying that they were not given their results in writing, because they said that they did not want to know their results – they felt happy that the doctor told them everything they needed to know and did not want to seem critical. For example one respondent said that she never gets the actual result, the doctor just tells her if ‘it is good or bad’. Another said that he did not know what the range was ‘but I know I’m in it’. 

At the Advisory Group, we discussed the fact that Q14 is meaningless without Q15, and that Q15 is likely to have a lot of item non-response (as people do not know their results). It was agreed that we should delete these, so that the questions on HbA1c would simply focus, like the other questions on tests, on whether they had had the test, and whether they were given the results. 

4.1.3 Recommendations

· We recommend deleting the term glycosolated haemoglobin as it was not used or recognised by respondents and was seen as too technical.

· Secondly, we recommend the addition of a response category to Q13 (Q16) (and to later questions on tests), for those who did not want to receive their results. 

· It is recommended that we delete Q14 and Q15. As discussed above, Q15 is likely to be subject to a large degree of item non-response and hence, without Q15, Q14 is rendered meaningless.

· Lastly, we recommend adding the wording ‘doctor or nurse’ to (Q14) so that respondents will not confuse this test with the blood tests they take themselves.

4.1.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission and the Advisory Group it was requested that we add two new questions (Q15 and Q17) to replace Q14 and Q15. 

· Q15 was anticipated to yield more meaningful responses in that respondents would be able to simply state whether they know their HbA1c value rather than having to write it down.

· Q17 addressed a new data requirement – to find whether respondents would like to receive their HbA1c value in writing.

	Q14
	In the last 12 months have you had a special blood test to look at your long-term or ‘average’ blood glucose level? This test is called HbA1c, and is taken by a doctor or nurse.  
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q15

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q18

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	(
	Q18


	Q15
	Do you know your HbA1c value?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	


	Q16
	Thinking about your most recent HbA1c test, were you given your test results in writing?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Did not want results in writing
	
	
	
	

	
	
	
	3
	
	

	
	Don’t know
	
	
	
	

	
	
	
	4
	
	


	Q17
	Would you like your HbA1c results to be sent to you directly (e.g. by post or email)?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Do not wants results sent to me directly
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


4.2 Urine test, blood pressure and cholesterol

4.2.1 Questions cognitively tested

	Q16 (R1)
	In the last 12 months has a doctor or nurse carried out any of the following tests? (Please tick one box on each line)
	
	
	
	

	
	
	Yes
	No

	
	
	
	
	
	
	
	

	
	Urine test
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	Blood pressure
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	Cholesterol
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	


	Q16 (R2)
	In the last 12 months has a doctor or nurse carried out any of the following tests? (Please tick one box on each line)
	
	
	
	
	
	
	
	
	

	
	
	Yes
	No
	Don’t know

	
	
	
	
	
	
	
	
	
	
	

	
	Urine test
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Blood pressure
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Cholesterol
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	


	Q17 (R1)
	If you did have any of these tests, were you given test results in writing? (Please tick one box on each line)
	
	
	
	

	
	
	Yes
	No

	
	
	
	
	
	
	
	

	
	Urine test
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	Blood pressure
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	

	
	Cholesterol
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	


	Q17 (R2)
	If you did have any of these tests, were you given test results in writing? (Please tick one box on each line)
	
	
	
	
	
	
	
	
	

	
	
	Yes
	No
	Don’t know

	
	
	
	
	
	
	
	
	
	
	

	
	Urine test
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Blood pressure
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Cholesterol
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	


4.2.2 Findings

These questions were altered between rounds of cognitive interviewing as respondents said that a ‘Don’t know’ category would be helpful, as they were not always sure of all three tests. Respondents were familiar with these tests and were able to remember whether or not they had had the test in the last year. Some respondents said that they had had these tests done two or three times and so ticking ‘Yes’ was easy. Respondents were also asked whether they knew what these tests were for, why they were being conducted. Some respondents thought that the urine test was to monitor levels of protein and others said it was measuring sugar. Respondents were clear about the reasons for their blood pressure tests but some were less sure about the cholesterol test. One younger respondent said that she did not know what this test was and was adamant that she had not had one. 

The second question was easier to understand and answer. Respondents were very clear on whether they had been given their results in writing and those who had not been given anything in writing found it easy to tick the three ‘No’s quickly. Some respondents said that they were given the results verbally rather than in a written format, others said they were not told anything at all, the results were sent to the doctor and not discussed. One respondent said that her results were written down for her ‘there and then’ on her card for her to take home. Respondents found the grid format easy to understand and answer for both questions.

4.2.3 Recommendations

· We recommend retaining the existing questions.

4.2.4 Final questions following consultation with the Healthcare Commission

· Following decisions made regarding the structure and layout of the final questionnaire these questions needing altering in order to allow two columns to fit onto one page. Therefore both Q16 (Q18, Q21, Q23) and Q17 (Q20, Q22, Q24) were separated out into individual questions.

· This new structure made it easier to add the option ‘Did not want results in writing’ to each question on whether the respondent had received their test results in writing.

· As a result of the cognitive findings, the Healthcare Commission also requested that we add a new question (Q19) to find whether respondents knew the purpose of their urine test
. 

	Q18
	In the last 12 months has a doctor or nurse carried out a urine test?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q19

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q21

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	(
	Q21


	Q19
	What was the purpose of the urine test? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	To test for protein
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To test for glucose
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


	Q20
	Were you given your urine test results in writing?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	

	
	Did not want results in writing
	
	
	
	

	
	
	
	4
	
	


	Q21
	In the last 12 months has a doctor or nurse taken your blood pressure?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q22

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q23

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	(
	Q23


	Q22
	Were you given your blood pressure results in writing?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	

	
	Did not want results in writing
	
	
	
	

	
	
	
	4
	
	


	Q23
	In the last 12 months has a doctor or nurse carried out a cholesterol test?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q24

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q25

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	(
	Q25


	Q24
	Were you given your cholesterol test results in writing?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	

	
	Did not want results in writing
	
	
	
	

	
	
	
	4
	
	


4.3 Retinopathy screening

4.3.1 Questions cognitively tested

	Q18
	In the last 12 months did you have an eye test where a photograph of the back of your eyes was taken? (This is also known as retinopathy screening).
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


4.3.2 Findings

This question was generally clear to respondents and they were able to answer whether they had had a photograph taken of the back of the eyes in the last year.

Problems

The second sentence ‘this is also known as retinopathy screening’ was not found to be helpful as respondents occasionally thought that they had had retinopathy screening but that this was done with drops rather than an actual photograph taken. Other respondents did not understand this term and had not heard it used previously.

4.3.3 Recommendations

The Healthcare Commission confirmed that the aim of this question is to find specifically whether a photograph of the back of the eyes has been taken so we recommend dropping the second sentence from the question wording to avoid any confusion.
4.3.4 Final questions following consultation with the Healthcare Commission

· This question remained unchanged with the exception of the second sentence ‘(This is also known as retinopathy screening)’ being removed as respondents were not familiar with this term.

	Q25
	In the last 12 months did you have an eye test where a photograph of the back of your eyes was taken?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


4.4 Other tests and examinations

4.4.1 Questions cognitively teste

	Q19
	In the last 12 months have you had your bare feet examined?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


	Q20
	In the last 12 months have you seen a dietician?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


	Q21
	In the last 12 months, have you been weighed by a doctor or nurse?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


4.4.2 Findings

Respondents did not experience any problems in answering these questions or thinking back over the last 12 months. When asked why their bare feet were checked, respondents gave a variety of responses. Some felt that this was “normal” for diabetics as diabetes ‘can affect your feet’ or give you ‘bad feet’. Others felt that having their feet checked was related to poor circulation and to check the sensitivity in their feet. Others commented that they needed to check for ‘damage, callouses and other things to do with diabetes’. Some respondents were not sure whom to think of when answering the question; some said that their feet had been checked by the chiropodist, others by the hospital. In these cases, however, the respondents ended up ticking ‘Yes’. One respondent said that ‘bare feet’ sounded silly to him while others said that it helped clarify exactly what we were asking.

Respondents described a ‘dietitan’ as someone to advise them on their diabetes and diet. One respondent a dietitian was ‘a woman sitting in an office reading out diet sheets’. Other respondents said that they had seen a dietitian when originally diagnosed but had not seen one since. Some respondents felt that they had no need to see a dietitian and would not want to if it were offered.

4.4.3 Recommendations

It is recommended to retain the questions used during cognitive testing, as no problems were uncovered. One small change is to alter the spelling of ‘dietitian’ to ensure consistency across the questionnaire.

4.4.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission and the Advisory Group these questions remained unchanged.

	Q26
	In the last 12 months have you had your bare feet examined?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


	Q27
	In the last 12 months have you seen a dietitian?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


	Q28
	In the last 12 months, have you been weighed by a doctor or nurse?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


4.5 Contact with health professionals

4.5.1 Questions cognitively tested

	Q22 (R1)
	In the last 12 months, have you had enough contact with the following health professionals? (Please tick one box on each line)
	
	
	
	
	
	
	
	
	

	
	
	Yes
	No
	Don’t need contact

	
	
	
	
	
	
	
	
	
	
	

	
	Practice doctor (GP)
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Practice nurse
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Specialist doctor
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Specialist nurse
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Foot specialist
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Eye specialist
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Dietician
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	


	Q22 (R2)
	In the last 12 months, have you had enough contact with the following health professionals in relation to your diabetes? (Please tick one box on each line)
	
	

	
	
	
	
	
	

	
	
	Enough
	Almost enough
	Not enough
	Don’t want or need contact

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Doctor at local GP surgery
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Nurse at local GP surgery
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Specialist consultant doctor at hospital
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Specialist diabetes nurse at hospital
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Chiropodist, podiatrist or foot specialist
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Eye specialist
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Dietician
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	


4.5.2 Findings

The R1 version posed several problems for respondents. Mainly, respondents misinterpreted the question as asking if they had seen these various professionals (full stop), not whether they had seen enough of them. Also, respondents were not sure if the question was referring to diabetes-specific or general care. This was particularly confusing for respondents who go to their local surgery for their diabetes (they were not sure if the question was asking about diabetes care or other non-diabetes-related care). For some specialists, one respondent said he did not need to see them but still ticked ‘no’ instead of ‘don’t need contact’. Finally, regarding response categories, some respondents had trouble with ‘specialist nurse,’ ‘specialist doctor’ and ‘practice nurse’. Also the ‘other’ category made respondents think they had to fill something in. One respondent said ‘dentist’ was missing from the list since poorly treated diabetes can cause gum problems.

The R2 version was modified to take into account these problems. Rather than a yes/no format we used a scale (enough, almost enough, not enough), and we modified response categories.

Problems

While the R2 version seemed to be an improvement, we still observed problems. Some respondents were still thinking about whether they had seen the health professional, not whether it was enough contact.  Some also used very different criteria for giving the same answer for various health professionals. For example, when thinking about the specialist nurse one respondent said, 'Well we say hello, so I suppose that is enough' because he said he does not value her input. But for the specialist consultant, with whom he has much more substantive contact, he also ticked 'enough' because he feels the doctor spends enough time with him. So this respondent ticked 'enough' for several different reasons, which would not be apparent in analysis. Similarly, another respondent ticked ‘enough’ for all health professionals but for different reasons. For doctor and nurse at GP surgery she said she would not want to go there for her diabetes and therefore contact was 'enough.' But for the hospital consultant and nurse they have been really good and she sees them once/twice a year and that is 'enough'.  For the eye and food specialists she said she does not think she needed it but still ticked 'enough'. When probed she said she had not read across the entire row so did not really see the 'don't want or need contact'. Finally, one respondent hesitated to tick 'doesn't want or need' because it is just that he does not need contact.

