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SECTION 1: PROJECT OVERVIEW

This is the final report of a pilot study funded by the IDDT for nine months in 2009.  Section 1 presents an overview of the project including the aims, methods and activities of the study. Section 2 presents the research findings from the focus groups and pilot questionnaire.  Section 3 is report conclusions. A series of appendices contain project documents and outputs, a literature review, and the outline of a follow-on survey proposal.

Brief background to the study

The recently announced NHS Plan includes references to patients’ rights to choose and to information on which to base choice.   This is in line with the European Charter of Patients’ Rights which was agreed in April 2008 at an international conference promoted by the Active Citizenship Network.  Among the rights recognised are the right to information, the right to consent and the right to free choice:

· Every individual has the right to access to all information regarding their state of health, the health services and how to use them, and all that scientific research and technological innovation makes available.

· Every individual has the right of access to all information that might enable him or her to actively participate in the decisions regarding his or her health; this information is prerequisite for any procedure and treatment, including the participation in scientific research.

· Each individual has the right to freely choose from among different treatment procedures and providers on the basis of adequate information.

The proposed research was needed because we currently do not have adequate answers to some basic questions which underlie the approach of the policy outlined above and are key to its implementation, namely:

· Do people with diabetes (types 1 & 2) experience a choice in relation to the management of their diabetic condition and the treatments available?

· Do people with diabetes wish to exercise choice about the treatment of their diabetes; and, if so, do they want more information in order to make that a choice? 

· What information on treatments/ management is currently readily accessible?

· Apart from required but unavailable information, what other barriers to treatment choice exist?

The intention of the pilot study was to provide insight into the above questions and evidence of the range of responses to them in order to construct a survey instrument for a larger investigation.

Aims and objectives of the research

The overall aim of the research was to assess the extent to which adults with type 1 or type 2 diabetes experience desired choice in relation to their treatment, and the role of information provision in relation to choice.

The research had the following specific objectives to:

· conduct focus group discussions with a range of people with diabetes from different sections of the diabetic population

· explore participants’ preferences for and experience of choice in relation to the treatment of their diabetes

· explore participants’ preferences for information relating to their treatments and their experiences of receiving or accessing such information

· use the evidence and insights gained from analysis of the focus group discussions to design a questionnaire for use in a survey of a larger diabetic population

· develop a collaboration between university based researchers and clinicians to conduct further research in this area.

Methods
The intended length of the project was 6-9 months, starting in January 2009 when the research associate was employed part-time.  The pilot study documents and project plan were submitted to the University of Warwick Humanities and Social Sciences Research Ethics Sub-Committee (HSSREC) for ethical review and approval was received in February.  
Focus Groups

Arrangements were then made to hold a focus group on the University of Warwick campus with people who had made contact with the researchers at the 2008 IDDT AGM.    This was held on 18 March 2009 and covered participants’ experiences in relation to choice of treatment of their diabetes and receiving information allowing choice.  Factors which affected their experiences, such as relationships with health care practitioners were also explored.  A second focus group was held on 7 April 2009 with members of the Diabetes UK support group which meets in St Albans Hospital Postgraduate Centre.  Both discussions were digitally recorded and then transcribed. Focus group participants received and honorarium of £10 to cover any expenses involved in attendance, and refreshments were provided after the discussions. The transcribed records of the discussions were analysed by the lead researcher and the research associate. The range of experiences produced a wealth of helpful insights. 

Literature review  
The project was fortunate to have a postdoctural research associate (Dr Lydia Lewis) who embarked on a review of the health care literature which grew and grew in size, as it became clear that the issues of choice and information in relation to treatment in diabetes brought in fundamental aspects of management of a long-term condition which have been extensively addressed in the literature.  The intention is to make the literature review available as an appendix to the report and we hope that it will be useful in itself.
Questionnaire 

Making use of the analysed focus group material, a questionnaire was designed to investigate the areas addressed by the group discussions among a wider diabetic population through a survey. The questionnaire has been be piloted by email with participants from one of the groups who gave their prior consent, and other potential respondents who made contact with the researchers at last year’s IDDT AGM.  It has also received feedback from the University of Warwick Diabetes Advisory Group and ethics clearance from the HSSREC.
Project outputs 
The outputs of the research have been finalised in the form of:

