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1 Background

The Care Quality Commission (CCQ) commissioned NatCen to develop and use cognitive methods to test the questions on community mental health services which will go into a pre-existing survey which uses a self completion paper questionnaire.  This survey is called the Community Mental Health Service Users Survey.  NatCen has coordinated this survey for the last three years.  Two reviews have recently taken place with the result that there is a need to revise and or develop new questions.  The two reviews were the Care Programme Approach (CPA) Review and the Department of Health’s Customer Experience Information Review.
1.1 Question Development
The survey aims to measure current and recent mental health service users’ experience of using these services.  Following the two reviews some previous questions were revised and new questions developed, so that the 2010 survey will be up to date with changes in mental health services.  These new questions were developed by Steve Bruster and NatCen in consultation with the Care Quality Commission and tested using cognitive interviewing methods.  Testing focused specifically on ensuring that the new questions worked as intended.  
The questions covered the following topics:

A. Health and Social Care Workers
B. Medication
C. Your Care Co-ordinator
D. Your Care Plan
E. You Care Review
F. Day to Day Living

G. Your Family or Carer

H. Advocate or Supporter

1.2 Aims of the Cognitive Testing

The cognitive testing had three main aims.  The first aim was to look at issues of sensitivity and coverage of topics.  This is important because the questions will be asked of current or recent users of NHS community mental health services including those with more complex needs.  Secondly, the research looked at the cognitive answer process.  We particularly want to explore how the questions are understood and examine the judgement, recall and response processes respondents use in formulating their answers. Thirdly, we wanted to test some of the new questions for relevance as these questions were taken from other patient surveys.  Testing, allows us to evaluate whether the questions are measuring what they are intended to measure and whether the answer categories provided are appropriate.  

1.3 Report Structure

This chapter (chapter one) provides the background.  Chapter two presents an overview of the methodology used for the cognitive telephone interviews.  Chapter three presents the main overall findings from cognitive testing of the questionnaire.  Finally, chapter four gives the question by questions findings.    
2 METHODOLOGY
2.1 Methodological Overview

Fourteen face-to-face cognitive interviews were conducted, testing 33 questions developed by Steve Bruster and NatCen in consultation with the Care Quality Commission.  Cognitive interviews utilise techniques derived from cognitive psychology to explore the ways in which respondents understand and react to the question being asked.  Each interview lasted approximately one hour.  The interviews were carried out by four experienced cognitive interviewers, all members of NatCen’s core team.  

An interview protocol was developed containing the test questions, the aims of the cognitive testing, an indication of where think aloud should be used and scripted probes (see Appendix B for interview protocol). The test questionnaire covered the following topics: 

· the mental health services accessed and which specialist worker the respondent had seen most recently , 

· respondents’ experience at their last meeting with the specialist worker they last saw, 

· the review of medication and follow up care by a mental health professional  
· if respondents knew who their Care Co-ordinator is and the quality of service provided by this person, 

· if respondents had been given a care plan and their involvement in the care plan,

· respondents’ experience at their last care review meeting, 

· mental health services support in helping with day to day living,

· involvement of family by mental health services in their care and if respondents’ care role was considered in their care plan,

· mental health services support in helping respondents to socialise; and 

· access to an advocate.  

It was important to test the revised and the new questions to be used in the survey to ensure that the questions were relevant and worked as intended.  Two cognitive techniques were used in the interviews: think aloud and probes.  The cognitive probes were designed to explore how respondents understood specific terms and to explore the answer strategies adopted to answer the questions.   All interviews were audio recorded with consent.  Structured notes were made upon completion of each interview with reference to the recordings.  The notes were analysed using the Framework thematic analysis approach (Further details of the methodology can be found in Appendix A Technical Methodology Details).  
2.2 Sample and Recruitment
A purposive or 'quota' sample was used for this project.   For this study male and female respondents aged 16 and above were recruited through two voluntary organisations which work with mental health service users, namely Mind and the National Survivor User Network (NSUN).  There were two types of mental health service users recruited, those on Care Programme Approach (CPA) and those who were not.  In total fourteen interviews were conducted for this project.   
Two recruitment approaches were adopted for this study, firstly a recruitment advert was run in both the voluntary organisation’s national weekly email bulletin.  Secondly individual local Mind organisations in the areas where the interviewers work were contacted and asked for their help in advertising the study amongst their members.    Anyone interested in participating was asked to contact NatCen research team who then conducted a telephone screening questionnaire to identify suitable respondents for the study.  
NatCen’s internal research ethnical committee raised a concern that we should not recruit respondents for this study who could be put at risk by participating in a cognitive interview and also place the interviewers at risk.  After consultation with Mind and NSUN, the interviews were organised so that a supporter could be easily accessible if required.  This was done by arranging the interviews in the respondents’ local Mind office or if the interview was conducted in the respondent’s home that someone who could provide support was present in the house.  Respondents were given the option to have the supporter present in the room with them during the interview.   (See technical appendix A for further details). 
Respondents who were screened in and agreed to participate in this research were sent a confirmation letter confirming their participation, which explained the study again, the name of the interviewer and the name of their local Mind office where the interview would take place.  After the interview, respondents were given a £20 voucher as a token of our appreciation for taking part in the interview and a £10 voucher to cover their travel costs.  On the following page we present the characteristics of those interviewed.  (Appendix B contains the test questionnaire and probes and Appendix C contains copies of the recruitment document).    
Characteristics of those interviewed

Fourteen interviews were conducted in total.  The table below shows the characteristics of respondents interviewed as part of this study.  

Table 2.1: Characteristics of those interviewed
	Characteristic 
	Characteristic
	Number with Characteristic

	Currently on CPA or not
	On CPA
	8

	
	Not on CPA
	6

	
	Total
	14

	
	
	

	Gender
	Male
	6

	
	Female
	8

	
	Total
	14

	
	
	

	Age
	16-44
	7

	
	45+
	7

	
	Total
	14

	
	
	

	Education
	High*
	9

	
	Low**
	5

	
	Total
	14

	
	
	

	Gender, Age and Currently on CPA or not
	Males 16-44 on CPA
	1

	
	Males 16-44 not on CPA
	1

	
	Males 45+ on CPA
	4

	
	Males 45+ not on CPA
	0

	
	Females 16-44 on CPA
	1

	
	Females 16-44 not on CPA
	4

	
	Females 45+ on CPA
	2

	
	Females 45+ not on CPA
	1

	
	Total
	14


* Left school aged 17 or above   ** Left school aged 16 or under
3 SUMMARY OF FINDINGS
On the whole the questions worked as intended in the test questionnaire. However, there were two recurring issues that ran throughout the questionnaire. These are discussed below, along with a note on the use of introductory sentences in the questionnaire; before we move on to discuss the question by question findings in the next chapter.  

3.1 Inconsistent use of terminology within the questions

The terminology used in the questionnaire was not always consistent.  For example, the following terms were used interchangeably:

i) ‘workers’ and ‘professionals’;

ii) ‘care review’ and ‘care review meeting’; and,

iii) ‘mental health services’ and ‘mental health team’.

Although there were respondents in the sample who did not notice these inconsistencies, there were also those who found it annoying or, worse, became confused, especially if this inconsistency was introduced at the start of a new subject section in the questionnaire.  This was because the questions asked about a range of specialist terms such as ‘care plan’ and ‘care review’.  We would advise that the questionnaire should adopt one term for each point above and use it consistently, for example in point i) above, decide on ‘worker’ or ‘professional’ and stick with this terminology  for the whole questionnaire.  
3.2 Misunderstanding of mental health services 
The second reoccurring theme related to how the term ‘mental health services’ was understood. This was understood in the following three ways:
1. NHS specialist mental health services only;
2. NHS specialist mental health services AND GP services; and,
3. NHS specialist mental health services AND GP services AND local Mind services.