4.5.3 Recommendations

· Given the problems noted above, and discussions with the Healthcare Commission at the debriefing, we recommend simplifying this question to specifically address unmet need. That is, rather than the concept of ‘enough’ contact we recommend shifting to asking whether respondents would like to see more of any given health professional.

· An additional response category ‘Specialist diabetes nurse at local GP surgery’ has been added for consistency with other questions.

4.5.4 Final questions following consultation with the Healthcare Commission

· The decision was made to cut this question following consultation with the Healthcare Commission. This was in order to reduce the overall questionnaire length to keep it to an acceptable level.

	CUT
	In the last 12 months, would you like to have seen more of any of the following health professionals in relation to your diabetes? (Please tick one box on each line)
	
	
	
	

	
	
	
	
	
	

	
	Doctor at local GP surgery
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Nurse at local GP surgery
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Specialist diabetes nurse at local GP surgery
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	Specialist consultant doctor at hospital
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Specialist diabetes nurse at hospital
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Podiatrist, chiropodist or foot specialist
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Eye specialist
	
	
	
	

	
	
	
	7
	
	

	
	
	
	
	
	

	
	Dietitian
	
	
	
	

	
	
	
	8
	
	

	
	
	
	
	
	

	
	Anyone else (please write in)
	
	
	
	

	
	
	
	9
	
	

	
	
	
	
	
	

	
	
	
	
	
	


4.6 Care Planning

4.6.1 Questions cognitively tested

	Q23 (R1)
	Thinking about the last 12 months, when you received care for your diabetes, how often were you…(Please tick one box on each line)
	
	
	
	
	
	
	
	
	

	
	
	Rarely or Never
	Some of the time
	Almost Always

	
	
	
	
	
	
	
	
	
	
	

	
	Asked for your ideas when you made a treatment plan
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Given choices about treatment to think about
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Asked to talk about any problems with my medicines or their effects
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Given a written list of things I should do to improve my health
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Shown how what I did to take care of myself influenced my health
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Asked to talk about my goals in caring for my diabetes
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Helped to set specific goals to improve my eating or exercise
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Given a copy of my treatment plan
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	


	Q23 (R2)
	Thinking about the last 12 months, when you received care for your diabetes, how often were you…(Please tick one box on each line)
	
	
	
	
	
	
	
	
	

	
	
	Rarely or Never
	Some of the time
	Almost Always

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Asked for your ideas for making a treatment plan
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Given choices about treatment to think about
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Asked to talk about any problems with your medicines or their effects
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Given a written list of things you should do to improve your health
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Shown how what you did to take care of yourself influenced your health
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Asked to talk about my goals in caring for your diabetes
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Helped to set specific goals to improve your eating or exercise
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	


	Q24
	In the last 12 months were you given a copy of your treatment plan?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q25

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q26

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	(
	Q26


	Q25 (R1)
	If you were given a treatment plan, which of the following did this plan include? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	Your next appointment time and place
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Name of someone to contact if you need to
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Personal advice about managing your diabetes until your next appointment
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Personal goals about your diabetes
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Personal advice about the kinds of food to eat
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Personal advice about your exercise
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q25 (R2)
	Which of the following did this plan include? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	Your next appointment time and place
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Name of someone to contact if you need to
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Personal advice about managing your diabetes until your next appointment
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Personal goals about your diabetes
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Personal advice about the kinds of food to eat
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Personal advice about your exercise
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	

	
	
	
	
	
	


4.6.2 Findings

This section of the questionnaire was altered between rounds of cognitive testing. It was felt that the issue of a ‘treatment’ plan needed to be dealt with separately from the other elements of Q23 and so we inserted a new question (Q24) asking specifically whether they had been given a copy of their treatment plan and if respondents ticked ‘Yes’ they were routed to Q25 which gave a list of things this plan could have included. We also altered the wording at Q23 from asking about ‘my diabetes…’ etc to instead ask about ‘your diabetes’ as this seemed to flow better from the ‘stem’ of the question.

Overall, this section proved to be extremely problematic, mainly because respondents did not have a care or treatment plan, or know what one was. Some respondents tried to fit their experience to the question so, for example, they interpreted ‘treatment plan’ as their DAFNE course and answered the questions about that. Or, they interpreted it as their insulin prescription/regime and answered the questions accordingly. Others were just thinking about their check-ups with the doctor, and the kind of discussions they have there, but these did not involve a formal treatment plan. Those who did not try to fit their experience to the questions simply said that the questions were not applicable to them and/or that they did not understand them. One respondent ticked the middle box most of the time because she ‘did not know what to put’. Respondents tended to think in terms of verbal discussion with the doctor/nurse on how to manage their diabetes, rather than a ‘formal’ or ‘written’ treatment plan.

There were also some problems regarding the time frame (last 12 months). Some respondents had forgotten about this, particularly by the time they got further down the list of questions. Also, the response code ‘never’ distracted some people from the last 12 months and they were answering about ‘ever since I’ve had diabetes’. One respondent said that she knew enough about her diabetes management from the DAFNE course and that she had not needed to discuss any of these issues with her doctor in the last 12 months. 

Some respondents had forgotten the stem of the question by the time they got down to the later items, which, consequently, did not mean much to them. 

There was found to be some repetition between Q23 and Q25.

In terms of specific questions: 

‘asked to talk about any problems with your medicines or their effects’ – some respondents were unclear as to who was asking who here (i.e. was it their doctor asking them or vice versa?). Some said that they did not have any problems and so were unsure what to put. 

‘helped to set specific goals…’ this term caused some problems. Some respondents said that the doctor told them to lose weight or do more exercise and so they interpreted this as ‘specific goals’, and answered yes, even though the advice was rather vague. Others, who also had advice to lose weight, answered no here. 

‘given choices about treatment’ some respondents found this difficult as they said that they did not have a choice – they have to take insulin. Consequently, they were somewhat puzzled by the question. One respondent, on insulin who felt like she therefore had no choice, thought that the question might mean ‘alternative therapies, or gene therapy’.

‘shown how what you did to take care of yourself influenced your health’ – this was really problematic as the clumsy wording bewildered respondents. Respondents read the sentence over and over again in order to try to understand it. Some respondents questioned whether it was asking about hypothetical experience, e.g. ‘if you do more exercise, you will lose weight and feel better’ or actual experience ‘see, you have not been managing your diabetes very well and your Hba1c has gone up’. 

Q24 & Q25 did not work because people did not know what a treatment plan was. They stated that Q24 needed an option for ‘do not have a treatment plan’ so that they did not go on to Q25. At Q25, respondents were thinking about verbal, rather than written, information/awareness. ‘Personal’ did not seem to cause problems and was interpreted as ‘tailored to me’.  

During discussion with the Advisory Group it emerged that certain items from Q25 were important, despite not being part of a formal ‘treatment plan’. It was also clarified that it was not necessary for these items to be in the form of a written record – instead we want to tap into whether these issues were discussed at all. 

4.6.3 Recommendations

In consultation with the Healthcare Commission and the Advisory Group, and based on the findings from the cognitive interviews, we recommend the following changes for this section:

· From Q23, delete item 3 (problems with medicines) and item 5 (shown how what you did to take care…), and last item (set specific goals). 

· Delete Q24 as respondents are not familiar with the term ‘care plans; and thus respondents are not being routed to Q25.

· Merge the important items from Q23 and Q25 (Q12a-g) to avoiding repetition.

4.6.4 Final questions following consultation with the Healthcare Commission

· Due to the necessary format of the final question these questions needed to be spilt into separate questions (Q12a-g).

· Following consultation with the Advisory Group, the term ‘exercise’ was replaced with ‘physical activity’ throughout the questionnaire.

· Again, following consultation it was requested that the wording ‘treatment options’ be replaced with ‘medication’.

	Q12a
	Thinking about the last 12 months, when you received care for your diabetes…

…did you discuss your ideas about the  best way to manage your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Rarely or not at all
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Some of the time
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Almost always
	
	
	
	

	
	
	
	3
	
	


	Q12b
	(Thinking about the last 12 months, when you received care for your diabetes…)

…were you given the chance to discuss different medications?
	
	
	
	

	
	
	
	
	
	

	
	Rarely or not at all
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Some of the time
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Almost always
	
	
	
	

	
	
	
	3
	
	


	Q12c
	(Thinking about the last 12 months, when you received care for your diabetes…)

…did you discuss your goals in caring for your diabetes?
	
	
	
	

	
	
	
	1450
	
	

	
	Rarely or not at all
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Some of the time
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Almost always
	
	
	
	

	
	
	
	3
	
	


	Q12d
	(Thinking about the last 12 months, when you received care for your diabetes…)

…were you given personal advice about the kinds of food to eat?
	
	
	
	

	
	
	
	
	
	

	
	Rarely or not at all
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Some of the time
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Almost always
	
	
	
	

	
	
	
	3
	
	


	Q12e
	(Thinking about the last 12 months, when you received care for your diabetes…)

…were you given personal advice about your levels of physical activity?
	
	
	
	

	
	
	
	
	
	

	
	Rarely or not at all
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Some of the time
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Almost always
	
	
	
	

	
	
	
	3
	
	


	Q12f
	(Thinking about the last 12 months, when you received care for your diabetes…)

…did you agree when your next appointment would be?
	
	
	
	

	
	
	
	
	
	

	
	Rarely or not at all
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Some of the time
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Almost always
	
	
	
	

	
	
	
	3
	
	


	Q12g
	(Thinking about the last 12 months, when you received care for your diabetes…)

…did you agree on a plan to manage your diabetes over the next 12 months?
	
	
	
	

	
	
	
	
	
	

	
	Rarely or not at all
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Some of the time
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Almost always
	
	
	
	

	
	
	
	3
	
	


5 Stays in Hospital

This section is based on only a few respondents, as a minority of those interviewed had actually stayed in hospital overnight in the last 12 months. Nonetheless, their answers were found to be extremely helpful and informative. 

5.1 Reason for hospital stay

5.1.1 Questions cognitively tested

	Q26
	Have you stayed in hospital overnight in the last 12 months for any reason?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q27

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q34

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	(
	Q34


	Q27
	What was the reason for your most recent stay in hospital overnight? Was it related to…
	
	
	
	

	
	
	
	
	
	

	
	Diabetes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Something else
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	Both diabetes and something else
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	4
	
	


5.1.2 Findings

Respondents found it easy to recall whether they had stayed in hospital overnight in the last 12 months. Of those respondents who answered ‘No’, they had either never stayed in hospital at all or the stay had been a long time ago, for example at initial diagnosis. One respondent who answered ‘Yes’, knew immediately that she had stayed overnight in hospital in the last 12 months as she has been in and out of hospital so much. 

Respondents, again, found it easy to determine whether their stay was related to diabetes or something else. One respondent knew she had been admitted for her diabetes as she had “never been in for anything else”. A second respondent debated between ‘both diabetes and something else’, having been admitted for a heart operation, but eventually decided on ‘something else’.

Problems 

One respondent initially answered ‘Yes’, that she had been in hospital in the last 12 months, then after thinking back remembered that her visit was 16 months ago. It may be the case that respondents answer ‘Yes’, if their last overnight stay was a little longer ago than a year. This supports existing evidence in literature written on this topic; that respondents will ‘telescope’ in thinking back to these salient events.

5.1.3 Recommendations

· It is recommended to keep these questions as initially designed.

· It would also be possible to add another question about whether the purpose of the hospital stay was for an operation or another reason as the Healthcare Commission have commented that this would also have an impact on whether the patient was visited by a member of the hospital diabetes specialist team. However, as the questionnaire is already too long, we would not recommend adding a question on this.