· a poster outlining the project which was presented at the Health Research in University of Warwick
· a report of the research findings for IDDT, the University of Warwick HSSREC, research participants and interested others
· a piloted questionnaire for testing with a view to a subsequent application for funding a larger research study
· presentation for a major conference and draft article for publication in a peer reviewed journal - for conference and presentation abstract see Appendix 5.
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SECTION 2: RESEARCH RESULTS

FOCUS GROUP DISCUSSIONS 

The results of the analysis of the focus group discussions are summarised under the main themes of ‘choice’, ‘information’ and ‘barriers’ to choice addressed by the focus group questions (Appendix 1).  Basic demographic and diabetes-related information collected on each focus group participants is listed in Appendix 1.
CHOICE
Focus group participants were asked if, in their experience, ‘people with diabetes experience a choice in relation to the management of their diabetes and the treatment available’.  The response was varied: for some it was ‘yes’ - mostly a qualified ‘yes but…’; for a few, definitely ‘no’.  

The two participants who most clearly felt they always experienced choice, were both male, and presented the choice in the context of having a good relationship with their GP.  One said, ‘I think I get a good choice’, and explained:

We discussed everything, they gave me an informed choice, they told me about all the other different analogue insulins that were on the market…

So I’ve got an understanding of it, the medical team have got an understanding of it and I feel because of all this, and we’re all working together, that I do get a decent choice.

The other male participant also based his feeling that he had a choice, on the discussion and explanation of treatment decisions that he experienced.  He said:

He does discuss things with me and we’re now deciding, or considering, whether I might have to go onto insulin as well because I’m on the maximum does of metformin.

And later added:

Each time I change my medication with the prescription reviews, he’s explained what he’s doing and why he’s doing it.

Other participants had also experienced choice, but qualified this with comments on the limited extent to which choice had been possible. Two of them mentioned that they had chosen not to use analogue insulins for example – one because of her brief experience of using the insulin, and the other after reading about a possible carcinogenic risk in the IDDT newsletter. One participant said that healthcare professionals tended to act as ‘gatekeepers’ and that she would prefer healthcare professionals to act as ‘collaborators’ in relation to her diabetes.  She had made in informed choice to try an insulin pump as a way to manage her ‘brittle diabetes’.  This choice took some time to be put into action however, as the local PCT would not pay for this treatment.  

In their interaction with the NHS, people often get ‘a forced choice’, it was suggested:

A lot of choices we notionally do or don’t get are so driven by the person you meet at the point of your decision.

Furthermore, available choices may be presented in an over-simplistic way: 

It’s this or that - if you do a certain thing, there will be a predictable outcome…I think a lot of choices are presented in that very naive, simplistic way that doesn’t marry with our experience of the complexity of things.

In order to have some influence on these interactions which may determine a choice of treatment or management, ‘You’ve got to know what to say’ according to a male participant in the first focus group:

You’ve got to have done your research before you go in…

So I’ve maybe encouraged them to give me more choice rather than them volunteering that choice.

And this was reiterated by a female participant in the second focus group who said:

The problem is that you really…need to know enough about it to ask your consultant… Otherwise you know, you may find that when you get to the hospital…if you don’t ask, they won’t tell you necessarily because they are very pushed for time.

Her own experience was: 

I have asked and I’ve been absolutely fine. I wanted to change my insulin last year: ‘Not a problem; why do you want to do it?’

Two participants did not feel that they had experienced any choice at all in interactions with their healthcare professionals.  One saying that she would like to change her doctor, but felt she did not really have a choice, and that:

It’s more or less I was told ‘Yes now you have to change to this, to that.’

The other participant felt she was not getting the help and support she needed, and that the only choice she had was not to follow the advice she had been given about her insulin regime:


If I took as much insulin as they told me to take, I’d be permanently hypo.