On the whole, respondents tended to retain the same interpretation throughout the questionnaire. However, those who understood this in the broadest sense, i.e. number 3 above, did vary which service they thought about when they answered a particular question.  In the question by question findings we discuss the impact of these three interpretations on the data collected and suggest ways in which to minimise this misunderstanding for each question.  On the whole, we recommend that ‘NHS’ is introduced in front of ‘mental health services’ consistently throughout the questionnaire and in brackets the instruction (don’t include GPs) should be added afterwards. This would signpost respondents to think only of NHS provided mental health services, so help respondents to exclude GPs and charity provided mental health services like Mind.  This recommendation would need to be tested to see if this does address the problem fully and to check it does not inadvertently introduce new problems.  
3.3 The use of introductory sentences in the questionnaire
A consistent finding from testing was that where there was an introductory sentence or information provided which related to a series of questions it was difficult for respondents to remember this information for all the questions.  This task got harder for each subsequent question in the section. 
4 COGNITIVE TESTING, fINDINGS AND RECOMMENDATIONS 
This chapter presents findings from cognitive interviews with respondents, conducted in July and August 2009.  Testing aimed to assess whether the questions are understood in the way in which they were intended by examining how the question was understood and the ability and willingness of respondents to answer them. Each section shows:

1. The question that was cognitively tested; 

2. An outline of the findings at that question; and,

3. Suggested recommendations for improvement (shown in red text).

The findings from the cognitive testing will provide evidence about where problems exist and the possible reasons for them, however the cognitive testing is not able to quantify the size or extent of these errors. To do this would require a larger scale experimental pilot. Our advice is to retest questions if the recommendations we make are implemented, or if any further changes are made, to ensure that any changes do not introduce new unforeseen problems. 
It should also be noted that on the whole respondents characteristics, such as CPA status, did not appear to influence how the questions worked.  Findings showed that on occasions when a question did not work as intended it was due to a problem irrespective of sample characteristics.  For this reason we do not present findings by sample characteristics except where it was anticipated before testing this could affect how the question work, for example CPA status on how questions on the care review worked. 
4. 1 FRONT PAGE
Findings

On the whole, first impressions of the front page suggest that it is unproblematic and the logo helped link the survey with the NHS.  There were some issues with comprehension however.  
Cognitive testing revealed that the front page does not currently mention ‘mental health services’ at all. The implication of this is that respondents did not get an indication that the questionnaire was about mental health services.  As respondents for the cognitive testing had been recruited specifically through a local Mind organisation, and/or had seen the recruitment advert which explicitly stated the study was looking for people who are currently using or have recently used mental health services, respondents had expectations about what the questions would be about. This may not be the case when the survey is administered however and providing this information upfront could assist respondents to focus on the subject matter and help them understand why they were sent the questionnaire.  As the survey will be sent to a named person in an envelope, this minimises the risk of another person realising that the named person is being asked to participate in a survey on mental health services.    
Universally the ‘National Health Service’ was understood.  ‘Health services’ and ‘social care services’ were also understood however, respondents thought of ‘social care services’ very broadly, including care for single mums, the elderly and those who need care due to mental illness.  

Recommendations

· Consider adding ‘mental health services’ on the front page of the questionnaire, for example:
This survey is about the health and social care services you receive from the National Health Service (NHS) mental health services. 
4.2 HEALTH AND SOCIAL CARE WORKERS

4.2.1 Question 1

1. When was the last time you saw someone from the NHS mental health services?

	1 ( In the last week
	4 ( 4-6 months ago

	2 ( More than 1 week but less than 1 month ago
	5 ( 7-12 months ago

	3 ( 1-3 months ago
	6 ( More than 12 months ago


Findings

On the whole Q1 worked as intended and a codeable answer tended to be provided.  Testing showed that the correct understanding of NHS services was also retained from the front page of the questionnaire and was generally thought about when respondents answered this question.  To be consistent with other questions which refer to NHS services consider removing the in front of mental health services. On occasion, however, GPs were also included with the specialist mental health services (see below for further detail).  
Comprehension

Testing revealed that on occasion, GP services were seen as part of NHS mental health services. This was consistently because the GP was involved in some way with the management of the respondents’ mental health condition, for example prescribing medication or managing medication prescribed by the psychiatrist.  When the GP services were correctly excluded, this was because they were not seen as specialist NHS mental health services.  The question could be amended, reflecting the measurement aims of this question. 
Recall and response

Respondents were consistently able to think of the last time they saw someone and provide a codeable answer. However, the answer code 2, ‘More than 1 week but less than 1 month ago’, was consistently found to be confusing or disliked because of the two time references. The implication of this confusion or dislike resulted in respondents not selecting it and instead opting for answer code 3 ‘1-3 months ago’.
Recommendations

· Retain question as worded as it worked on the whole. Consider providing direction to respondents to exclude their GP in their answer.
· Consider simplifying answer code 2  to ‘1-4 weeks ago’
· Consider removing ‘the’ in front of mental health services so it is consistent with other questions. 
4.2.2 Question 2
2. Which of the following health or social care workers have you seen in the last 12 months for your mental health condition? 

TICK ALL THAT APPLY

	1 ( CPN – Community Psychiatric Nurse
	5 ( Psychologist

	2 ( Psychiatrist
	6 ( Other

	3 ( Social Worker
	7 ( None ( Go to 6

	4 ( Occupational Therapist
	


Findings

Overall the question worked as intended. On the whole, respondents were able to think about the last 12 months and provide codeable answers.  Testing identified four main findings which can be broadly categorised as those relating to judgement, comprehension (or understanding) and response.  The testing also highlighted two further findings.
Judgement
Firstly, the question does not refer to NHS mental health services, which meant that there were occasions when respondents were not sure whether or not the question was specifically referring to NHS services. The implication of this was that answer code 6 ‘Other’ was used for non-NHS support workers such as in local voluntary organisations and pharmacists.    
Comprehension/Understanding
As with the previous question, GPs were viewed as part of the health workers respondents had seen in the last 12 months in relation to their mental health condition.  As an answer code was not provided, this information was recorded by ticking the ‘Other’ answer code. Cognitive interviews found that respondents had a logical and consistent understanding of their care in which their GPs are viewed alongside specialist mental health service providers as providing care for their mental health condition.  If GPs should be excluded, this needs to be stated in the question or provided as an answer code, which could then be ignored during analysis. 
As pointed out earlier, respondents found the different terminology confusing at this question.  Q2 and Q3 refer to ‘workers’ but Q6 and Q9 refer to ‘professionals’. It would be less confusing if terms are used consistently. Regardless of which term is chosen, we would advise that there is consistency throughout the survey. If ‘professional’ is adopted, this will need to be changed in the heading ‘Health and Social Care Workers’ as well as in the questions.
Response
The answer code ‘Other’ was used for other professionals not listed in the codes.  Testing showed that it would be feasible to ask respondents to specify who they are thinking about when they select the ‘Other’ answer code, assuming this information would be useful to collect. Cognitive respondents who used this answer code either did specify or questioned whether they should do.  
Further Findings

· On the odd occasion seen was interpreted to mean any interaction with a health or social care worker: contact on the phone or by the internet for example.  

. 
· ‘Mental health support worker’ was a missing answer code with the implication that ‘CPN’ was selected as the closest fit.
Recommendations

· Retain the question as worded, and answer codes, as it worked on the whole, with slight amendments mentioned below. 

· Consider adding ‘NHS mental health services’ to the question to help respondents focus their answers, for example:                                                                             Which of the following health or social care workers from NHS mental health services have you seen in the last 12 months for your mental health condition? 
· Consider providing direction to respondents who would have seen two people at the same time most recently, for example at the end of the question consider adding:(If you saw two or more people at the same time, please think about the main person you saw).  
· Provide direction to respondents to exclude GPs, for example: by inserting (Please exclude GPs) after the question.  
· Consistently use either ‘worker’ or ‘professional’ in this question and throughout the whole questionnaire.                                                                                                                                                                                                                   
· Consider providing an extra answer code for ‘Mental health support worker’.
· Depending on the data needs, and how the survey responses will be coded, consider providing room for respondents to specify who they were thinking about if they select the ‘other’ code. For example                                                                                    Other: Please specify ..............................................................  
4.2.3 Question 3
3. Which of the following health or social care workers have you seen most recently? 

TICK ONE BOX ONLY

	1 ( CPN – Community Psychiatric Nurse
	5 ( Psychologist

	2 ( Psychiatrist
	6 ( Other

	3 ( Social Worker
	7 ( None ( Go to 6

	4 ( Occupational Therapist
	


Findings

Overall the question worked as intended and respondents found the question easy to answer, with all the respondents in the sample correctly understanding ‘most recently’. Additionally, question 2 helped respondents think about who they had seen most recently. Cognitive testing did however identify a number of problems, such as the inclusion of ‘GPs’ when answering. The other main problems identified with this are summarised below. 
Judgement
Firstly, the question does not ask respondents to only answer in relation to their mental health condition. Respondents could therefore answer the question thinking about the person they had seen most recently for a physical aliment for example. Incidentally, all respondents in the sample did correctly think about (only) their mental health condition, however occasionally commented that this instruction was missing from the question stem. As we suspect our cognitive respondents would have been better informed and more prepared about the subject matter, the addition of ‘mental health condition’ into the question stem may help survey respondents to correctly focus on their mental health condition only. This addition would also make the question consistent with Q2.