· Finally, the Healthcare Commission commented that it would be useful to identify elderly patients. We ask for the respondent’s age as part of the demographic section and we will know whether they have had a stay in hospital in the last 12 months and so will be able to identify elderly patients from these questions.

5.1.4 Final questions following consultation with the Healthcare Commission

· The Healthcare Commission have commented that it would be useful to know which type of ward the respondent stayed in and thus a new question has been added (Q54).

· The Healthcare Commission also commented that they would like to know the length of stay as the longer the stay, the more likely they are to be visited by the hospital diabetes specialist team. Therefore, an additional question has been added to this opening series of questions about hospital stays (Q55).

	Q52
	Have you stayed in hospital overnight in the last 12 months for any reason?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q53

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q62

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	(
	Q62


	Q53
	What was the reason for your most recent stay in hospital overnight? Was it related to…
	
	
	
	

	
	
	
	
	
	

	
	Diabetes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Something else
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	Both diabetes and something else
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	4
	
	


	Q54
	During your most recent stay in hospital overnight, what kind of ward did you stay in? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	A ward for people with diabetes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	A general medical ward
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	A surgical ward
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Another ward (please write in)


	
	
	
	

	
	
	
	4
	
	


	Q55


	Thinking about your most recent stay in hospital overnight, how many nights did you stay?
	
	
	
	

	
	
	
	
	
	

	
	One night
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	2 to 3 nights
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	4 to 5 nights
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	More than 5 nights
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Can’t remember
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	


5.2 Staff attitudes and support

5.2.1 Questions cognitively tested

	Q28
	Thinking about your most recent stay in hospital overnight, were the staff who cared for you aware that you had diabetes? 
	
	
	
	

	
	
	
	
	
	

	
	All of the staff were aware
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Most of the staff were aware
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Only some of the staff were aware
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	None of the staff were aware 
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	5
	
	


	Q29
	During your most recent stay in hospital overnight, did someone from the hospital diabetes specialist team visit you?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


	Q30 (R1)
	During your most recent stay in hospital overnight, did staff understand and help provide what you needed to manage your own diabetes?
	
	
	
	

	
	
	
	
	
	

	
	All of the staff understood my needs
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Most of the staff understood my needs
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Only some of the staff understood my needs
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	None of the staff understood my needs
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I was too ill or didn’t want to manage my own diabetes
	
	
	
	

	
	
	
	5
	
	

	
	Don’t know
	
	
	
	

	
	
	
	6
	
	


	Q30 (R2)
	During your most recent stay in hospital overnight, did staff who cared for you help provide what you needed to manage your own diabetes?
	
	

	
	
	
	
	
	

	
	All of the staff helped provide what I needed
	
	
	
	
	

	
	
	
	1
	(
	Q31

	
	
	
	
	
	
	

	
	Most of the staff helped provide what I needed
	
	
	
	
	

	
	
	
	2
	(
	Q31

	
	
	
	
	
	
	

	
	Only some of the staff helped provide what I needed
	
	
	
	
	

	
	
	
	3
	(
	Q31

	
	
	
	
	
	
	

	
	None of the staff helped provide what I needed
	
	
	
	
	

	
	
	
	4
	(
	Q31

	
	
	
	
	
	
	

	
	I was too ill or didn’t want to manage my own diabetes
	
	
	
	
	

	
	
	
	5
	(
	Q32

	
	
	
	
	
	
	

	
	Don’t know
	
	
	
	
	

	
	
	
	6
	(
	Q31

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q31 (R1)
	During your most recent stay in hospital overnight, were you able to take your diabetes medication in the way you wanted to?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	I was too ill or didn’t want to manage my own diabetes
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	4
	
	


	Q31 (R2)
	During your most recent stay in hospital overnight, how often were you able to take your diabetes medication in the way you wanted to?
	
	
	
	

	
	
	
	
	
	

	
	Always or almost always
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	Sometimes
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Rarely or never
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	I was too ill or didn’t want to manage my own diabetes
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	5
	
	


5.2.2 Findings

The thinking behind answers to these questions was quite mixed among the people interviewed. Taking Q28, one respondent commented that he had been ‘asked to guess’ and found it ‘impossible’. He suggested placing emphasis on ‘staff who cared for you’. Another respondent stated that this question was easy to answer as all the staff had spoken to her about her diabetes so they were all aware of it. A third answered that she ‘didn’t know’ whether they had been aware as each time her food was brought to her, it was the same as everyone else’s and she had to ask whether she could eat the pudding.

The term ‘hospital diabetes specialist team’ was one that some respondents felt comfortable with and others felt confused. Respondents thought that this was a reference to a person from the outpatient clinic, one stating that he had not seen ‘a familiar face’ and therefore answered ‘No’. Another ticked ‘Yes’ as her doctor and nurse from her outpatient clinic had both visited her in hospital. A third respondent ticked ‘No’ as she was absolutely certain that no one from a specialist team had visited her.

The wording of Q30 was altered between rounds of cognitive testing as respondents found that they were being asked two separate questions, whether staff understood and whether staff helped provide. One respondent commented that staff understood that he had diabetes but didn’t help provide what he needed. Further clarification was added to this question, referring to the ‘staff who cared for you’. Another respondent commented that staff had been extremely helpful and gave the example that they had helped her hold her pen or her arm for injections. When asked what she thought ‘managing’ diabetes meant, she felt that it meant ‘keeping an eye on it each day and making sure it’s ok’. She also felt it was clear that she was meant to ‘look after herself’ when she was well enough to take over from the nurses. A third respondent stated that she had had to tell the staff about her diabetes, but once they knew, they were responsive and helpful.

Q31 was also altered between rounds of testing, moving from a ‘Yes/No’ question to a series of answer categories. This was changed in response to the comment that respondents needed the answers ‘sometimes, always and never’ as experiences could differ depending on the staff at the time. The question also changed to ask about ‘how often’ they could take diabetes medication in the way they wanted. One respondent commented that she could but “had to fight for it”. Another ticked that she was ‘too ill’ to look after her diabetes so hospital staff took responsibility. She found this an easy category to choose.

Problems

It appeared that problems arose when respondents were in hospital for conditions other than diabetes in terms of staff awareness towards their diabetes and the help that they received. The problems experienced meant that sometimes confusion arose when answering the questions but overall they appeared to work well, particularly after the changes to the second questionnaire draft. One main problem appeared to be the term ‘hospital diabetes specialist team’ and the confusion surrounding whom this actually referred to.

5.2.3 Recommendations

· We recommend the questions below to be used for the final questionnaire.

· The issue of the ‘hospital diabetes specialist team’ wording was discussed at the Advisory Group meeting on 27th September 2005 and decided to keep this wording but add some examples of who this might refer to.

5.2.4 Final questions following consultation with the Healthcare Commission

· Once the above recommendations had been implemented no further changes were made to this set of questions.

	Q56
	Thinking about your most recent stay in hospital overnight, were the staff who cared for you aware that you had diabetes?
	
	
	
	

	
	
	
	
	
	

	
	All of the staff were aware
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Most of the staff were aware
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	Some of the staff were aware
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	None of the staff were aware
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	5
	
	


	Q57
	During your most recent stay in hospital overnight, were you visited by someone from the hospital diabetes specialist team (the diabetes specialist nurse, diabetic consultant or dietitian)?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	

	Q58
	During your most recent stay in hospital overnight, did staff who cared for you help provide what you needed to manage your own diabetes?
	
	

	
	
	
	
	
	

	
	All of the staff helped provide what I needed
	
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	
	

	
	Most of the staff helped provide what I needed
	
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	
	

	
	Some of the staff helped provide what I needed
	
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	
	

	
	None of the staff helped provide what I needed
	
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	
	

	
	I was too ill or didn’t want to manage my own diabetes
	
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	
	

	
	Don’t know
	
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q59
	During your most recent stay in hospital overnight, how often were you able to take your diabetes medication in the way you wanted to?
	
	
	
	

	
	
	
	
	
	

	
	Always or almost always
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	Sometimes
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Rarely or never
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	I was too ill or didn’t want to manage my own diabetes
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	5
	
	


5.3 Meals in hospital

5.3.1 Questions cognitively tested

	Q32
	During your most recent stay in hospital overnight, how often was the type of food suitable for your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Always or almost always
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Sometimes
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	Rarely or never
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Did not eat hospital food
	
	
	
	

	
	
	
	4
	
	


	Q33
	During your most recent stay in hospital overnight, how often was the timing of your meals suitable for your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Always or almost always
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Sometimes
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	Rarely or never
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Did not eat hospital food
	
	
	
	

	
	
	
	4
	
	


5.3.2 Findings

Respondents did not have any problems answering these questions. One respondent suggested adding a ‘Don’t remember’ box. Another respondent had no trouble picking ‘rarely or never’ and a third explained how her food was kept on a hotplate until she was ready for it depending on her insulin. She added that she felt she was well looked after because she was young and ticked ‘always or almost always’ without any problems. One change was made between the rounds of interviewing with the addition of ‘how often was..’ to Q33 (Q61).

5.3.3 Recommendations

We recommend inserting a ‘Don’t know’ category at both questions. The newly recommended questions are shown below.

5.3.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission it was decided that Q60 would ask specifically whether the ‘choice’ rather than the ‘type’ of food was suitable.

	Q60
	During your most recent stay in hospital overnight, how often was the choice of food suitable for your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Always or almost always
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Sometimes
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	Rarely or never
	
	
	
	

	
	
	
	3
	
	

	
	Did not eat hospital food
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	5
	
	


	Q61
	During your most recent stay in hospital overnight, how often was the timing of your meals suitable for your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Always or almost always
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Sometimes
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	Rarely or never
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Did not eat hospital food
	
	
	
	

	
	
	
	4
	
	

	
	Don’t know
	
	
	
	

	
	
	
	5
	
	


6 Psychological and emotional support

Respondents were asked to distinguish between psychological and emotional support and were able to do so relatively well. One respondent said that emotional support is “not professional” and another said it could be given by his wife. A third described emotional support as “when you get down, someone to talk to”. A further respondent thought the difference between the two issues was that a psychological problem is in the mind, an ongoing thing. Emotional issues could be “cleared up there and then, something you’re experiencing at the moment”. One last respondent commented that the nurse gives emotional support informally.

Some respondents did not immediately see a clear distinction between the two though tended to say they had not needed any support at all. One respondent said he did not feel diabetes had given him any need for support.

6.1 Psychological support

6.1.1 Questions cognitively tested

	Q34
	In the last 12 months have you needed to see a specialist for psychological support to cope with your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q35

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q36

	
	
	
	
	
	

	
	
	
	
	
	


	Q35
	Were you able to see a specialist for psychological support?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	


6.1.2 Findings

Respondents were able to answer this question with ease. When asked to describe psychological support there was a range of answers. Respondents felt this kind of support was for people who could not cope with their diabetes or were “upset about their diabetes”. Psychologists, counsellors, and therapists were all mentioned. Some respondents also thought of the type of illnesses one would need before seeking psychological support and spoke of anxiety, depression and stress, focussing on “the mind”.

Problems

Some respondents reported initially thinking of specialist diabetic doctors rather than a more general psychologist, this being due to the nature of questionnaire and how the overall focus is on diabetes. However, it is likely that if a respondent has received psychological support they would know to tick ‘Yes’.

6.1.3 Recommendations

These questions were well received and should not cause any problems. Therefore we recommend keeping these initial questions.

6.1.4 Final questions following consultation with the Healthcare Commission

· No changes were made to these questions following consultation with the Healthcare Commission and the Advisory Group.