Asked about the general experience of people with diabetes of choice relating to their treatment, participants suggested that:

The majority of people just don’t know there’s an alternative, they don’t know of any alternatives

I think they’re just told what you must do, take this tablet, that tablet…

In sum, these participants wanted to be involved in any choice relating to the treatment or management of their diabetes.  Two male participants were content with the extent of the choice and consultation they experienced in their relationship with their GPs. Two female participants felt they currently had choice because they had researched the options, were prepared to ask for their choice, and currently had a collaborative relationship with their healthcare provider.  Two other female participants felt they had little or no choice.  

INFORMATION

When focus group participants were asked whether there was enough readily available information for people with diabetes to make any possible choices, there were again mixed responses.  One participant said ‘In my experience, as long as you know where to look for the information, it is there to give you the choices’; another that ‘There’s a lot of information out there’.  There were also a number of negative comments however:

I don’t think the doctors…the lesser doctors they see first of all, I don’t think they know enough.  The consultants will admit to needing more information, whereas the house doctors won’t.

Nobody wants to take the moral responsibility …for giving you…a clear idea about your options for education, for dietary management and medication management.   

When you’re new to it, you don’t know, you’ve got to find out.

I get cross when you’re actually given wrong information as an argument against your choice.

One participant acknowledged that ‘it’s really a matter of communication’ and suggested that the difficulty might lie with the attitude and behavior of some patients:

Some patients are their own worst enemy…they don’t really know how to relate to their GP or consultant right.  They don’t know how to relate to their fellow human beings in everyday life either.  So you’ve got this complication here or this syndrome in life, whereby people first of all go into shock and people react differently to knowing they’ve got a chronic illness, others don’t want to know and then others are interested.

The most useful sources of information cited by participants were IDDT including the annual conference, the DAFNE course, and the internet – though there was disagreement about the reliability of the latter. One participant thought that ‘the internet generally can be lethal…because there’s no vetting, anybody can put information up’;  another said:

Oh that’s interesting, I found it just the opposite. I mean I know when I’m reading rubbish…I know enough to know that it’s just not right.  I haven’t found anything not right; I suppose maybe I’ve just been looking in the right place.

Healthcare practitioners were mentioned but they ‘may provide only the information that they think you can cope with and their judgement may be wrong’.

Using a range of different sources of information was thought to be a good idea:


I don’t think there’s any one source I would trust on its own.

The more different sources you can draw in on …to a point, the better.

The individual could help themselves by being aware, asking questions, researching information:

Asking questions…personal awareness I think is the best source of information;

And, if necessary, being demanding:

I mean we’re here, all of us, because we’re survivors and fighters fundamentally…times we’ve saved our own lives by being tetchy and stuff.  But what kind of troubles me all the time is what happens to people who aren’t able to demand the information from the sources and make an informed choice.

BARRIERS

Focus group participants were asked ‘Apart from unavailable information, are there other barriers to the exercise of choice in relation to the treatment and self-management of diabetes?’

The short time GPs have for each patient was seen as a barrier. It was suggested however that   diabetes support groups may help by pooling the information that their members have.

A generalized or simplistic approach might be a barrier to the exercise of choice for a particular person with diabetes because ‘what works for one person doesn’t necessarily work for everybody else’. One participant reported:

I’ve been in our A&E I think six times in the last year,…and on every occasion, only one member of the entire A&E staff  actually wanted to hear my view of what I was there with and for… What I want (them) to do is to mediate between that textbook knowledge and my individual needs and circumstances.

Furthermore lack of assertiveness might mean that your own preferences and understanding might not be taken into account ‘You’ve got to know what to say…have done your research’. However, if a person with diabetes does inform themselves of the choices available, this may not be acceptable to every healthcare practitioner because, s/he may be threatened by a patient’s expertise in own condition.  It was suggested,

They don’t want an expert patient – they don’t want somebody who knows what they are asking for. They want to give them what they’re telling them…they want an expert accepter of their advice.

Local PCT funding decisions can be a barrier to the implementation of a choice even if it is supported by a healthcare practitioner.  One participant had not been able to get funding on a DAFNE course, another had not been provided with an insulin pump until she transferred to another hospital; and there may be problems with the provision of pens & needles for tests – all of which may affect treatment regimes and management decisions.