Following from this point about the focus of the question, there were occasions in the cognitive interviews where respondents thought about non-NHS workers in relation to their mental health condition.  When these situations arose, respondents either: 
1. ticked ‘Other’ answer code, thinking about the same person they thought about in Q2, or
2. selected ‘other’ thinking about a ‘new’ person whom they had not considered in Q2.  
To help respondents in both situations it would be helpful to add ‘NHS’ to the question stem. 
Response
This question was considered difficult to answer when two workers were seen at the same time.  When this arose, the lead facilitator was thought about.  Occasionally the instruction ‘tick one box only’ was missed which resulted in respondents either realising from the question wording that they were supposed to select one answer code or ticking more than one box, thinking of all the workers they had seen recently. 
Recommendations

· Retain question and answer codes as it worked on the whole, with slight amendments mentioned below. 

· Consider adding ‘NHS mental health services’ to the question to help respondents focus their answers and add ‘for your mental health condition’ for consistency:                                                                             

Which of the following health or social care workers from NHS mental 
health services have you seen most recently for your mental health 
condition?
· Provide direction to respondents to exclude GPs, for example: by inserting (Please exclude GPs) after the question.                                                                                                           

· Consider providing direction to respondents who would have seen two people at the same time most recently, for example:                                                                    Which of the following health or social care workers from the NHS mental health services have you seen most recently for your mental health condition? (If you saw two people at the same time, please think about the main person you saw).  
· Consider consistent use of either ‘worker’ or ‘professional’ consistently throughout the whole questionnaire                                                                                                                                                                                                                          

· Consider formatting the question like Q2 so the instruction ‘Tick one box only’ is clearer.

· Consider providing an extra answer code for ‘Mental health support worker’ in line with recommendations at Q2.
· Depending on the data needs, and how the survey responses will be coded, consider providing room for respondents to specify who they were thinking about if they select the ‘Other’ code. For example                                                                                    Other: Please specify ..............................................................  
4.2.4 Question 4
Thinking about the last time you saw this health or social care worker……

4. Did this person take your views into account?

    1 ( Yes, definitely

   2 ( Yes, to some extent

   3 ( No

Findings

Overall respondents correctly thought of the person they had identified at Q3 and of the last, or most recent, time. Occasionally, however, if this person was seen frequently, respondents gave an ‘on average’ answer, which could include their last meeting.  On the whole ‘take your views into account’ was well understood.  We now discuss the main problems identified through cognitive testing. 
Response
The first observation relates to how the answer codes worked at this question. The answer codes ‘Yes, definitely’ and ‘Yes, to some extent’ are subjective and this was borne out in the interviews. ‘Yes, definitely’ was used for both occasions when 1) the person tends to take the respondent’s view into account to 2) always takes their views into account.  ‘Yes, to some extent’ was selected because 1) ‘Yes, definitely’ was used when 100% of the respondents’ views had been taken on board, or 2) views only somewhat taken into account.  It is not possible to devise an answer scale free from subjectivity but this evidence does suggest that they did work as intended.  
It was also found that the two yes codes skewed the scale in a positive direction.  

Visual Design
The introductory sentence was not always read and as a result, the question was answered generally or thinking about two separate occasions for this question and the following question (Q5). Question design theory suggests that question instructions should be within nine characters of the actual question
.  In the real survey there will be a series of questions in this section which all depend on the respondent reading this introductory sentence so integrating it into all the questions in this series will help ensure all the questions measures various aspects regarding the last meeting.      
Question Order effects
Testing showed that the assumption in Q3 that only one person would have seen the respondent ‘most recently’ does affect Q4. Cognitive testing revealed evidence of more than one individual being considered when Q4 was answered.  In this testing, both individuals received the same scale.  We have no evidence to understand how the question would have been answered if the workers received different scales. 
Recommendations

· Retain question and answer codes, with slight amendments mentioned below. 
· Consider integrating the introductory sentence into the question for ALL the questions in this section, for example:                                                                                               Thinking about the last time you saw this health or social care worker, did this person take your views into account?
· For consistency, consider balancing the answer codes with an additional negative answer code for ALL the questions in this section:

  
Code 3= No, not really

     Code 4= Definitely not.
4.2.5 Question 5
5. Did this person treat you with respect and dignity?

1 ( Yes, definitely

2 ( Yes, to some extent

3 ( No
Findings

Testing revealed that all the respondents thought of the same occasion and the same person as they had done in Q3 and Q4.  Respondents adopted the same answering behaviour as for Q4.  If they generalised all their meetings including their last meeting at previous questions they did so here, or if they thought only of their last meeting at Q4 they did so here, at Q5.  

Understanding

On the whole respondents understood what ‘respect’ meant but found ‘dignity’ more difficult to explain when probed on their understanding of this term. ‘Dignity’ tended to have a similar meaning to respect and respondents tended to think of the two together. We feel that this question meets its measurement aims as the kinds of things respondents mentioned included: being treated equally, by the tone of the voice, body language and eye contact, speaking in a way that is understandable and listening to them.  
Recommendations

· Retain question and answer codes, with slight amendments mentioned below. 

· Consider integrating the introductory sentence into the question for ALL the questions in this section, for example:                                                                                               Thinking about the last time you saw this health or social care worker, did this person treat you with respect and dignity?
· For consistency, consider balancing the answer codes with an additional negative answer code for ALL the questions in this section:
  
Code 3= No, not really

     Code 4= Definitely not.
4.3 MEDICATIONS

4.3.1 Question 6

6. In the last 12 months, have any new medications (e.g. tablets, injections, liquid medicines, etc.) been prescribed for you by a mental health professional?

1 ( Yes




2 ( No


( Go to 8

3 ( Can’t remember
( Go to 8
Findings

On the whole the question worked as intended but the question would benefit from clarification of the role of the GP and psychiatrist (see below). The key findings for this question relate to understanding of terms. 

Understanding of terms
As observed at previous questions, GPs were viewed on occasion as mental health professionals as they were involved in managing the respondents’ mental health condition, which could include prescribing medication for anxiety, for example.  Respondents, who had included their GP at earlier questions, retained this same understanding at this question as well. We would therefore suggest that previous recommendations relating to GPs are implemented at this question. Alternatively, if psychiatrists are the only mental health professional who can prescribe medication, then this question can be simplified by referring to psychiatrists e.g. been prescribed for you by a psychiatrist. This will remove the possible confusion over GPs as well. 
‘Prescribed medication’ was universally correctly understood as medication that is decided by a medical professional, written on a piece of paper and taken to a chemist and which cannot just be bought off a shelf. On the odd occasion, respondents thought of non-mental health related medication prescribed because of side effects with their mental health medication.  If the measurement aims of this question are to pick up on only medication prescribed by a mental health professional for mental health conditions, then the question would benefit from clarifying this, for example by adding the clause ‘for your mental health condition’ at the end of the question. 

Recall
Respondents were able to think of the last 12 months and on rare occasions where there was uncertainty the ‘Yes code’ was selected.  Occasionally the reference period was missed and when this occurred, feedback from respondents suggested placing this in bold. This is supported by visual design research which suggests that key information should be positioned in the left hand side and be visually bold
.
Inconsistent use of terms
At this question a new phrase was introduced: ‘mental health professional’, where previously the questions had referred to a ‘mental health worker’ or ‘mental health services’.  The change in terms was viewed as inconsistent.
Routing
The routing instruction from the ‘Yes’ code was occasionally misinterpreted with respondents progressing to Q8 and skipping Q7.  When this arose this was due to the instructions being read for answer code ‘No’. 
Recommendations

· Retain question and answer codes, with slight amendments mentioned below. 

· Consider placing the instruction In the last 12 months in bold.

· If psychiatrists are the only mental health professional who can prescribe medication then it would be possible to simplify the question, for example:                                       In the last 12 months, have any new medications (e.g. tablets, injections, liquid medicines, etc.) been prescribed for you by your psychiatrist?
· Alternatively if the remit of the question is broader, but GPs should still be excluded, then the question could be slightly amended, for example:                                                                                                          In the last 12 months, have any new medications (e.g. tablets, injections, liquid medicines, etc.) been prescribed for you by a mental health professional? (Please exclude GPs).
· Consider the addition of ‘for your mental health condition’ at the end of the question stem, assuming the measurement objective is medication for mental health conditions only. 

· Consider inserting a routing instruction for the ‘Yes’ answer code ( Go to 7
· Consider the consistent use of ‘worker’ or ‘professional’ at this question, and throughout the whole questionnaire.
4.3.2 Question 7

7. The last time you had a new medication prescribed for your mental health condition, were you given information about it in a way that was easy to understand?

      1 ( Yes, definitely

    2 ( Yes, to some extent
    3 ( No
Findings

The main finding from testing this question is that the question did not consistently work as intended.  The question was answered in one of two ways:

1. as intended, or,

2. based on how much information was provided rather than on whether it was easy to understand.  
Irrespective of how the question was interpreted the answer codes seemed to work ok. 
Response
When the question was correctly interpreted, the answer codes worked as intended: with ‘Yes definitely’ selected if it was very clear, ‘Yes to some extent’, if somewhat clear or thought about it later and the person had some questions.  The answer code ‘No’ was not sufficiently explored in the cognitive interviews. 