	Q49
	In the last 12 months have you needed to see a specialist for psychological support to cope with your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q50

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q51

	
	
	
	
	
	

	
	
	
	
	
	


	Q50
	Were you able to see a specialist for psychological support?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	


6.2 Emotional support

6.2.1 Questions cognitively tested

	Q36 (R1)
	In the last 12 months, have you received emotional support from any of the following, specifically in relation to your diabetes? (Please tick all that apply)
	
	

	
	
	
	
	
	

	
	GP
	
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	
	

	
	GP practice nurse
	
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	
	

	
	Counsellor or social worker
	
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	
	

	
	Telephone helpline
	
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	
	

	
	Support group
	
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	
	

	
	Other people with diabetes (other than a support group)
	
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	
	

	
	Family member or friend
	
	
	
	
	

	
	
	
	7
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	None of these
	
	
	
	
	

	
	
	
	8
	
	

	
	
	
	
	
	
	


	Q36 (R2)
	In the last 12 months, have you received emotional support from any of the following, specifically in relation to your diabetes? (Please tick all that apply)
	
	

	
	
	
	
	
	

	
	Doctor at local GP surgery
	
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	
	

	
	Nurse at local GP surgery
	
	
	
	
	

	
	
	
	2
	
	

	
	Specialist consultant doctor at hospital
	
	
	
	
	

	
	
	
	3
	
	

	
	Specialist diabetes nurse at hospital
	
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	
	

	
	Counsellor or social worker
	
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	
	

	
	Telephone helpline
	
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	
	

	
	Support group
	
	
	
	
	

	
	
	
	7
	
	

	
	
	
	
	
	
	

	
	Other people with diabetes (other than a support group)
	
	
	
	
	

	
	
	
	8
	
	

	
	
	
	
	
	
	

	
	Family member or friend
	
	
	
	
	

	
	
	
	9
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	None of these
	
	
	
	
	

	
	
	
	10
	
	

	
	
	
	
	
	
	


6.2.2 Findings

Respondents saw emotional problems as less serious than psychological problems, one respondent stating “it is part of life, it just happens”. Others gave examples of situations in which they may need emotional support, for instance, one respondent said emotional support centres around “hypos” because these can be upsetting and emotional events. Another said she would contact her nurse to “have a good moan”.

Other respondents said they would have liked a “haven’t needed it” box to tick as ‘none of these’ could mean they had received support from elsewhere. One respondent ticked the response categories focussing on what she would like to receive, rather than what she has received. A few respondents missed the family and friends box and then spoke of receiving support from these sources.

Problems

Extra categories were added between rounds of cognitive testing as we found that ‘GP’ and ‘practice nurse’ were not fully understood. The list was made fuller in an attempt to add more clarification to these categories and although this was better, there was still a degree of confusion, mainly between the first four categories. The recommendation below shows how we propose to improve the categories at this question to better address peoples understanding.

6.2.3 Recommendations

· We had suggested cutting Q36 (Q51) as were unsure of the requirement of the questions. However, the Healthcare Commission have commented that it is important for PCTs to identify the proportion of patients receiving emotional support from doctors and nurses as well as informally. As this issue is being covered here we are able to cut Q63 and Q64 in the education section.

· We propose making a few amendments to the response category list to address the problems described above.

· We also recommend altering the question wording slightly to emphasise that we are focusing on support received, rather than support that people may like to have.
6.2.4 Final questions following consultation with the Healthcare Commission

· Following consultation, the Healthcare Commission requested the addition of two categories: ‘Community link worker’ and ‘Other’.
· It was also requested that ‘Support group’ be amended to ‘Patient support group’.

	Q51
	In the last 12 months, have you received emotional support from any of the following, to help you cope with your diabetes? (Please tick all that apply)
	
	

	
	
	
	
	
	

	
	Doctor at local GP surgery
	
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	
	

	
	Nurse at local GP surgery
	
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	
	

	
	Specialist diabetes nurse at local GP surgery
	
	
	
	
	

	
	
	
	3
	
	

	
	Specialist consultant doctor at hospital
	
	
	
	
	

	
	
	
	4
	
	

	
	Specialist diabetes nurse at hospital
	
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	
	

	
	Counsellor or social worker
	
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	
	

	
	Community link worker
	
	
	
	
	

	
	
	
	7
	
	

	
	Family member or friend
	
	
	
	
	

	
	
	
	8
	
	

	
	Telephone helpline
	
	
	
	
	

	
	
	
	9
	
	

	
	
	
	
	
	
	

	
	Patient support group
	
	
	
	
	

	
	
	
	10
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Other people with diabetes (other than a support group)
	
	
	
	
	

	
	
	
	11
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	None of these
	
	
	
	
	

	
	
	
	12
	
	

	
	
	
	
	
	
	

	
	Haven’t needed emotional support
	
	
	
	
	

	
	
	
	13
	
	

	
	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	
	

	
	
	
	14
	
	

	
	
	
	
	
	
	


7 Self-management and  blood, diet and exercise

7.1 Medication

7.1.1 Questions cognitively tested

	Q37
	How important do you think it is to manage your diabetes?
	
	

	
	
	
	
	
	

	
	Very important
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Fairly important 
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not very important
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not at all important
	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q38 
	How much do you think you know about managing your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Everything I need to know
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Most of what I need to know
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Some of what I need to know
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	A little of what I need to know
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Almost none of what I need to know
	
	
	
	

	
	
	
	5
	
	


	Q39
	Do you take any medication to control your diabetes or for any other condition? 
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q40

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q45

	
	
	
	
	
	

	
	
	
	
	
	


	Q40
	What type of medication(s) do you take? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	Insulin
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Tablets to control diabetes
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Tablets for high blood pressure
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Tablets for high cholesterol
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Tablets for heart disease
	
	
	
	

	
	
	
	5
	
	

	
	Other (please write in)


	
	
	
	
	

	
	
	
	6
	
	


	Q41
	How important do you believe it is to take your medication as recommended by your doctors and nurses?
	
	

	
	
	
	
	
	

	
	Very important
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Fairly important 
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not very important
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not at all important
	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q42
	Do you have enough information about how to take your medication?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a bit more information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a lot more information
	
	
	
	

	
	
	
	3
	
	


	Q43
	Do you have enough information about when to take your medication?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a bit more information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a lot more information
	
	
	
	

	
	
	
	3
	
	


	Q44
	Do you have enough information about how much medication to take?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a bit more information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a lot more information
	
	
	
	

	
	
	
	3
	
	


7.1.2 Findings 

Q37 and Q38 did not distinguish well between respondents. At Q37, all respondents put ‘very important’ because ‘that’s the right answer’. Though respondents acknowledged that they might not ‘live up to it’. One respondent read it as manage your own diabetes (i.e. rather than have help from anyone) and was emphatic that you have to be able to do it on your own, without help from family members because ‘they might not be around when you have a hypo’. Respondents interpreted ‘manage’ primarily as checking glucose levels and ‘keeping blood sugar down’ through diet or insulin. Some interpreted it, as well, as ‘keeping healthy’, making sure eyes are checked ‘because you could go blind’. 

At Q38, respondents tended to put ‘most of what I need to know’ – those respondents said that they did not say all: ‘because you can’t know everything’ or ‘in the name of modesty’. The question was interpreted in very general terms and respondents did not put too much thought into their answers. It did not seem to tap into specific areas where people might have knowledge gaps (but these are covered later). One respondent read Q38 as how much do you think you should know, and she ticked ‘everything’ because ‘it’s important to know as much as you possibly can’. Diabetes UK was an important source of information for respondents, as was DAFNE. 

Q39 caused some confusion. Some respondents did not consider insulin to be medication, because ‘medication is tablets’, so they ticked no here. Some respondents focused on the ‘any other condition’ and were not thinking about diabetes; while others were thinking only of their diabetes. 

Q41 was difficult, as respondents tended to go for ‘very important’ because it is ‘the right answer’. One respondent said that it was difficult to answer, because she manages her own level of insulin – it is not set by the doctor- but she did not want to ‘flout the medical profession’ so she still put ‘very important’. Some respondents were only thinking about their diabetes medication here. One respondent ticked ‘not very important’ because he feels that he knows more than the doctors and nurses, and that they are ‘patronising’. 

Q42-44, some respondents did not distinguish between the three dimensions covered here, and simply ticked ‘yes’ for all. Some respondents, who took tablets, found the ‘how’ question puzzling, since it is obvious how to take a tablet. Another respondent said ‘there’s only one way of taking insulin’ and was similarly puzzled. Some respondents, who had been on DAFNE, understood the difference between the three questions because ‘that’s how DAFNE is taught’. 

Respondents tended to interpret ‘enough information’ as knowing/understanding enough (rather than having information leaflets, books etc). One respondent was puzzled because he knows about how to take his insulin, but this information was given to him 40 years ago, so he does not have it to hand now. 

7.1.3 Recommendations

· Firstly, we recommend cutting Q37 and Q38 as neither question was felt to produce meaningful responses.
· Secondly, it is recommended that Q39 is divided into two questions (Q29 and Q30), the first asking about medication specifically for diabetes and the second asking about any other medication. 
· Thirdly, we recommend cutting Q41 and Q42. We feel respondents did not provide meaningful answers to either question, instead choosing which they felt to be the ‘right answer’.

7.1.4 Final questions following consultation with the Healthcare Commission

· Following consultation the wording at Q43 and Q44 was altered to ask whether respondents ‘know enough’ about when and how much medication to take rather than whether they have ‘enough information’.

	Q29
	How do you control your diabetes now? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	Insulin
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Tablets
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Diet
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	Physical activity
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q30
	Do you take any medication for any other condition? 
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q31

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q32


	Q31
	What type of medication(s) do you take? (Please tick all that apply)
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Tablets for high blood pressure
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	Tablets for high cholesterol
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	Tablets for heart disease
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Other (please write in)


	
	
	
	
	

	
	
	
	4
	
	


	Q32
	Do you know enough about when to take your medication?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a bit more information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a lot more information
	
	
	
	

	
	
	
	3
	
	


	Q33
	Do you know enough about how much medication to take?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a bit more information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a lot more information
	
	
	
	

	
	
	
	3
	
	


7.2 Measuring blood glucose levels

7.2.1 Questions cognitively tested

	Q45
	Do you test your own blood glucose levels?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q46

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q47

	
	
	
	
	
	

	
	
	
	
	
	


	Q46 (R1)
	How do you use the results of your blood glucose tests? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	To alter insulin
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To alter tablets
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To inform what I eat
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	To inform how much exercise I do
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To tell me if I am ‘hypo’
	
	
	
	

	
	
	
	5
	
	

	
	To contact diabetes care team to alter treatment or medication
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To write it down
	
	
	
	

	
	
	
	7
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	

	
	
	
	8
	
	


	Q46 (R2)
	How do you use the results of your blood glucose tests? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	To check or alter insulin
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To check or alter tablets
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To inform what I eat
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	To inform how much exercise I do
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To tell me if I am ‘hypo’
	
	
	
	

	
	
	
	5
	
	

	
	To contact diabetes care team to alter treatment or medication
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To write it down
	
	
	
	

	
	
	
	7
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	

	
	
	
	8
	
	


7.2.2 Findings

The first two categories at Q46 were changed slightly between versions one and two of the cognitive questionnaire to ‘to check or alter…’ instead of simply ‘to alter…’. Respondents had commented that they often tested their blood glucose levels without actually altering their medication, but just to ‘check’ the level.

Q45 and the updated Q46 (Q35) well. Respondents were thinking about the meter that they use to measure blood sugar. A couple of respondents did not understand what ‘hypo’ meant. Another respondent said that he uses his results to tell him if he is too low, so he ticked the ‘hypo box’ Generally, though, respondents understood this well, and did not feel that there was anything missing from the list.