PILOT QUESTIONNAIRE RESULTS

The five people who completed the pilot questionnaire (Appendix 2) had had Type 1 diabetes for between 18 and 40 years (four of them for over 36 years),  so they were very expert at managing the condition and their remarks indicate their knowledge and confidence.   Their responses are at the highly experienced end of the continuum of self-management, and in some cases, all the more indicative and noteworthy because of this.  It became evident in the focus group discussions that relationships with healthcare practitioners were crucial in relation to opportunities for choice and the provision of information.  Accordingly, the pilot questionnaire contained a section on relationships with health professionals.

CHOICE
Asked if they had experienced choice about the treatment (or management, including self-management) of their diabetes, four replied ‘yes’ and one ‘no’, saying ‘No-one has formally offered me any choice but, being an awkward b…..I make the decisions anyway’. One such choice was going on a pump rather than staying on five injections a day.  One additional comment was : 

However my team always try and get me to change my regime despite the fact that I am happy on it and do not want to change.

These choices were suggested either by a hospital doctor (2) or by the respondents themselves (2).  One of whom commented:

From tests and reviews the medical staff have advised me about the options. However, it is always my choice…I do take on board their professional knowledge and make the decision myself.

Four respondents said that they wanted more choice about the treatment of their diabetes where this is possible; one replied the amount of choice was about right.  One comment was:

I always want to know the various options available, have a discussion and then make an informed decision.  I don’t just take advice without asking pertinent questions that relate to my type of diabetes, effects etc.

Four respondents thought that people with diabetes generally want to be involved in choices about treatment options, and only one that they did not.  One respondent commented on the centrality of choice:  

This (choice) seems a necessary corollary of a condition which makes such high demands on self-management.  Our engagement is a pre-requisite of concordance with treatment plans.

Another recognised that, for some people, the exercise of choice might be limited:

In my view, people do want to be involved, but there are some people who are happy to let the medical staff tell them what they must do.  Equally some people don’t have the knowledge or experience to be able to make informed decisions and therefore need a sensible answer from the medical staff.

INFORMATION
Pilot questionnaire respondents were asked ‘As far as you know, do you have the information you need to make choices you would like to make about the treatment/management of you diabetes?  Four respondents replied that they did and one replied ‘No’.  CHECK Accordingly one person said that they would like more information, and the others replied ‘No, I get enough information for my needs’. Comments were:

I think so, because I try to find out as much as I can. The IDDT is very useful, but access to more specialist information would be useful. 

Being self-educated makes a high demand of individual patients, in terms of time, ability to evaluate sources, read technical literature.

I wouldn’t know about the ‘latest’ developments’...

I feel I know more than my healthcare team and they tend to ask me questions, which is not very good really!

The most useful sources of information about their diabetes treatment and management for these respondents were:

IDDT, Internet sites, Books, Newspaper (James Le Fanu); hospital  consultant;  ‘Balance’ and hearing the information that is brought to our Diabetes UK local meetings by the healthcare practitioner; depends, I would almost certainly trust the advice from my specialist doctor (ie consultant not some student doctor doing my appointment) -  however I would research the topic anyway re IDDT, internet etc.; magazines/talking to others with diabetes.
RELATIONSHIPS WITH HEALTH PROFESSIONALS

Three respondents had a particular doctor or nurse whom they saw regularly about their diabetes, the other two did not, one commenting,

Different registrar each time I visit. I don’t go now as they don’t offer much advice.

Three questions explored the nature of interchanges around changes in treatment.  

The first asked ‘If your doctor or nurse is recommending a change of treatment, does s/he tell you about the possible drawbacks as well as the benefits of the change?’  One person replied ‘Yes always’ two people replied ‘sometimes’ and one ‘No never’. The fifth respondent replied ‘I make the changes’ to this and the subsequent question. 
The second question asked ‘Is the doctor or nurse you most often see about your diabetes willing to agree a compromise arrangement if you do not completely agree about a proposed change? Again one person replied ‘Yes always’ and two people replied ‘sometimes’. A fourth replied ‘I can’t recall it happening, but if we didn’t agree, I would just do it my way if it were possible!’  An example of a compromise arrangement was given by one respondent whose consultant had advised taking statins when s/he had been reluctant to do so. They agreed to watch the cholesterol levels on a regular basis.  The respondent had subsequently reduced the cholesterol level significantly by dietary means.