When the question was interpreted to mean the amount of information provided, respondents selected ‘Yes to some extent’ if some information was provided but they had to do their own research, or were left wanting a bit more information or they already knew something. ‘Yes definitely’ when respondents received all the information they wanted and ‘No’ was selected when no information was given. 
Understanding of phrases
’Given information’ was interpreted widely by respondents and included: the written information that comes with the medication, the discussion of the mode of action of the drug and general explanations from the doctor/pharmacist of the medication and its side effects. ‘Easy to understand’ was universally understood to mean that the respondent could understand the information and the reference period, the last time, universally worked as intended.  
Routing
On the rare occasion where a respondent was misrouted at Q6, they selected the middle answer code, ‘Yes, to some extent’ because they couldn’t remember and decided to select the middle answer code.  This behaviour, known as ‘survey satisficing
’ occurs when respondents take short cuts to identify a suitable answer without going through all the cognitive processes. 

Recommendations

· Suggest placing ‘easy to understand’ in bold to help respondents focus on this part of the question.
· For consistency, consider balancing the answer codes with an additional negative answer code for ALL the questions in this section:

  
Code 3= No, not really

     Code 4= Definitely not.
4.3.3 Question 8
8. Have you been taking any prescribed medicine(s) for 12 months or longer for your mental health condition?

      1 ( Yes


    2  ( No
( Go to 10

Findings

On the whole respondents understood the question as intended but testing revealed that the question could be difficult to answer as it could involve quite complex recall and judgement strategies, as we discuss below.
Recall
Testing showed that it can be difficult for respondents to think about whether they have taken a medication for the 12 months period continuously, whilst also having to consider whether they could have taken different medications which collectively cover a period of 12 months or longer. 
Understanding
There were occasions where respondents had been on long term medication but had been taking it sporadically, over many years, and were subsequently unsure how to answer the question. Respondents in this group answered ‘No’ because they had not taken the medication for 12 months continuously but they have been on the medication for many years.  If these respondents should be answering ‘Yes’ at this question, and then going to Q9, they will need to be instructed accordingly. 
Universally respondents thought about medication only for their mental health condition and understood ‘prescribed medicines’ as intended.  

Recommendations

· Suggest retaining the current question, answer codes and routing instruction. 

· Depending on the clients focus, the question could be amended to provide further direction to assist respondents who are on long term medication but not taking the medication continuously.  
4.3.4 Question 9
9. In the last 12 months, have you seen a mental health professional to check how you are getting on with your medicine(s) (i.e. have your medicines been reviewed)?

      1 ( Yes


    2 ( No

Findings

On the whole the question worked as intended with respondents mostly thinking about the last 12 months and the review of their medication with reference to their mental health condition. There were a number of issues found which relate to understanding and response.  

Understanding
The same issue arose here as with other questions, relating to the inclusion of GPs. When this occurred two answer strategies were observed:
1. to think only of reviews with the GP relating to medication for their mental health condition, or
2. to think generally of all the medication reviews regarding any ailment. 

Although on the whole respondents thought about their mental health condition, there were rare occasions when respondents thought more broadly including various other ailments. When they occurred, they thought about any professional who reviewed their medication such as a pharmacist and or GP.  
The information in the brackets had a mixed effect on respondents’ understanding. On the whole it seemed to have helped respondents’ understanding because they used the word “review” when they explained how they answered the question.  However, on a rare occasion the question was answered with reference to the review dates on the prescription.  

Response
All the respondents provided a codeable answer. Testing did identify that on rare occasions however, a ‘Yes, to some extent’ would have been a preferred answer category because the checks which should be done as part of the Care Plan Review are not carried out as frequently as they should be.  In these situations respondents are currently selecting the ‘Yes’ code. 
Recommendations

· Suggest retaining the current question and answer codes.
· Provide direction to respondents to exclude GPs, for example: by inserting (Please exclude GPs) after the question.

4.4 YOUR CARE CO-ORDINATOR
4.4.1 Question 10
10. A Care Co-ordinator (or lead professional) is someone from mental health services who keeps in regular contact with you.  For example, this person could be a Community Psychiatric Nurse (CPN), a Psychiatrist or a Social Worker. 

Do you know who your Care Co-ordinator (or lead professional) is?

    1 ( Yes 




    2 ( No


( Go to 12
    3 ( Not sure/ Don’t know 
( Go to 12

Findings

Q10 is the first of two questions regarding your care co-ordinator.  Respondents were able to answer it but it did not work consistently in the way intended. Testing found the answer codes were suitable and the introduction was considered clear and helpful but also revealed that the term ‘lead professional’ was not always understood 
Understanding of Care Co-ordinator
’Care co-ordinator’ was on the whole understood, irrespective of the CPA status of the respondent. It was understood as the first port of call once you are in the system, to person there to care for me and check on the treatment, to co-ordinates the people involved in managing a respondents’ care.  ‘Lead professional’ however was not well understood and it was common for it to be interpreted to mean the psychiatrist (as this person was the overall head of the respondent’s care). A universal consequence of this misunderstanding was to ignore the term ‘lead professional’ and to answer this question based on the care-coordinator.  
Sensitivity
The question was considered sensitive when the care co-ordinator was not considered to be providing sufficient care.  However, even in these situations, the question was still answered. 

Recommendations

· Suggest retaining the current introduction with slight amendments, to the question and answer codes.
· Consider amending the introduction to Q10 so that the lead professional is clarified as the same as care co-ordinator, for example:                                             A Care Co-ordinator (also known as the lead professional) is someone from mental health services..........
4.4.2 Question 11

11. How well does your Care Co-ordinator (or lead professional) organise the care and services that you need?

    1 ( Very well

    2 ( Quite well 
    3 ( Not very well
    4 ( Not at all well 
5 ( Not applicable

Findings

Testing revealed a number of key findings for Q11, related to understanding, judgement and recall. 
Firstly, testing showed that there were a number of factors, which influenced which answer code, was selected. These included:

· A concern that the care co-ordinator would find out how they scored them, for example, if the information is left lying around

· A resistance to score negatively because they did not want to think about the care co-ordinator negatively because they would have to see them again and they did not want to feel as though they had made a complaint.

· A feeling of loyalty and/or an appreciation for the fact that the mental health department is very short staffed so although services were not always well organised, a positive answer code was chose because the care coordinator was doing his/her best and was ‘good’ to the respondent.  

Understanding
‘Organise’ was widely understood in the testing with respondents thinking about services organised for them for example pointing a respondent towards things, providing information, taking respondent views into account, thinking about the kind of treatment received to organising appointments with different members of the mental health team.  This wide interpretation was generally in keeping with the type of service the respondent considered he/she needed.  However, if the measurement aims of this question with regard to organise are more specific, this will need some thought and further specific guidance would be needed at the question.  However, the question was also answered thinking about services organised by GPs in reference to a respondent’s mental health condition.  
In the rare situation when a respondent could not answer how well their care coordinator organised their care and services, they decided to select an answer code to describe how much they liked the individual.  This short cut could reflect that on occasions respondents may find it difficult to evaluate how well their care-coordinator organises their care.    
Judgement
This question assumes that respondents have the information to answer it. The cognitive interviews revealed that there is a period of time when the care coordinator is appointed and known to the respondent but before any care or services are organised. Respondents in this situation chose to answer ‘Not Applicable’ as they had not had the necessary information to inform an answer. This was considered confusing.
‘Lead professional’ as in Q10 was poorly understood at this question.  Respondents retained their same strategy from Q10 and answered the question with their ‘care co-ordinator’ in mind and ignored the term ‘lead professional’ in the question.
Also, testing identified that on rare occasions when the care coordinator was known to be overseen by the psychiatrist both people were considered when answering Q11, and they were equally viewed as providing the same level of care. We do not have sufficient evidence from this testing to be sure of how these variations would affect the question and answer process.  Nevertheless,  these findings are important. 
Recall
The final finding for Q11 related to how the answer codes worked. On the whole they worked as intended although there was subjective variation, but all answer scales have this limitation
.  
Recommendations

· The client needs to identify the focus so that if necessary, this question can be amended to meet its measurement objectives related to a specific aspect of organisation (‘organise’).  If the question intends to measure respondent’s own interpretation of ‘organised’, then the question works as it currently is. Additionally, to help respondents focus on ‘organise’ this could be put in bold.
· It is not possible to remove all the influences which could shape question and answer processes.  However, it is possible to reassure respondents that the information is confidential, annoymised and data protected by stating this on the front page in bold:

· If you choose to take part, your answers will be treated in confidence & annoymised & we will observe strict data guidance.