7.2.3 Recommendations

· We recommend amending the wording of the answer categories at Q46 (Q35) to be more personal to respondents thus making it clearer:

· add ‘the amount of’ to the first option;

· add ‘my’ before tablets at the second option;

· add ‘to help me decide’ to the third and fourth options;

· replace ‘exercise’ with ‘physical activity’ to the fourth option;

· replace ‘my diabetes care team’ with ‘my doctor or nurse’ at the sixth option; and 

· replace ‘to write it down’ with ‘to write them down’ at the final option as the question asks about ‘tests’.

7.2.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission, Q45 (Q34) was altered to collect how often respondents test their own blood glucose levels rather than simply whether or not they test them at all.
	Q34
	How often do you test your own blood glucose levels? (Please tick one box only)
	
	
	
	

	
	
	
	
	
	

	
	4 or more times a day
	
	
	
	

	
	
	
	1
	(
	Q35

	
	
	
	
	
	

	
	
	
	
	
	

	
	2 or 3 times a day
	
	
	
	

	
	
	
	2
	(
	Q35

	
	
	
	
	
	

	
	
	
	
	
	

	
	Once a day
	
	
	
	

	
	
	
	3
	(
	Q35

	
	
	
	
	
	

	
	
	
	
	
	

	
	Less than once a day
	
	
	
	

	
	
	
	4
	(
	Q35

	
	
	
	
	
	

	
	
	
	
	
	

	
	Never
	
	
	
	

	
	
	
	5
	(
	Q36

	
	
	
	
	
	

	
	
	
	
	
	


	Q35
	How do you use the results of your blood glucose tests? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	To check or alter the amount of insulin
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To check or alter my tablets
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To help me decide what I eat
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	To help me decide how much physical activity I do
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To tell me if I am ‘hypo’
	
	
	
	

	
	
	
	5
	
	

	
	To contact my diabetes doctor or nurse
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	To write them down
	
	
	
	

	
	
	
	7
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	

	
	
	
	8
	
	


7.3 Diet and physical activity

7.3.1 Questions cognitively tested 

	Q47
	How important do you believe what you eat is for managing your diabetes?
	
	

	
	
	
	
	
	

	
	Very important
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Fairly important 
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not very important
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not at all important
	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q48
	Do you have enough information about what you should eat to help manage your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a bit more information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a lot more information
	
	
	
	

	
	
	
	3
	
	


	Q49
	How good are you at eating the right foods to help manage your diabetes?
	
	

	
	
	
	
	
	

	
	Very good
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Fairly good
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not very good
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not at all good
	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q50
	How important do you believe exercise is for managing your diabetes?
	
	

	
	
	
	
	
	

	
	Very important
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Fairly important 
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not very important
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not at all important
	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q51 (R1)
	Do you have enough information about the type of exercise you should do to help manage your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a bit more information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a lot more information
	
	
	
	

	
	
	
	3
	
	


	Q51 (R2)
	Do you have enough information about the role of exercise in managing your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a bit more information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a lot more information
	
	
	
	

	
	
	
	3
	
	


	Q52
	How good are you at exercising to help manage your diabetes?
	
	

	
	
	
	
	
	

	
	Very good
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Fairly good
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not very good
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not at all good
	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


7.3.2 Findings

Q47-52 worked well. Respondents found it very easy to distinguish between the latter two dimensions: knowledge versus behaviour, and were glad of the opportunity to be honest about the (sometimes) difference between theory and practice. But some respondents found it more difficult to distinguish between the first two: ‘importance’ versus ‘knowledge’, which they saw as the same thing. 

The diet questions were less relevant to those on insulin than to those who managed their diabetes via diet and/or tablets. Some respondents did not understand what was meant by the original (R1) ‘type of exercise’ at Q51, as they said that ‘surely all exercise is good for you’. Therefore, we changed this question for round 2 of the testing to ‘role of exercise’.  

Again, respondents felt that Q48 and Q51 should be changed to ask about knowledge/understanding rather than amount of information. 

Respondents were happy to answer these questions, and did not find them too intrusive. They tended to think that diet and exercise were important (though the latter less so) but acknowledged that they did not always have the ‘willpower’ to stick to it. Some respondents said that ‘it varies’ at Q49 and Q52, but were able to make a general statement nonetheless. 

7.3.3 Recommendations

· We recommend that Q47 and Q50 be deleted as again, respondents provided what they felt to be the ‘right answer’.

7.3.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission and the Advisory Group it was requested that ‘exercise’ be replaced with ‘physical activity’ throughout the questionnaire.

· Additionally, the Healthcare Commission requested the addition of a new question about cigarette smoking as this is an important health issue in relation to diabetes. A standardised question about smoking was therefore added to this section (Q40).

	Q36
	Do you know enough about what you should eat to help you manage your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a bit more information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a lot more information
	
	
	
	

	
	
	
	3
	
	


	Q37
	How good are you at eating the right foods to help you manage your diabetes?
	
	

	
	
	
	
	
	

	
	Very good
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Fairly good
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not very good
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not at all good
	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q38
	Do you know enough about the role of physical activity in managing your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a bit more information
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No, I would like a lot more information
	
	
	
	

	
	
	
	3
	
	


	Q39
	How good are you at being physically active to help manage your diabetes?
	
	

	
	
	
	
	
	

	
	Very good
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Fairly good
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not very good
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Not at all good
	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q40
	Do you smoke cigarettes, cigars or a pipe at all nowadays?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	


8 Understanding and knowledge

8.1.1 Questions cognitively tested

	Q53 (R1)
	In relation to your diabetes, how much do you understand about: (Please tick one box on each line)
	
	
	
	
	
	
	
	
	

	
	
	Nothing or very little
	Enough
	A lot

	
	
	
	
	
	
	
	
	
	
	

	
	The effects of being ill, for example having flu, on managing your diabetes 
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Keeping to a certain weight
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	What to expect if your blood glucose drops too low
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Having regular check ups with the doctor or nurse
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Cholesterol
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Blood pressure
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Checking and looking after your eyes
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	Checking and looking after your feet
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	How drinking alcohol can affect your health
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	How smoking can affect your health
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	The effects of stress
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	

	
	The effects of tiredness
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	

	
	
	
	
	
	
	
	
	
	
	


	Q 53 (R2)
	In relation to your diabetes, how much do you understand about: (Please tick one box on each line)
	
	

	
	
	
	
	
	

	
	
	Nothing or very little
	Some 
	Enough
	                    A lot

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	The effects of being ill, for example having flu, on managing your diabetes
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Keeping to a certain weight
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	What to expect if your blood glucose drops too low
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Having regular check ups with the doctor or nurse
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Cholesterol
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Blood pressure
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Checking and looking after your eyes
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	Checking and looking after your feet
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	How drinking alcohol can affect your diabetes
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	How smoking can affect your diabetes
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	The effects of stress on your diabetes
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	The effects of tiredness on your diabetes
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	1
	
	
	2
	
	
	3
	
	
	4
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	


8.1.2 Findings

Two changes were made to this question for the second round of cognitive interviewing. A ‘Some’ response category was added as respondents felt that there was nothing to tick if your answer fell between ‘nothing or very little’ and ‘enough’. Secondly, we added ‘on your diabetes’ to the last two answer categories to ensure that the respondent was still thinking about the effects stress and tiredness in relation to their diabetes rather than generally.

There were a number of different interpretations of Q53 and a number of problems. Rather than thinking about their own knowledge of these issues, some respondents focussed on their actual experience, for example: ‘I go for regular check-ups’ so I know a lot, or ‘I don’t smoke so what should I put?’ Others were focused on the importance of these issues and were making value judgements, so ‘you shouldn’t drink or smoke’ and so put ‘a lot’. One respondent queried whether we were asking about ‘technical knowledge’ or ‘knowledge of the importance’ of these issues. So, he knows that cholesterol is very important in terms of its relationship with diabetes, but he does not understand the biomedical theory underlying it. Some respondents wondered how much there is to know about the importance of going for regular check-ups –and found this an odd question. 

The list at Q53 is quite long and there was evidence of respondent fatigue and lowering concentration once they got about half way. Some respondents were focussing on their diabetes, but others were thinking about good health in general. Some alternated between diabetes-specific and general. 

Some respondents found it difficult to choose between ‘enough’ and ‘a lot’ because enough knowledge might actually constitute a lot of knowledge. 

After discussion with the Advisory Group it was decided that an item of the long-term health effects of diabetes, and the reasons for taking prescribed medicines should be added here. 

8.1.3 Recommendations

· Since the aim of Q53 (Q41) is to find out where there are gaps in knowledge, we recommend changing the question to focus on areas where people would like to know more, as below. 

· We also recommend deleting the item on regular check-ups, but adding an item on the long-term health effects of diabetes and the reasons for taking prescribed medicines, as below.

8.1.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission and the Advisory Group the wording at three of the answer categories was amended slightly.

· ‘Getting to and’ was added to keeping to a certain weight’ as this was also felt to be important;

· Answer categories 5 and 6 were altered to ask about ‘the impact of’ cholesterol and blood pressure levels on respondents diabetes.

	Q41
	In relation to your diabetes, would you like to know more about any of the following? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	The effects of being ill, for example having flu, on managing your diabetes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Getting to and keeping to a certain weight
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	What to expect if your blood glucose drops too low
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	The reasons for taking prescribed medicines to manage your diabetes
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	The long term health effects of your diabetes
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	The impact of cholesterol levels on your diabetes
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	The impact of blood pressure levels on your diabetes
	
	
	
	

	
	
	
	7
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Checking and looking after your eyes
	
	
	
	

	
	
	
	8
	
	

	
	
	
	
	
	

	
	Checking and looking after your feet
	
	
	
	

	
	
	
	9
	
	

	
	
	
	
	
	

	
	How drinking alcohol can affect your diabetes
	
	
	
	

	
	
	
	10
	
	

	
	
	
	
	
	

	
	How smoking can affect your diabetes
	
	
	
	

	
	
	
	11
	
	

	
	
	
	
	
	

	
	The effects of stress on your diabetes
	
	
	
	

	
	
	
	12
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	The effects of tiredness on your diabetes
	
	
	
	

	
	
	
	13
	
	

	
	
	
	
	
	

	
	
	
	
	
	


8.2 Participating in training courses

Only a few respondents had actually been on training courses so unfortunately a smaller amount of information was collected for those questions that ask specifically about the course.

8.2.1 Questions cognitively tested

	Q54
	Have you ever participated in a training course on how to manage your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q55

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q59

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	


8.2.2 Findings

This question was well understood by respondents who seemed to have no trouble in ticking ‘Yes’ or ‘No’. We asked respondents what they understood a ‘training course’ to be. Respondents described training courses as where you go to learn about diabetes, often with a large group of other people. There were a variety of opinions regarding whether training courses were worthwhile, for instance, some had been on a DAFNE course and reported having enjoyed it, whereas others felt that courses would be a waste of their time, sitting in a classroom and being told or lectured on what to do.

8.2.3 Recommendations

· Apart from this change, we recommend keeping this question in the format used for testing.

8.2.4 Final questions following consultation with the Healthcare Commission

· The Healthcare Commission have suggested altering the questions in this section to ask about both ‘education and training courses’. We have altered the questions to reflect this.

	Q42
	Have you ever participated in an education or training course on how to manage your diabetes?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q55

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q59

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	


8.3 When and where the course took place

8.3.1 Questions cognitively tested

	Q55
	When did you go on your most recent course?
	