The third question asked: ‘In your experience do health professionals ask for your own views and preferences about your diabetes care?’ All the respondents answered ‘Sometimes’ (rather than ‘Yes, always’ or ‘No, Never’).  Additional comments were:

They get it anyway!!!

Some do, some don’t.  However as I view this as a partnership and me being the expert and having 40 years’ experience of my diabetes then they get to know my opinion anyway.

Some pertinent additional comments were made at the end of the questionnaires.
I did an Open University course on The Management of Diabetes a couple of years ago. I was amazed to learn about all the services available to diabetics. In 37 years I have never been offered any of them – I did not even know they existed.

I think the issue of the person making the choice is key, also how they view the diabetes itself and the treatment regime they have e.g what their long term and short-term goals are more widely and with respect to their DM. 

…I also think that in order to manage the diabetes the patient must take responsibility for their own diabetes with LOTS of support from the medical staff.  I know that I have had run-ins with doctors but it is essential for the medical staff to view every diabetic as different and has to be treated as such.  No mass ticking of boxes etc but that is for the Dept of Health to get their heads around. I have met quite of few diabetics who have had run-ins with their doctors, having tried their best to attain the required numbers and ultimately haven’t managed that, then they get real hassle and then feel like a failure.  I always know what is up with mine if it’s playing up and that has to be taken into consideration…I have had years of good health and good support from the medical teams all around the country (I’ve moved around a lot).  

SECTION 3 – CONCLUSIONS
This research achieved its overall aim - to assess the extent to which adults with type 1 or type 2 diabetes experience desired choice in relation to their treatment, and to explore the role of information provision in relation to choice.  The following particular study objectives were also fulfilled:  

· To conduct focus group discussions with a range of people with diabetes from different sections of the diabetic population

· To explore participants’ preferences for and experience of choice in relation to the treatment of their diabetes

· To explore participants’ preferences for information relating to their treatments and their experiences of receiving or accessing such information

· To use the evidence and insights gained from analysis of the focus group discussions to design a questionnaire for use in a survey of a larger diabetic population.

The nature of a possible follow-on study using the questionnaire to document systematic evidence of the experience of choice and receipt of information from a wider diabetic population is currently under discussion.  The outline of a survey project is included with this report for the Trustees of IDDT to review (Appendix 6). 

The focus group discussions reflected a considerable range of experiences, as intended, but the participants represented only a small and highly motivated section of the diabetic population.  The pilot study questionnaire was also completed by a small but very experienced group of people with diabetes.  This was not a deliberate strategy but proved very useful in indicating the limited extent to which information about possible choices was systematically offered, even with such expert patients.  

Some degree of choice was experienced by focus group participants where they had a good and collaborative relationship with their healthcare practitioner.  It was evident that the possible options for treatment or management were not regularly presented, let alone each of the options’ advantages or disadvantages reviewed.  However, in those situations where the person with diabetes had sourced information which allowed them to know already what they wanted to ask for, their expressed wish might be agreed by the healthcare practitioner concerned.  However the funding might be denied by a particular PCT.  

The responses to the questionnaires provided very useful insight into how this aspect of the management of diabetes was handled by these very experienced patients.  The responses also emphasised just how far the interchanges with healthcare providers are from allowing diabetic patients real choice where it is possible.  Only in one case was it reported that a health care practitioner always talked about the possible drawbacks of a suggested treatment change, and was always willing to agree to a compromise arrangement.  In no cases was it reported that a person with diabetes was always asked for their own views and preferences.  However, as one questionnaire respondent clearly pointed out:

This seems a necessary corollary of a condition which makes such high demands on self-management.  Our engagement is a pre-requisite of concordance with treatment plans.
In light of Department of Health policy based on the expectation that people with a long-term condition such as diabetes will be engaged with its management, as reviewed in the Literature Review accompanying this report, and IDDT’s aim to ensure that people with diabetes have an informed choice of treatment (including risks and benefits of all types of insulin), there is a need to know the extent to which such choice and the provision of unbiased and relevant information, is experienced in the wider diabetic population.