·  In spite of this, there could still be concerns around answering this question as respondents may either not remember reading an assurance on the front page or have little faith in, or not fully understand, confidentiality.                                                                                              
· Consider amending the introduction to Q10 so respondents are informed that the lead professional is the same as care co-ordinator in line with recommendations at previous questions.  This could help respondents just to think of the care coordinator only.                                            

A Care Co-ordinator (also known as the lead professional) is someone from 
mental health services......
4.5 YOUR CARE PLAN

4.5.1 Question 12

12. A care plan shows your mental health needs and how these will be met.  It might be a document given to you by someone in the mental health team, or it might be a letter, explaining how your care has been planned.  

Have you been given (or offered) a written or printed copy of your care plan?

    1 ( Yes 

    2 ( No
    3 ( Don’t know/ Not sure
Question 12 Introduction Findings

This question’s introduction sets the scene for the next four questions.  There were three main findings from testing this question, one on the overall understanding of the introduction, understanding of the two new terms, namely the care plan and the mental health team and finally the inconstant use of terms.  We present each one below.
Understanding
The introduction bought about mixed reactions irrespective of whether a respondent was on CPA or not.  Cognitive respondents who found the introduction easy to understand knew what a care plan was or, could understand what it was from the introduction. There was a group of respondents however, who found the introduction difficult, irrespective of whether they had some knowledge of the care plan.  This tended to be for one or more of the following reasons:
· They did not know who the mental health team were;
· They found it sensitive to think of their mental health needs and how these will be met and or;
· They did not understand mental health needs; 
· They were uncertain if they were thinking of the correct document; 

· They were confused because they thought the care plan was given by the care coordinator and not the mental health team.
Inconsistent use of terms
The change from ‘mental health services’ to ‘mental health team’ was found to be confusing on occasions. 
Recommendations

· Suggest retaining the introduction with slight modifications.
· Consider replacing ‘mental health team’ with ‘mental health services’ as this will make the question consistent with other questions in this questionnaire including those in this section. 
· As ‘mental health needs’ was difficult for respondents to understand and/or sensitive, consider re-wording this and if possible test the question to check it addresses this sensitivity and does not introduce new problems. 
Question 12 Findings
On the whole Q12 worked as intended. Respondents who knew what a care plan was made reference to recognising it because it is written on the top of the letter they have received or that it has a generic layout and answered the question appropriately. Despite the difficulties with understanding the introduction, all the respondents answered this question. It cannot be ruled out that this could be due to the interviewer effect, providing an answer because an interviewer is present.  There were three main findings from testing this question which all relate to how respondents who did not understand a care plan answered the question.  We discuss these below.  
Understanding and Response
Respondents who did not know what the Care Plan was, or did not know if they had received it, both selected the answer code ‘Don’t Know’. This answer code therefore captured two different types of response. 
A care plan resembling that described in the introduction to Q12 is also conducted by local Mind organisations and is referred to by the same name. The implication of this which arose in testing was that respondents did not know which care plan to think about when answering this question.  ‘Don’t know‘ was selected in these circumstances too.   
As this question does not specify a time period, respondents answered the question with reference to whether they had ever been given a written or printed copy of their care plan.  If this question is measuring a specific policy on delivery of care then a reference period should be considered so it measures what it is supposed to be. 
Recommendations

· Suggest retaining the question and answer codes with slight modifications.

· Consider providing an additional answer code ‘Not Applicable’ so respondents who do not know what the care plan is have an answer code available and route them to Q16.  This may be more sensitive than a code such as ‘I don’t know what a care plan is’. 
· Consider slightly amending the ‘Don’t know’ code so it reads ‘Don’t know if I have been given it’.  This will stop respondents who do not know what the care plan is selecting ‘Not Applicable’.
· If the question is measuring a specific policy on delivery of care then the question may need to specify a reference period so that it measures what it is supposed to be. 
· To assist respondents in knowing which care plan the questions are referring to, consider adding ‘NHS’ in front of mental health services in Q12’s introduction.
4.5.2 Question 13

13. Do you think your views were taken into account when deciding what was in your care plan?

    1 ( Yes, definitely

    2 ( Yes, to some extent
    3 ( No

    4 ( I do not have a care plan ( Go to 16
Findings

On the whole Q13 worked as intended.  Generally respondents understood what the question was asking and could select a suitable answer code.  The question was understood to mean whether the respondent:

· was involved in the discussion, 
· was listened too, 
· had his/her feelings taken into account to and

· if an agreement about treatment was reached jointly.   
The main findings relate to how the question worked overall, response and recall. 

Overall

Four problematic aspects with this question arose when:

i)  The care plan was devised when the respondent was very ill and was not in a position to have any views.  The question was considered confusing in this situation and ‘No’ answer code was selected because they could not be involved and were not involved. Although this question did work in the literal sense, if the intention of the question is to measure involvement when it can be given, this is not currently achieved. 
ii)  Care plan was interpreted differently from Q12 and not as intended by the question.  For example, the care plan was interpreted as lifestyle that helps make someone feel better.  This misinterpretation could have arisen due to the visual design, as theories have shown it can be difficult for respondents to recall and apply information if it is not near the question. 
iii)  There was confusion about which care plan the question was referring to, if the respondent had two care plans, namely one from the NHS and one from their local Mind organisation.  This confusion resulted in the question not being answered.

iv)  It was assumed they had a care plan but did not know anything about it.  In this situation they were not sure what to do so opted to select answer code 4, ‘I do not have a care plan’. 
Response
When the answer codes worked as intended they worked in the follow way:  ‘Yes definitely’ was used only when respondents felt this about their involvement.  ‘Yes, to some extent’ was selected when there was a caveat to their involvement, for example what they said was not accurately recorded or felt disappointment about their views not being agreed with, ‘No’ was selected when the individual was not involved either because they were too ill or not given a choice. ‘I do not have a care plan’ worked as intended on the whole (when it did not is reported in iv above).  
Recall
Finally on occasions it was felt the question should be referring to a 12 month time period i.e. when respondents’ last care plan was discussed.  This is consistent with findings for the previous question. 
Recommendations

· Suggest retaining the question and answer codes with slight modifications.

· If the question intends to measure whether the respondent was in a position to give their views, in their last care plan, then this direction could be captured by an additional answer code such as  ‘I wasn’t involved in the process because of my health’ 

· Consider adding a ‘Don’t Know’ answer code as the 6th answer code for those who don’t know.  

· To assist respondents to retain their understanding of care plan from Q12 consider amending the question slightly.  And consider supporting this with visual cues to respondents by placing in bold and italics ‘this care plan.                        Do you think you views were taken into account when deciding what was in this care plan?
· To assist respondents in knowing which care plan the questions are referring to, consider adding ‘NHS’ in front of ‘mental health services’ in Q12’s introduction and in the wording of Q13.
4.5.3 Question 14
14. Does your care plan set out your goals for recovery? 

    1 ( Yes, definitely

    2 ( Yes, to some extent
    3 ( No ( Go to 16

Findings

There were three main findings from testing this question.  One finding to do with the meaning, second with the suitability of the term ‘goals for recover’ and a third finding is related to how the answer codes were used.  These are presented below.

Understanding

‘Goals for recovery’ was understood but interpreted in two ways.

i) With reference to long term goals such as goals to achieve towards recovery or,

ii) In the context of short term goals such as going to the movies, being able to go to places alone, getting on the bus to ‘simply things that help me [ to recover]’.  

Sensitive
Continuing from the above point, a finding from testing is that ‘goals for recovery’ is a sensitive phrase for those with certain mental health conditions where there is no such thing as recovery but only management and being stable.  It is also sensitive  for respondents who have been hoping for recovery for many years.  Three answer strategies were adopted when this question was considered sensitive.

i) A satisficing approach was adopted: the middle code was selected so as to not think about the question and quickly progress to the next question.   
ii) Still went through the question and answer process.

iii) Just answered No.

Response

The answer codes generally worked as intended.  ‘Yes definitely’ was selected if the care plan clearly provided what was discussed in the meeting including what respondents must do.  ‘Yes to some extent’ was used in two ways:
i) Selected if the care plan did not go into much detail but,

ii) Also in circumstances when not all the goals have been set yet so recovery can be managed in achievable stages which is what is wanted.
When there was confusion whether to consider the NHS care plan or the Mind care plan this resulted in the question not being answered. 
Recommendations

· As this question is sensitive we would suggest rewording ‘goals for recovery’.  We would be happy to make suggestions following guidance from the client on suitable terminology in the context of the care plan.  

· If the question should be capturing either only long-term goals for recovery or only short-term goals for recovery, this should be clearly stated in the question because it is currently being interpreted in both ways.   
· Suggest retaining the answer codes.
· To assist respondents in knowing which care plan the questions are referring to, consider adding ‘NHS’ in front of mental health services in Q12’s introduction.
4.5.4 Question 15

15.Do the mental health services you receive, help you to achieve these goals?