	

	
	
	
	
	
	

	
	Less than 6 months ago
	
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	
	

	
	6 months to one year ago
	
	
	
	
	

	
	
	
	2
	
	

	
	1-2 years ago
	
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	
	

	
	2 or more years ago
	
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	
	

	
	Don’t know
	
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	
	


	Q56
	Where did the education course take place?
	
	
	
	

	
	
	
	
	
	

	
	In a local hospital
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	At a GP practice or health centre
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	At a local community clinic
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	At a local diabetes centre
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q57
	How convenient was it for you to get to the place where the course was held? 
	
	
	
	

	
	
	
	
	
	

	
	Very easy
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Fairly easy
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Not very easy
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Not at all easy
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	


8.3.2 Findings

The respondents who had attended training courses had no problem remembering when they were held, the courses taking place two or three years earlier. Again, there were no problems reporting where the course had been held. One respondent ticked ‘local hospital’ and another ticked ‘other’ and wrote in the name of the other hospital, as it was not her local one. There were also no problems answering the question regarding how easy it was to get to the course.

8.3.3 Recommendations

· We recommend keeping these questions as they stand with three small changes:

· The answer categories at Q57 have been amended to read ‘very convenient…’ and so on.  

· The Healthcare Commission have requested two wording changes within the response categories at Q56. We would recommend however, using the same response categories as used at Q6 to ensure consistency.

8.3.4 Final questions following consultation with the Healthcare Commission

· Q56 and Q57 were subsequently cut following consultation with the Healthcare Commission.

	Q43
	When did you go on your most recent course?
	
	

	
	
	
	
	
	

	
	Less than 6 months ago
	
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	
	

	
	6 months to one year ago
	
	
	
	
	

	
	
	
	2
	
	

	
	1 to 2 years ago
	
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	
	

	
	More than 2 years ago
	
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	
	

	
	Don’t know
	
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	
	


8.4 Understanding of the course

8.4.1 Questions cognitively tested

	Q58
	Did you find that the course was taught in a way that was easy to understand?
	
	

	
	
	
	
	
	

	
	Yes, very easy to understand
	
	
	
	
	

	
	
	
	1
	(
	Q62

	
	
	
	
	
	
	

	
	Yes, fairly easy to understand
	
	
	
	
	

	
	
	
	2
	(
	Q62

	
	
	
	
	
	
	

	
	No, quite difficult to understand
	
	
	
	
	

	
	
	
	3
	(
	Q62

	
	
	
	
	
	
	

	
	No, very difficult to understand
	
	
	
	
	

	
	
	
	4
	(
	Q62


8.4.2 Findings

Respondents had no problems answering this question. One respondent commented that it was easy to understand because you could ask questions whenever you wanted to. Another said that it “wasn’t that simple, but not too hard” and selected the ‘yes, fairly easy to understand’ category.

8.4.3 Recommendations

· We recommend that Q58 (Q44) remain unchanged.

· The Healthcare Commission have expressed that they would like to add an additional question after this one to focus on reasons why courses may have not been easy for the respondent to understand. The reason for this is partially related to the issues faced by BME groups in terms of understanding diabetes education courses. We have thus added an extra question below and included three initial categories: (a) The course wasn’t taught in my first language, (b) The course wasn’t suited to my cultural needs, and (c) The course didn’t cater for my disability. 

8.4.4 Final questions following consultation with the Healthcare Commission

· The Healthcare Commission subsequently added three more categories to (Q45) following delivery of the first draft of this report. These were: (d) The course didn’t suit how I like to learn, (e) The course was taught in a way that I found difficult to understand, and (f) an other (please write in) category.

	Q44
	Did you find that the course was taught in a way that was easy for you to understand?
	
	

	
	
	
	
	
	

	
	Yes, very easy to understand
	
	
	
	
	

	
	
	
	1
	(
	Q49

	
	
	
	
	
	
	

	
	Yes, fairly easy to understand
	
	
	
	
	

	
	
	
	2
	(
	Q49

	
	
	
	
	
	
	

	
	No, quite difficult to understand
	
	
	
	
	

	
	
	
	3
	(
	Q45

	
	
	
	
	
	
	

	
	No, very difficult to understand
	
	
	
	
	

	
	
	
	4
	(
	Q45


	Q45
	What did you find difficult to understand about the course?
	
	

	
	
	
	
	
	

	
	The course wasn’t taught in my first language
	
	
	
	
	

	
	
	
	1
	(
	Q49

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	The course wasn’t suited to my cultural needs
	
	
	
	
	

	
	
	
	3
	(
	Q49

	
	
	
	
	
	
	

	
	The course didn’t cater for my disability
	
	
	
	
	

	
	
	
	4
	(
	Q49

	
	The course didn’t suit how I like to learn
	
	
	
	
	

	
	
	
	5
	(
	Q49

	
	The course was taught in a way that I found difficult to understand
	
	
	
	
	

	
	
	
	6
	(
	Q49

	
	Other (please write in)
	
	
	
	
	

	
	
	
	7
	(
	Q49


8.5 Opportunity to attend a training course

8.5.1 Questions cognitively tested

	Q59
	Have you ever wanted to attend a training course about how to help manage your diabetes?
	

	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q60

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q62


	Q60 (R1)
	Were you ever offered the opportunity to attend a training course about how to help manage your diabetes?
	

	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q61

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q62


	Q60 (R2)
	Have you ever been offered the opportunity to attend a training course about how to manage your diabetes?
	

	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q61

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q62


8.5.2 Findings

The questions relating to the opportunity to attend a training course were altered between the two rounds of cognitive testing. A question was added (Q59) (Q46) to check whether the respondent actually wanted to attend a training course as we found that some respondents did not want this kind of information at all. This would then help us to establish those people who would like to receive training but have not been offered the opportunity and if they had been offered it and decided not to attend, why they chose not to take part. One respondent said that she would never have wanted to attend a course. She had grown up with diabetes and her mother had always taken care of things. Another respondent said that he had wanted to go on a course in the past but had now changed his mind. Another respondent felt he knew enough and did not need to attend a course, this respondent was not aware that such courses existed.

Other respondents said that they would like to attend courses but they had never been offered the opportunity. One respondent said she had learned all about her diabetes through Diabetes UK, rather than through the “system”. These people chose the answer category ‘No’ with no problems.

Problems

The only instance where slight confusion arose concerned a respondent who had actively sought out an education course herself and was unsure whether to tick ‘Yes’ or ‘No’. This respondent had asked about training and was given a leaflet. She ticked ‘Yes’ after some thought though she had not been ‘offered’ the opportunity as such.

8.5.3 Recommendations

Our recommendation is to use the altered wording used during the second round of cognitive testing as shown below. The only other change is to incorporate the word ‘education’ as specified by the Healthcare Commission as opposed to ‘training’.

8.5.4 Final questions following consultation with the Healthcare Commission

· All questions were altered to ask about ‘education or training’ for consistency following consultation with the Healthcare Commission and the Advisory Group.

	Q46
	Have you ever wanted to attend an education or training course about how to help manage your diabetes?
	

	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q60

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q62


	Q47
	Have you ever been offered the opportunity to attend an education or training course about how to help you manage your diabetes?
	

	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	(
	Q48

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	(
	Q49


8.6 Reasons for not attending an offered training course 

8.6.1 Questions cognitively tested

	Q61 (R1)
	Why didn’t you attend the course you were offered? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	I didn’t think it was important enough for me
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	I don’t like group training
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	The course wasn’t suited to my cultural needs
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	The time or day was inconvenient
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	

	
	
	
	6
	
	


	Q61 (R2)
	Why weren’t you able to participate in a course? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	The location was inconvenient
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I don’t like group training
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	The course wasn’t suited to my cultural needs
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	The time or day was inconvenient
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	

	
	
	
	5
	
	


8.6.2 Findings

The wording of this question was altered between rounds of cognitive testing to focus the respondent’s attention on reasons why they were not able to participate in the course. Respondents did not experience any problems in answering this question. One respondent commented that the time, day and location was inconvenient and another also ticked these boxes as she had childcare commitments, which prevented her from attending.

8.6.3 Recommendations

· We recommend using the round two question for the final questionnaire with a slight rearrangement of the order of response categories.

8.6.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission two new answer categories were introduced at this question: ‘the course didn’t cater for my disability’ and ‘there were no male only or female only courses’.

	Q48
	Why weren’t you able to participate in the course? (Please tick all that apply)
	
	
	
	

	
	
	
	
	
	

	
	The location was inconvenient
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	The time or day was inconvenient
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	The course wasn’t suited to my cultural needs
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	The course didn’t cater for my disability
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	There were no male only or female only courses
	
	
	
	

	
	
	
	5
	
	

	
	I don’t like group training
	
	
	
	

	
	
	
	6
	
	

	
	Other reason (please write in)
	
	
	
	

	
	
	
	7
	
	


8.7 Local or national diabetes support groups




8.7.1 Questions cognitively tested

	Q62 (R1)
	Have you been given information about local or national diabetes support/patient groups?
	
	
	
	

	
	
	
	
	
	

	
	Yes, and I have contacted them
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Yes, but I haven’t contacted them
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	3
	
	


	Q62 (R2)
	Are you aware of any local or national diabetes support/patient groups?
	
	
	
	

	
	
	
	
	
	

	
	Yes, and I have contacted them
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Yes, but I haven’t contacted them
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	3
	
	


8.7.2 Findings

This question was altered between the rounds of cognitive interviewing. Initially we asked whether the respondents had been given any information regarding local or national support groups and this was altered to ask about awareness of these groups. The rationale for this change was that respondents may be actively aware of support groups but have not actually been given any information and instead of measuring this, we would like to measure overall awareness of this type of support. For instance, one respondent said that she knows of a local support group that she could go to if she wanted to but had never been given any information and therefore was unsure which box to tick. Another said that the wording ‘have you been given information’ was irrelevant to her and would better fit people who have been recently diagnosed.

When asked what kind of groups they initially thought of respondents mentioned Diabetes UK posters at the diabetes clinic.

8.7.3 Recommendations

· The new question wording has improved answers and respondents felt more sure about which box to tick. Therefore we propose to use this wording for the final questionnaire.

8.7.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission this question was deleted and the contact aspect incorporated into Q51 which asked about the receipt of emotional support.

	CUT
	Are you aware of any local or national diabetes support/patient groups?
	
	
	
	

	
	
	
	
	
	

	
	Yes, and I have contacted them
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Yes, but I haven’t contacted them
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	3
	
	


8.8 Contact with other people with diabetes 

8.8.1 Questions cognitively tested

	Q63 (R1)
	Have you been able to meet and talk to other people with diabetes?
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	
	

	
	No
	
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q63 (R2)
	Have you wanted to talk to other people with diabetes?
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	
	

	
	No
	
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q64
	Have you been able to meet and talk to other people with diabetes?
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	
	

	
	No
	
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


8.8.2 Findings

Again, these questions were altered between the two rounds of cognitive testing. Initially, only one question was asked regarding whether the respondent had been able to meet and talk to other people with diabetes. This was altered in an attempt to find those respondents who have wanted to talk to other people before asking if they have been able to. This method appeared to work more smoothly during testing.

8.8.3 Recommendations

· The Healthcare Commission have suggested dropping these questions due to the questionnaire already being too long and these issues are covered to an extent earlier in the psychological and emotional support section of the questionnaire (Q36 (Q49-51)). Therefore, these will not appear in the final version of the questionnaire.

9 Access to GP Services

9.1 Appointments with the doctor

9.1.1 Questions cognitively tested

	
	The next few questions are about appointments at your GP surgery.
	
	
	
	


	Q68 (R1)
	The last time you saw any doctor from your GP surgery, for reasons other than your routine diabetes check up, how long did you have to wait for an appointment?
	
	

	
	
	
	
	
	

	
	I was seen without an appointment
	
	
	
	
	

	
	
	
	1
	(
	Q70

	
	
	
	
	
	
	

	
	I was seen on the same working day
	
	
	
	
	

	
	
	
	2
	(
	Q70

	
	
	
	
	
	
	

	
	I had to wait 1 or 2 working days
	
	
	
	
	

	
	
	
	3
	(
	Q70

	
	
	
	
	
	
	

	
	I had to wait more than 2 working days
	
	
	
	
	

	
	
	
	4
	(
	Q69

	
	
	
	
	
	
	

	
	It was a pre-planned appointment
	
	
	
	
	

	
	
	
	5
	(
	Q70

	
	
	
	
	
	
	

	
	Can’t remember
	
	
	
	
	

	
	
	
	6
	(
	Q70

	
	
	
	
	
	
	


	Q68 (R2)
	The next few questions are about appointments at your GP surgery for any reason at all – not just diabetes. The last time you saw any doctor from your GP surgery how long did you have to wait for an appointment?
	
	

	
	
	
	
	
	

	
	I was seen without an appointment
	
	
	
	
	

	
	
	
	1
	(
	Q70

	
	
	
	
	
	
	

	
	I was seen on the same working day
	
	
	
	
	

	
	
	
	2
	(
	Q70

	
	
	
	
	
	
	

	
	I had to wait 1 or 2 working days
	
	
	
	
	

	
	
	
	3
	(
	Q70

	
	
	
	
	
	
	

	
	I had to wait more than 2 working days
	
	
	
	
	

	
	
	
	4
	(
	Q69

	
	
	
	
	
	
	

	
	It was a pre-planned appointment
	
	
	
	
	

	
	
	
	5
	(
	Q70

	
	
	
	
	
	
	

	
	Can’t remember
	
	
	
	
	

	
	
	
	6
	(
	Q70

	
	
	
	
	
	
	


	Q69
	What was the main reason you had to wait?
	
	
	
	

	
	
	
	
	
	

	
	I wanted to see my own choice of doctor
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I could not get an earlier appointment
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	It was not convenient for me to have an appointment at any earlier time
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	Another reason
	
	
	
	

	
	
	
	4
	
	


9.1.2 Findings

This question was altered between rounds one and two of cognitive interviewing. The initial question asked about any appointment with the doctor excluding the routine diabetes check up. Respondents did not understand this term, as explained earlier in this report, and so the question was altered for round two. There were a number of problems with Q68, as outlined below, however, Q69 was found to be well received. Respondents did not feel that there were missing categories. One respondent stated that the time was inconvenient, as she would have wanted an appointment after work. Another said that she wanted to see a different doctor and so chose the first option ‘I wanted to see my own choice of doctor’.

Problems

As expected, respondents found these questions confusing. Respondents were unsure whether we were asking about diabetes appointments or not and some simply went ahead and included them. They also experienced problems with recall - those who thought they needed to discount anything related to diabetes found thinking back to the last time they had visited their GP for something other than diabetes to be a difficult task. Other respondents thought back to the last visit whether it was with a doctor or a nurse and ticked a box at this question, not realising they were only meant to be answering about appointments only with doctors.

A further problem was the terminology. Respondents who had made an appointment more than 2 days in advance and were happy with this time period did not consider themselves as ‘having to wait’ for an appointment. There was also confusion between pre-planned appointments with respondents not understanding what this meant.

9.1.3 Recommendations

· Following the information sent by the Department of Health we have attempted to improve these questions within the set constraints. We recommend the removal of the ‘had to wait’ terminology from the question and answer categories. 

· The first answer category ‘I was seen without an appointment’ has been removed, as we did not see this as necessary in measuring the 48 hour target. 

· The second answer category has been altered to ‘I was seen within 2 working days’. We have also shortened the question (Q62). 

9.1.4 Final questions following consultation with the Healthcare Commission

· These questions were not altered following further consultation with the Healthcare Commission.
	Q62
	The last time you made an appointment to see a doctor from your GP surgery, for any reason, how long was it until you were seen?
	
	

	
	
	
	
	
	

	
	I was seen on the same working day
	
	
	
	
	

	
	
	
	1
	(
	Q64

	
	
	
	
	
	
	

	
	I was seen within 2 working days
	
	
	
	
	

	
	
	
	2
	(
	Q64

	
	
	
	
	
	
	

	
	I was seen after 2 working days
	
	
	
	
	

	
	
	
	3
	(
	Q63

	
	
	
	
	
	
	

	
	It was a pre-planned appointment
	
	
	
	
	

	
	
	
	4
	(
	Q64

	
	
	
	
	
	
	

	
	Can’t remember
	
	
	
	
	

	
	
	
	5
	(
	Q64

	
	
	
	
	
	
	


	Q63
	What was the main reason that you were not seen earlier?
	
	
	
	

	
	
	
	
	
	

	
	I wanted to see my own choice of doctor
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I could not get an earlier appointment
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	It was not convenient for me to have an appointment at any earlier time
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	Another reason
	
	
	
	

	
	
	
	4
	
	


9.2 Appointments with another health professional

9.2.1 Questions cognitivley tested

	Q70 (R1)
	The last time you saw any other health professional from your GP surgery, for reasons other than your routine diabetes check up, how long did you have to wait for an appointment?
	
	

	
	
	
	
	
	

	
	I was seen without an appointment
	
	
	
	
	

	
	
	
	1
	(
	Q72

	
	
	
	
	
	
	

	
	I was seen on the same working day
	
	
	
	
	

	
	
	
	2
	(
	Q72

	
	
	
	
	
	
	

	
	I had to wait 1 working day
	
	
	
	
	

	
	
	
	3
	(
	Q72

	
	
	
	
	
	
	

	
	I had to wait more than 1 working day
	
	
	
	
	

	
	
	
	4
	(
	Q71

	
	
	
	
	
	
	

	
	It was a pre-planned appointment
	
	
	
	
	

	
	
	
	5
	(
	Q72

	
	
	
	
	
	
	

	
	Can’t remember
	
	
	
	
	

	
	
	
	6
	(
	Q72

	
	
	
	
	
	
	


	Q70 (R2)
	The last time you saw any other health professional from your GP surgery how long did you have to wait for an appointment?
	
	

	
	
	
	
	
	

	
	I was seen without an appointment
	
	
	
	
	

	
	
	
	1
	(
	Q72

	
	
	
	
	
	
	

	
	I was seen on the same working day
	
	
	
	
	

	
	
	
	2
	(
	Q72

	
	
	
	
	
	
	

	
	I had to wait 1 working day
	
	
	
	
	

	
	
	
	3
	(
	Q72

	
	
	
	
	
	
	

	
	I had to wait more than 1 working day
	
	
	
	
	

	
	
	
	4
	(
	Q71

	
	
	
	
	
	
	

	
	It was a pre-planned appointment
	
	
	
	
	

	
	
	
	5
	(
	Q72

	
	
	
	
	
	
	

	
	Can’t remember
	
	
	
	
	

	
	
	
	6
	(
	Q72

	
	
	
	
	
	
	


	Q71
	What was the main reason you had to wait?
	
	
	
	

	
	
	
	
	
	

	
	I wanted to see my own choice of other health professional
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I could not get an earlier appointment
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	It was not convenient for me to have an appointment at any earlier time
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	Another reason
	
	
	
	

	
	
	
	4
	
	


9.2.2 Findings

Some respondents thought of the practice nurse at this question and answered accordingly. Other respondents had trouble recalling the last time they saw someone other than their doctor at their GP practice and ticked ‘Can’t remember’.

Problems

Cognitive testing of these questions uncovered a number of problems respondents experienced in going about answering them. Some respondents commented that this was “the same question” as the previous one and could not distinguish between the two. The main problem with this question was the terminology. Respondents were not sure who was being referred to by ‘other health professional’ and did not know what to tick. Some respondents thought of any health professional they had seen, other than their regular GP, in some cases this being another doctor. Respondents also answered the question thinking of any health professional they had seen, not necessarily at their GP surgery. Other respondents simply answered that they had never seen anyone at their GP surgery, other than the doctor and said that there was nothing to tick. 

As with the previous set of questions, problems arose regarding the term ‘pre-planned appointment’. This is not a term that respondents always understood. Also some respondents said that they had a pre-planned appointment but that they had had to wait too long for this appointment and there was nothing to tick. While the question is not aiming to measure the length of time respondents waited for a pre-planned appointment, this did cause confusion for the respondents whom this applied to.

In some cases respondents were thinking more generally about health professionals they had seen over time, rather than thinking specifically about the last time.

9.2.3 Recommendations

· The newly worded question is shown below. As with the previous question, we have attempted to remove the ‘had to wait’ terminology from the question and answer categories. We have also removed the first answer category.

· The original recommendation we gave was to simply ask about the nurse at the GP practice, rather than use the ‘other health professional’ wording, as this is not a term respondents were familiar with. However, the Department of Health have given us assurances that this wording is necessary as people can see nurses, physiotherapists, phlebotomists, dietitians, occupational therapists, counsellors etc at their GP practice. 

· When taken to the Advisory Group and discussed in light of the above comments from the Department of Health, the group felt that the 24 hour rule only applied to the nurse or health care assistant rather than the long list sent by the Department of Health. 

· The Advisory Group commented that patients would not see the health professionals mentioned by the Department of Health at their GP surgery within one working day. It was felt that they would have to wait a number of weeks or even months.

· The newly worded question below asks specifically about the nurse or health care assistant as recommended by the advisory group.

· We also recommend adding a ‘I have not seen a practice nurse’ category. While it is likely that the respondent will have been to see the doctor at their GP surgery, they may never have visited the nurse or health care assistant there.

9.2.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission this wording was replaced with ‘practice nurse’.

	Q64
	The last time you made an appointment to see the practice nurse from your GP surgery, for any reason, how long was it until you were seen?
	
	

	
	
	
	
	
	

	
	I was seen on the same working day
	
	
	
	
	

	
	
	
	1
	(
	Q66

	
	
	
	
	
	
	

	
	I was seen within 1 working day
	
	
	
	
	

	
	
	
	2
	(
	Q66

	
	
	
	
	
	
	

	
	I was seen after 1 working day
	
	
	
	
	

	
	
	
	3
	(
	Q65

	
	
	
	
	
	
	

	
	It was a pre-planned appointment
	
	
	
	
	

	
	
	
	4
	(
	Q66

	
	
	
	
	
	
	

	
	Can’t remember
	
	
	
	
	

	
	
	
	5
	(
	Q66

	
	I have not seen a practice nurse
	
	
	
	
	

	
	
	
	6
	(
	Q66

	
	
	
	
	
	
	


	Q65
	What was the main reason that you were not seen earlier?
	
	
	
	

	
	
	
	
	
	

	
	I wanted to see my own choice of practice nurse
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I could not get an earlier appointment
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	It was not convenient for me to have an appointment at any earlier time
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	Another reason
	
	
	
	

	
	
	
	4
	
	


9.3 Making appointments 3 or more days in advance

9.3.1 Questions cognitively tested

	Q72
	If you want to make a doctor’s appointment 3 or more working days in advance does your GP surgery allow you to do that?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	


9.3.2 Findings

Respondents did not have problems answering this question and were thinking of appointments at their GP surgery in general, not just in terms of their diabetes. Other respondents said that this would depend on the reason for the appointment, for instance one respondent commented that she could get an appointment if she needed her “ears syringed” but was not sure whether she would need to wait longer for an appointment for more general illness. Other respondents said that they could be seen quickly if it was a diabetes problem but were not so sure about other illnesses.

9.3.3 Recommendations

It is recommended to retain the current question wording.