    1 ( Yes, definitely

    2 ( Yes, to some extent
    3 ( No

Findings

On the whole the question worked as intended even when the previous question was considered sensitive.   Below three key points are discussed, whether respondents were thinking about NHS care plans or Mind care plans, how goals was understood and finally how the answer codes worked. 
Understanding

Generally the question was answered with reference to NHS mental health services. Rarely respondents answered without reference to the mental health services, thinking just about the day to day goals or support provided only by their local Mind organisation. This finding could be affected by the fact that the recruitment for this study was done through Mind and the interviews took place in local Mind offices.  
In addition, the question on the whole was answered with reference to short term goals such as being able to get on with work, get on and do things like get up and get dressed and go to the supermarket.  Goals was also interpreted as being able to function normally.  Help you was universally well understood, as giving a helping hand, prescribing suitable drugs, listening to, and checking you are OK.  
Response

The answer codes worked as intended although there is subjective variation which, as commented before, is present in all scales
.  Testing indicated that the answer codes were considered too positive owing to the answer codes provided which included two yes codes and only one no code.  Therefore it was not felt to be a neutral question.  Nevertheless a suitable answer code could be selected from the available answer codes.   

Recommendations

· Consider retaining the question and answer codes with slight modifications suggested below.

· Suggest adding ‘NHS’ in front of mental health services and placing this in bold so respondents receive a visual cue to the focus of the question.
· For consistency, consider balancing the answer codes with an additional negative code so that they do not appear skewed in a positive direction:
Code 3= No, not really Code 4= Definitely not.
4.6 YOUR CARE REVIEW
4.6.1 Question 16

16. A care review is a meeting with you and the people or person involved in your care in which you discuss how your care plan is working.

      In the last 12 months have you had a care review?

  
1 ( Yes, I have had more than one

  
2 ( Yes, I have had one              

  
3 ( No, I have not had a care review in the last 12 months  ( Go to 20
    4 ( Don’t know / Can’t remember
( Go to 20

Findings

On the whole this question was considered difficult to answer.  Generally when the question was read the answer codes worked as intended.  However there was an issue with difficulty, sensitivity and how respondents answered if they did not know what a care review was.  
Understanding

Overall, the term ‘care review’ was poorly understood irrespective of whether a respondent was on the CPA or not.    Understanding of this question was not helped by the care review being viewed as another ‘new term’ used in the questionnaire.  Care review was understood in four ways.

i) When the respondent meets all the relevant health care professionals involved in his/her care and they discuss the respondents’ care overall, or

ii) Reviewing the care plan, devised by the NHS or the local Mind, or

iii) Each visit to the psychiatrist, or 
iv) Being asked how your therapy is going.
Judgement and recall

When it was difficult for respondents to recall if they had a care review this was because the question demanded respondents to be able to understand care plan, and make the judgement that they had understood it correctly and then recall this meeting.  On occasions respondents were hesitant because they had a meeting described in the introduction but it was not called a care review.  All these difficulties were indicated by respondents changing their answers by amending their answer on the questionnaire or vocalising that they found it difficult. 

There is no mention in Q16’s introduction that the care review involves NHS mental health workers.  If the meeting is with all the people involved in the person’s care then this could be added to the explanation to help respondents identify which occasion they need to be thinking about it.   It needs to be made clear to respondents whether meetings involving people from organisations like Mind should be considered at this question. 
Response

A finding from testing showed that the answer code ‘Don’t know/Can’t remember’ was sensitive because it implied being “slack” when this was not the case.  A possible solution would be to remove the can’t remember aspect from this answer code.  When respondents were not sure if they had a care review they either answered ‘Don’t Know’ or selected ‘No, I have not had a care review in the last 12 months’. 
Layout

On a rare occasion  the question was missed altogether with respondents reading the introduction and then being confused about how to use the answer codes.  
Recommendations

· Consider slightly re-wording Q16 to focus respondents on the event they should be thinking about.  We would be happy to advise following discussion with CQC as to how to distinguish this meeting from other meetings with health or social care workers.  If this is a meeting that takes place annually with everyone in the NHS involved with the respondent’s care then this could be added as well. For example:                                                                                                                 A care review is an annual meeting with you and all the people or person involved in your care in the NHS in which you discuss how your care plan is working.  
· Consider slightly amending answer code 4 to simply ‘Don’t know’.  This could make this code less sensitive and reduce the occasions where respondents who don’t know/can’t remember selecting answer code 3 ‘No, I have not had a care review in the last 12 months’.   
4.6.2 Question 17

The LAST time you had a care review meeting…

17. Did you discuss whether you needed to continue using mental health services?

    1 ( Yes, definitely

    2 ( Yes, to some extent
    3 ( No
Findings

If respondents had misunderstood what a care review was at Q16 this was carried forward to Q17.  This question worked as intended if respondents knew what a care review was and would not always need mental health support.  

Response

For respondents who would always need the support of mental health services this question was considered not applicable to them and the ‘Yes’ or ‘No’ were both used.  If ‘Yes’ was selected it was because it was a given by everyone involved in the respondent’s care including the respondent that s/he will always need mental health services even if it was not actually discussed at the care review meeting.  If ‘No’ was selected it was correctly selected as it was not discussed because it is assumed that s/he would carry on using the services.  Testing revealed that a ‘Don’t Know’ code would be helpful for respondents who cannot remember.  At the moment they selected one of the answer codes available.  
Understanding

On rare occasions the question was interpreted broadly at the mental health system trying to ‘sign people off’ and not the individual’s case.  
Recommendations

· Retain current question wording and answer codes with slight modifications mentioned below
· Consider providing a ‘Not Applicable’ for respondents who consider this question is not relevant to them as they will always need support.

· Consider providing a ‘Don’t know’ answer code.
We would advise re-testing any amendments to ensure they do not introduce new unforeseen problems. 

4.6.3 Question 18

18. Did you discuss how and when you might stop using mental health services?

    1 ( Yes, definitely

    2 ( Yes, to some extent
    3 ( No
Findings

Testing revealed on the whole, how and when both were considered when this question was answered and the question was easy to answer.  We present below findings of how the question worked overall.  .
Overall 

Testing showed there were three answer strategies used to answer this question.

i) To think generally and not only of the last care review meeting, or
ii) To think if the question applied to them, if it did not, because they would always need mental health support or where this was not an option yet, these respondents selected an answer code correctly depending on whether it was discussed or not.  Universally this group of respondents did think about how and when in the question and it was easy to do so because it was not relevant.

iii) To answer with the ‘hope’ of no longer needing mental health services or always hoping to have access to these services. 

Response

In addition, it was found that a ‘Don’t know’ code was missing.  
Recommendations

· Consider integrating the introductory sentence to this section in the question so respondents think of the last time and the care review.
· Consider providing a ‘Not Applicable’ code for respondents who will always need mental health services.
· Consider providing a ‘Don’t know’ code for respondents who cannot remember.
We would advise re-testing any amendments to ensure they do not introduce new unforeseen problems. 
4.6.4 Question 19

19. Did you discuss what you should do if you have a crisis (e.g. if you may need to be admitted to a mental health ward)?

    1 ( Yes, definitely

    2 ( Yes, to some extent
    3 ( No
Findings

The question worked as intended on the whole and universally was not considered sensitive.  
Overall

There was a mixed reaction to the examples with some respondents finding it useful and others not.  The answer codes worked as intended on the whole.  On a rare occasion a respondent answered the question thinking about their last crisis or answered based on their knowledge of what to do in a crisis and not if it was discussed at the last meeting. 
Recommendations

· Consider integrating the introductory sentence to this section in the question so respondents remember to think of the last time and the care review.

4.7 DAY TO DAY LIVING

4.7.1 Question 20

20. In the last 12 months, did anyone in mental health services ask you about any physical health needs you might have?

    1 ( Yes, definitely

    2 ( Yes, to some extent
    3 ( No

Findings

On the whole question and answer codes worked as intended.  The main findings for this question refer to question wording and answer codes.
Understanding

‘Physical health’ was on the whole well understood.  Testing showed that the change in terminology to ‘mental health services’ in this question from ‘mental health team’ at question 12  was felt to be inconsistent by respondents.  As previous findings showed mental health services was understood to include local Mind organisations. 
Response

The answer code codes worked overall.  Testing did reveal that the answer codes were again viewed as skewed in a positive direction and that the question was missing a ‘Don’t Know’ code.  If the respondent did not have physical ailments two answer strategies were adopted to answer this question:

i) Easily selected an suitable answer 
ii) Found it difficult to recall because they felt it was not relevant to them and opted for the middle code.

The question should be suitable for those without physical ailments since it asks about whether the respondent was asked about ’physical health needs they might have’ but the finding above shows that some respondents without physical health needs did not understand this and considered it to be not relevant for them.  