9.3.4 Final questions following consultation with the Healthcare Commission

· This question was not altered following discussion with the Healthcare Commission and the Advisory Group.

	Q66
	If you want to make a doctor’s appointment 3 or more working days in advance does your GP surgery allow you to do that?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Don’t know
	
	
	
	

	
	
	
	3
	
	


9.4 Involvement in care and treatment

9.4.1 Questions cognitively tested

	Q73
	Overall, have you been involved as much as you wanted to be in decisions about your care and treatment?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	


9.4.2 Findings

The way respondents went about answering this question seemed to be very mixed. Some thought of their general health care and others thought only of diabetes care. For instance, one respondent spoke specifically of ‘hypos’ and insulin, despite thinking of general care at the previous question. Respondents were thinking about their overall diabetes care, whether they received it at hospital or GP surgery, as throughout the questionnaire they have been asked generally about their care and treatment.

Problems

One respondent said that he was not sure what was meant by involvement in decisions about his care and treatment. He said that if he does not like the doctor’s answer, he could get a “second opinion”. Another respondent thought of her care generally and answered ‘No’ as she felt the doctor would “just tell her what to do” without discussing it. A further respondent understood this question to mean whether he was there or not when decisions about his care were being made, rather than his overall involvement. Another respondent said that she does feel involved but could feel more involved and was not sure that a ‘Yes/No’ question covered that aspect. This respondent was quite young and felt that her doctor saw her “as a case rather than a person”. She felt that her age was not taken into account, for example, at her last check-up the doctor told her she was a “picture of health” but she felt this was simply a comparison to “people with gangrenous feet”. A last respondent would have liked a ‘Don’t Know’ answer category as she said she is “not up on this”. She added that the doctors “keep changing the rules and it’s so complicated” and she doesn’t always understand what she is told.

9.4.3 Recommendations

· We recommend altering the wording of this question as shown below. The question needs to be anchored more securely to GP services and state clearly that it refers to all care, rather than just diabetes care.

· Secondly, we recommend changing the answer categories to reflect the level of involvement patients have had in making decisions about their care and treatment. The question has also been shortened slightly for easier reading.

· Lastly, we would recommend adding a ‘Don’t Know’ category.

9.4.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission the response categories at this question were altered for consistency with the rest of the questionnaire. The simple ‘Yes’ and ‘No’ options were replaced with ‘I was involved as much as I wanted’, ‘I wanted to be a bit more involved’ and ‘I wanted to be a lot more involved’.

	Q73
	Thinking about all of the care you have received from your GP surgery, not just for diabetes, have you been involved as much as you wanted in decisions about your care and treatment?
	
	
	
	

	
	
	
	
	
	

	
	I was involved as much as I wanted
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I wanted to be a bit more involved
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	I wanted to be a lot more involved
	
	
	
	

	
	
	
	3
	
	

	
	Don’t Know
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	


10  Background Information 

10.1.1 Questions cognitively tested

	Q74
	Are you male or female?
	
	
	
	

	
	
	
	
	
	

	
	Male
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Female
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q75
	How old are you now? 
	
	
	
	

	
	
	
	1034-35
	
	
	
	

	
	I am
	
	
	
	
	
	

	
	
	
	
	
	years old
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	


	Q76
	How old were you when you left full-time education?
	
	
	
	

	
	
	
	
	
	

	
	16 years or younger
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	17 or 18 years
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	19 years or older
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	Still in full time education
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q77
	Overall, how would you rate your health during the past 4 weeks?
	
	
	
	

	
	
	
	
	
	

	
	Excellent
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Very good
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Good
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Fair
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	Poor
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q78
	Do you have a long-standing physical or mental health problem or disability?
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	
	

	
	
	
	1
	(
	Q79

	
	
	
	
	
	
	

	
	No
	
	
	
	
	

	
	
	
	2
	(
	Q80

	
	
	
	
	
	
	

	
	Don’t know or not sure
	
	
	
	
	

	
	
	
	3
	(
	Q80

	
	
	
	
	
	
	


	Q79
	Does this problem or disability affect your day-to-day activities?
	
	
	
	

	
	
	
	
	
	

	
	Yes. definitely
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	Yes, to some extent
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	3
	
	


	Q80
	To which of these ethnic groups would you say you belong? (Please tick one box only)
	
	

	
	
	
	
	
	

	                       White
	
	
	
	
	

	
	British
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Irish
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Any other White background (please write in)

	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	                       Mixed
	
	
	
	
	

	
	White and Black Caribbean
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	White and Black African
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	White and Asian
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Any other Mixed background (please write in)

	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	                        Asian or Asian British
	
	
	
	
	

	
	Indian
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Pakistani
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Bangladeshi
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Any other Asian background (please write in)

	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	                        Black or Black British
	
	
	
	
	

	
	Caribbean
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	African
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Any other Black background (please write in)

	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	                        Chinese or other ethnic group
	
	
	
	
	

	
	Chinese
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Any other ethnic group (please write in)

	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	


	Q81
	Are you…
	
	
	
	

	
	
	
	
	
	

	
	Married or living with partner?
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Divorced or separated?
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Widowed?
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Single (never married and not living with partner)
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q82
	Including yourself, how many people live in your household who are aged 18 or over? 



_______________________________________


	
	
	
	


	Q83
	Which one of these best describes your current situation?
	
	
	
	

	
	
	
	
	
	

	
	In paid work
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Temporarily off sick from my job
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Unemployed
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Retired from paid work
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Unable to work because of long-term disability or ill health
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Looking after the family, home or dependants
	
	
	
	

	
	
	
	6
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	In full-time education or training (including government training programme)
	
	
	
	

	
	
	
	7
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Other (please write in)
	
	
	
	

	
	
	
	8
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	


10.1.2 Findings

Respondents did not appear to have any problems answering these questions with one exception. The questions on disability were confusing as respondents were unsure whether to include their diabetes or not. It is unclear whether this is seen as disability and respondents’ views on whether they saw it as such differed greatly.

The Department of Health have commented that this question is required to identify inequalities according to the level of disability and should not include diabetes. 

10.1.3 Recommendations

· We would recommend retaining this set of demographic questions as it stands with two amendments. 

· Q76 (Q70), which asks about age upon leaving education, now has a ‘I have not had any formal education’ category as requested by the Healthcare Commission. 

· We would also recommend cutting the two questions on disability (Q78 and Q79).

· If we are to retain the questions on disability we would need to exclude diabetes which could potentially cause problems as to include wording such as ‘Apart from your diabetes, do you have…’ could offend people who do not consider their diabetes to be a disability. One way round this problem would be drop the ‘disability’ wording and instead ask about a ‘physical or mental health problem’. This is shown below in the recommended questions.

· We recommend keeping the ethnicity question as it stands as this has been taken from the census and is the standardised question used across all surveys (Q75).

· The Healthcare Commission commented that it was not clear whether respondents had a physical or mental health problem and that they would like this distinction to be made. We recommend separating out the answer categories to differentiate between the two as shown in the new version of the question below (Q73).
· Q82, which asks about the number of adults in the household, will need to ask about adults aged 16 or over if the questionnaire is to be answered by people aged 16 or older.
10.1.4 Final questions following consultation with the Healthcare Commission

· Following consultation with the Healthcare Commission and the steering group a new question (Q72) was added to find whether the respondent feels their diabetes affects their ‘day-to-day activities’.
· The word ‘formal’ was added before ‘education’ to make clearer the question refers to education of a formal rather than an informal or ad hoc nature.
· It was decided that Q81-83 would not be included in the questionnaire due to space restrictions.
	Q68
	Are you male or female?
	
	
	
	

	
	
	
	
	
	

	
	Male
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Female
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q69
	How old are you? 
	
	
	
	

	
	
	
	1034-35
	
	
	
	

	
	I am
	
	
	
	
	
	

	
	
	
	
	
	years old
	
	

	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	


	Q70
	How old were you when you left full-time education?
	
	
	
	

	
	
	
	
	
	

	
	16 years or younger
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	17 or 18 years
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	19 years or older
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I am still in full time education
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	I have not had any formal education
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	
	
	
	
	
	


	Q71
	Overall, how would you rate your health during the past 4 weeks?
	
	
	
	

	
	
	
	
	
	

	
	Excellent
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Very good
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Good
	
	
	
	

	
	
	
	3
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Fair
	
	
	
	

	
	
	
	4
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Poor
	
	
	
	

	
	
	
	5
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q72
	Does your diabetes affect your day-to-day activities?
	
	
	
	

	
	
	
	
	
	

	
	Yes
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	


	Q73
	Apart from your diabetes, do you have a long-standing physical or mental health problem?
	
	

	
	
	
	
	
	

	
	Yes, physical health problem
	
	
	
	
	

	
	
	
	1
	(
	Q74

	
	Yes, mental health problem
	
	
	
	
	

	
	
	
	2
	(
	Q74

	
	Yes, both physical and mental health problems
	
	
	
	
	

	
	
	
	3
	(
	Q74

	
	
	
	
	
	
	

	
	No
	
	
	
	
	

	
	
	
	4
	(
	Q75

	
	
	
	
	
	
	

	
	Don’t know or not sure
	
	
	
	
	

	
	
	
	5
	(
	Q75

	
	
	
	
	
	
	


	Q74
	Does this problem affect your day-to-day activities?
	
	
	
	

	
	
	
	
	
	

	
	Yes. definitely
	
	
	
	

	
	
	
	1
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	Yes, to some extent
	
	
	
	

	
	
	
	2
	
	

	
	
	
	
	
	

	
	
	
	
	
	

	
	No
	
	
	
	

	
	
	
	3
	
	


	Q75
	To which of these ethnic groups would you say you belong? (Please tick one box only)
	
	

	
	
	
	
	
	

	                       White
	
	
	
	
	

	
	British
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Irish
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Any other White background (please write in)

	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	                       Mixed
	
	
	
	
	

	
	White and Black Caribbean
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	White and Black African
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	White and Asian
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Any other Mixed background (please write in)

	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	                        Asian or Asian British
	
	
	
	
	

	
	Indian
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Pakistani
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Bangladeshi
	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Any other Asian background (please write in)

	
	
	
	
	

	
	
	
	4
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	                        Black or Black British
	
	
	
	
	

	
	Caribbean
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	African
	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Any other Black background (please write in)

	
	
	
	
	

	
	
	
	3
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	                        Chinese or other ethnic group
	
	
	
	
	

	
	Chinese
	
	
	
	
	

	
	
	
	1
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	

	
	Any other ethnic group (please write in)

	
	
	
	
	

	
	
	
	2
	
	
	

	
	
	
	
	
	
	

	
	
	
	
	
	
	










































































� For further information about the diabetes survey please see the full report at www.nhspatientsurveys.org.


� Collins D (2003) ‘Pretesting survey instruments: An overview of cognitive methods’ in ‘Quality of Life Research 12’ Kluwer Academic Publishers.


� Tourangeau R (1984) ‘Cognitive sciences and survey methods’ in Jabine T, Straf M, Tanur J, Tourangeau R (eds), ‘Cognitive Aspects of Survey Methodology: Building a Bridge Between the Disciplines’, Washington, DV: National Academy Press.


� Willis G (2005) ‘Cognitive Interviewing: A tool for Improving Questionnaire Design’ Sage Publications, Inc.


� The findings from the qualitative interviews conducted with people with diabetes as part of the developmental stage of this work were written up into a report which can be found at �HYPERLINK "http://www.nhspatientsurveys.org/"��www.nhspatientsurveys.��HYPERLINK "http://www.nhspatientsurveys.org/"��org�


� The purpose of the urine test is to test for presence of protein as this can have an impact on kidney function.
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