Recommendations

· Suggest adding ‘NHS’ in front of mental health services to help respondents focus only on NHS services.

· Consider adding a ‘Don’t know’ as an answer code
4.7.2 Question 21
21. In the last 12 months, did mental health services give you enough support in getting help for any physical health needs you had?   

1  ( Yes, definitely  

2  ( Yes, to some extent 

3  (  No 

4  (  Don’t have any physical health needs
Findings
On the whole this question worked as intended including the answer codes. 
Understanding
‘Help’ at this question was interpreted from medical help, to help getting a bus pass, help to get around and get exercise.  Testing showed that there were occurrences of confusion about the relevance of this question because it was not considered part of the mental health services remit; rather it was the role of the GP, other doctors or the individual.  Nevertheless the consensus was to think about whether the mental health services had provided support and to select an appropriate answer. 

Response 
Testing revealed that on occasions when respondents had answered ‘No’ at Q20 they felt they should have been routed past Q21 because they considered it was not relevant to them.  In this situation answer code 4 ‘I don’t have any physical health needs’ was used.  This was the correct answer at this question but this finding further demonstrates the problem of respondents without physical health needs not understanding the intention of Q20.
Recommendations

· If the question is supposed to be measuring a specific aspect of help, this is currently not achieved. If this is the case then the question could be amended slightly to achieve this object. The question currently does work if help can be interpreted broadly.

· Consider adding ‘NHS’ in front of mental health services so it is consistent with other questions. 
4.7.3 Question 22
22. In the last 12 months, did anyone in mental health services ask you about your alcohol intake or use of non-prescription drugs?

TICK ONLY ONE BOX

1  (They asked me about my alcohol intake and use of non-prescription drugs

2 (They only asked me about my alcohol intake

3 (They only asked me about my use of non-prescription drugs

4 (No, they didn’t ask me about either of these
Findings

This question is a complex question which requires respondents to think of two issues, namely alcohol intake and non-prescription drugs in a specific time period, i.e. 12 months. The question and answer codes worked as intended on the whole.  The findings for this question refer to recall, understanding and sensitivity. 
Recall

Three practices were observed in cognitive testing in relation to the reference period.

i) For respondents to think of the specific time frame or,

ii) to think generally or,

iii) to use telescoping (think of things just outside the 12 month reference period and bring them into the answer). 
If respondents thought of the last 12 months, it was considered easy to do so.  On occasions respondent remembered an occasion outside the 12 months but still referred to this when they answered the question. To help respondents focus on the 12 months reference this could be place in bold so respondents receive a visual cue.   
Understanding
Non-prescription drugs was broadly understood to include both over-the-counter drugs and illegal drugs such as narcotics, cannabis, heroin and cocaine.  On rare occasions it was answered with reference only to illegal drugs and it was pointed out the question would then being asking about illegal behaviour. Asked you about was universally understood as a mental health service services including Mind or GP services asking verbally or in a questionnaire about use of either or alcohol or non-prescription drugs.  

Sensitivity

The question and answer codes were not considered sensitive on the whole.  On a rare occasion it was pointed out that the question could be considered sensitive or offensive for a person who takes cannabis and does not see the difference between their illness and habit. Also on a rare occasion the question made the respondent feel nervous about answering and in these circumstances an ‘I would rather not say’ answer code was preferred.  In the absence of this option the correct answer was selected though.    

Recommendations

· Consider placing the last 12 months in bold

· Consider providing examples of non-prescription drugs for respondents to reduce the sensitivity of the question.  
· Consider whether it is appropriate for respondents to be answering the question with reference to both over-the-counter medicines and illegal drugs.

· Consider retaining the answer codes with an additional answer code ‘I would rather not say’, though this may reduce valid responses from people who would answer the question in its current form but would select the new category if it was provided.
· Consider adding ‘NHS’ in front of mental health services to help respondents think of the correct services.
4.7.4 Question 23
23. Are you currently in paid work?

TICK ONE BOX ONLY

1 (Yes, I am working between 1-15 hours a week

2 (Yes, I am working 16 or more hours a week

3 (No

4 (No, I am retired

5 (No, but I work on a casual basis

6 (No, but I am a full-time student

7 (No, but I do voluntary work

Findings

On the whole respondents read down the list and tried to select a suitable answer code.  Testing revealed that this question was difficult or sensitive to answer for respondents involved in multiple activities.  For those involved in only one activity, the experience varied, there were those who found the question unproblematic, but there was a group who shared the problems experienced by those involved in multiple activities.  
Response

A consistent finding from testing was that respondents felt constrained and frustrated by the instruction tick one box only.  In some cases they considered this even an unfair representation of how much work they do and actually this question is limited if it is trying to measure what a person does.  

Testing revealed that the answer codes ‘Self-employed’ and ‘No, because I’m disabled’ were missing.  In addition, the question was missing a code for respondents on paid sick leave but still on contract.  In this situation it was not considered suitable to tick how many hours they would be working at work, because they are not currently doing this and this would be false information in their opinion.  Further, testing showed that a ‘No’ code in the middle of the list resulted in respondents ticking this box and then reading down the list and then changing their answer.  The presence of the interviewer in the cognitive interview could explain why respondents continued to read the list and not move to the next question as expected.  As this survey will be administered as a self completion postal questionnaire it is likely that respondents would stop reading down the list and move onto the next question, missing the later answer categories.  A solution to this is to have ‘No’ code at the end. 

Sensitive

The question was considered sensitive to answer for those struggling to find work because of the number of negative answer codes indicated by ‘No’ and ‘but’.   The question also raised concern for respondents that by providing the real answer, of whether they do paid work, the Department for Work and Pension could find out and this could affect their Disability Living Allowance.   In this situation they decided not to provide the real answer because this is what they would do in the real survey.  
Recommendations

· Consider adopting a standard survey question which has been tested and which can capture this information.  We would be happy to make suggestions.  Alternatively, consider rewording the question slightly to ‘Are you currently in paid work, either as an employee or self employed’?  This will address the absence of self-employed.  

· If a standard survey employment question is not being used, 

     - Consider moving answer code 3, ‘No’ to the end of the list 
     - Consider removing the No and the but parts of the answer codes.
     - Consider adding the answer code ‘No, because I’m disabled’ and 
     - Another one for ‘Currently on sick leave’ 
4.7.5 Question 24 to Question 27 
General Findings

Testing revealed the questions in this section benefited from the presentation style of having the key areas of focus in bold.  The examples also helped.  ‘Help’ was generally understood as receiving support.  As in previous questions mental health services were considered to include local Mind organisations and the GP on occasions.   Two answer practices were observed in testing, one thinking about the question generally or thinking especially of the last 12 months.  On the whole respondents retained the same period when they answered all these questions.  Below we present findings for each question separately. 
4.7.6 Question 24
24. In the last 12 months, have you received help from anyone in mental health services with finding or keeping work? (e.g. being referred to an employment scheme)
1 ( Yes 
2 ( No, but I would have liked help 

       3 ( I did not need any help 

4 ( I am unable to work because of my mental health problems 
Findings

On the whole respondents understood ‘finding or keeping’ as helping to look or support in finding work to finding an actual position.  However, testing revealed that the question did not work as intended on occasions.  We report these below.
Understanding and Relevance
Other organisations or services were considered when this question was answered such as Mind and GPs.  Also testing found that there were rare occasions when respondents did not think that finding and keeping work was the remit of mental health services. The question was answered thinking of other services and people who had provided support instead, like Working Minds, an external agency or Mind.  
Response
Testing found that the answer codes worked as intended on the whole.  On rare occasions when no suitable answer code was considered suitable the question was not answered.  These were in cases when the help they received was not viewed as ‘valid’ forms of help in the context of the question.  This was in situations when the mental health services helped respondent keep their job by not fixing appointments during the working day and not writing sick notes when asked because they correctly knew the respondent would be fine when they get into the office.    
Recommendations

· Consider placing in the last 12 months in bold

· Consider adding ‘NHS’ in from of Mental Health Services

4.7.7 Question 25
25. In the last 12 months, have you received help from anyone in mental health services in finding and or keeping your accommodation? 

1 ( Yes

2 ( No, but I would have liked help

3 ( I did not need any help
Findings

Apart from the variations in how mental health services was interpreted, the question and answer codes worked as intended, on the whole.  On a  rare occasion the question was interpreted more broadly then intended.  When this occurred the question was interpreted to mean that the mental health services had kept the person well which meant that he/she could keep his/her job which allowed him/her to keep their accommodation. To indicate this the respondent selected answer codes 1 and 2.  

Recommendations

· Consider placing in the last 12 months in bold so it is consistent with the other questions in this section

· Consider adding ‘NHS’ in from of Mental Health Services  
4.7.8 Question 26
26. In the last 12 months, have you received help from anyone in mental health services with applying for any education or training courses?
    1 ( Yes 

    2 ( No, but I would have liked help 
    3 ( No, but I did not need any help 
Findings

Apart from the variations in how mental health services was interpreted the question and answer codes generally worked as intended.  The main findings for this question refer to how the question was understood. 

Understanding and Relevance
Testing found that there were rare occasions when the question was considered to be asking about a type of support which was considered not to be the remit of mental health services.  The question was answered thinking of other services and people who had provided support instead like Working Mind. 

‘Help’ was interpreted broadly at this question from receiving assistance to paying for university courses.  If it should be measuring a specific form of help, the question would benefit from this being stated explicitly.  If the question is looking at help as interpreted by a respondent, this is achieved.  ‘Education and training courses’ were understood to include university degrees and training to re-enter work. 
Recommendations
· Consider placing in the last 12 months in bold so it is consistent with the other questions in this section

· Consider adding ‘NHS’ in from of Mental Health Services

· If needed, consider providing some examples of help for this question.  We would be happy to provide examples after consulting with the client to understand the remit of help mental health services provide in this area.
4.7.9 Question 27
27. In the last 12 months, have you received help from anyone in mental health services in getting financial advice or benefits (e.g. Housing Benefit, Income Support, Disability Living Allowance)?

    1 ( Yes

    2 ( No, but I would have liked help 

    3 ( I did not need any help 
Findings

The question and answer codes worked as intended overall.    On occasion respondents answered the question generally and not specially about the last 12 months.  The answer codes universally worked as intended. The main findings with this question relate to meaning.

Understanding

Help was interpreted broadly as in the previous question from pointing you in the direction of organisations and facilities, to telling people how they might approach the bank, as well as writing to the mortgage company.  The examples were considered useful in helping to understand the question.  
When respondents answered this question they thought of ‘help’ with debt and benefits such as the ones given in the examples but also council tax. On the whole, this question was answered thinking about NHS mental health services because local Mind organisations do not seem to be providing this service.  Rarely the question was answered thinking about a counselling service.  
Recommendations

· Consider retaining the question and answer codes with minor amendments suggested below.

· Consider placing in the last 12 months in bold so it is consistent with the other questions in this section

· Consider adding ‘NHS’ in from of Mental Health Services

4.8 YOUR FAMILY OR CARER

4.8.1 Question 28 
28. Have mental health services involved a member of your family or someone else close to you, as much as you would like?  

1 ( I did not want anyone else to be involved 
2 ( They have been involved as much as I wanted

3 ( They have not been involved enough
4 ( They have been involved too much

Findings

It was raised in the cognitive interviews that the questions in this section are not about ‘Your family or carer’ as the heading indicates but actually on ‘Your family and caring’.   On the whole Q28 and the answer codes worked as intended.  Mental health services was understood on the whole to mean NHS services here.  At this question cognitive testing focused on how family or someone else close to you was interpreted.  
Understanding and Sensitivity
’Family’ was universally understood as the family member currently involved such as a wife, parents, partner, sibling or child.  ‘Someone close to you’ was understood as a close friend such as a best friend or boy/girlfriend or carer.  There is evidence to suggest the need for a ‘Don’t Know’ code when respondents know their family or someone close has been involved but do not know how much. In addition the interviews found that ‘Not relevant’ code was required when it was considered not relevant to include the family (for example if they did not have any family).

Testing found that there was a need for an additional answer code for occasions when the family or someone close did not want to get involved.  Although there was no evidence from this testing that this was sensitive, there is the possibility that it could be sensitive for some respondents in the actual survey.  The question was also sensitive on occasions when it led respondents to think about:

i) the help family have given and
ii) not wanting to disappoint family.
Recommendations

· Consider changing the section’s heading to ‘YOUR FAMILY AND CARING’.

· Consider retaining the question and answer codes with minor amendments suggested below.

· Consider adding ‘NHS’ in from of Mental Health Services

· Consider providing a ‘Don’t know’ answer code
· Consider providing the answer code ‘I didn’t have anyone to be involved’.  

4.8.2 Question 29
29. Do you look after, or give any help or support to family members, friends, neighbours or others because of long-term physical or mental ill-health or disability, or problems related to old age? (Do not count anything you do as part of your paid employment).
Tick time spent in a typical week

1 ( No ( Go to 31
2 ( Yes, 1-19 hours a week   ( Go to 30
3 ( Yes, 20-49 hours a week ( Go to 30
4 ( Yes, 50+ hours a week    ( Go to 30
Findings

Although this question worked as intended on the whole, there was evidence from the cognitive interviews that the question was found to have a lot of components which needed to be understood and remembered to answer the question.  Below we discuss findings related to understanding, then the judgement and recall processes and finally routing.
Understanding

Those who did provide care all spent time thinking about the question, and on occasions re-read the question too.  When this occurred the question was understood on the second read.  Testing revealed that ‘Look after, or give any help or support’ was well understood in the context of what they do.  This varied from providing full time care to phoning and emailing friends and being empathetic of their needs.   The bracket instruction was considered useful.  Thinking aloud revealed that the instruction not to include paid work resulted in hesitation over whether voluntary work should be included or not but after consideration in all these cases it was judged it should be included. 

Universally this question required a judgement about how to go about answering this question if the amount of help or support varied per week.  The answer process used by respondents in this situation was to average over the year as it would be reasonably accurate overall.     
Judgement

The interviews showed that the question was considered easy to answer, albeit long, if they did not provide care.  There was no evidence of respondents exhibiting social desirability effects and feeling that they should show that they provide this role.   In addition that was evidence that telescoping was not used in this question as think aloud revealed that previous help or support which is no longer provided was dismissed as not pertinent to this question.   
Routing
However, on occasion the routing instruction from answer code ‘No’ was inaccurately read as Go to 30.  This could be due to it position of the current instruction.  Visual design theory suggests that routing instructions are easier to understand and follow if it is presented in answer process sequence i.e. answer code followed by tick box then the routing instruction (We tested an alternative version of the questionnaire layout and present the findings in 4.9.3 Questionnaire Format).
Recommendations

· Consider retaining the question and answer codes 
· Consider placing the routing instruction for answer code ‘No’ i.e. Go to 31 in line with the other routing instructions.  
4.8.3 Question 30
30. Were your care responsibilities discussed in your care review meeting? 

1 ( Yes, definitely

2 ( Yes, to some extent

3 ( No

4 ( I can’t remember
5 ( I haven’t had a care review meeting 
Findings

The key finding for this question is that ‘care responsibilities’ is a problematic term in the question.  We discuss this first and then look at response and terminology.
Overall

Testing revealed that the question is not relevant to those who are not responsible for the care they provide.  It was pointed out in the cognitive interviews that people with mental health problems would not be placed in a position that they are responsible for the care they give or they just help to give care as part of a team, but are not responsible for this.  The current situation is that the question is either answered without reference to responsibilities or ‘No’ selected.  If the question should be measuring if the help and support identified in Q29 was discussed in the care review then the question would benefit from stating this more explicitly.  If the question is looking specifically at care responsibilities then this indicates an additional answer code is needed, such as ‘I don’t have care responsibilities’.  If further information is needed to find out if this group were asked about this in the care review then two answer codes are needed such as ‘I don’t have care responsibilities and I was asked’ and ‘I don’t have care responsibilities and I wasn’t asked’.  These are just suggestions to indicate the dimensions which need to be thought about and are not recommended for use without testing.   
Response

On the whole the answer codes worked as intended.  However, on a rare occasion ‘No’ was selected instead of ‘I haven’t had a care review meeting’.  We don’t have evidence to know why this was done, but this could be simply because the first answer code which seemed appropriate was selected.  
Inconsistent use of terms
The cognitive interviews highlighted that a new term was introduced in this question, namely a care review meeting when previously it was referred simply as care review.

Recommendations

· Depending on what the question should be measuring, consider rephrasing it.  If the question should be measuring if the help and support identified in Q29 was discussed in the care review, then the question would benefit from stating this more explicitly.  If the question is looking specifically at care responsibilities then this indicates an additional answer code(s) is/are needed.   We would be happy to make recommendations after consultation with the CQC (see findings).   
· Depending on the question’s focus, consider adding the answer code ‘I don’t have care responsibilities’. This will not however measure if the help or support they do provide was discussed or not discussed in the care review. To achieve this, the question would have to rephrased as mentioned in the first recommendation for this question. 
· Consider removing ‘meeting’ from the question.  
4.8.4 Question 31
31. In the last 12 months, have mental health services given you enough help or support to enable you to meet people socially (for example to meet people at your local pub or social club or get involved with group activities such as sport, a residents’ association or book group)?

       1 ( Yes, definitely

       2 ( Yes, to some extent
       3 ( No, but I would have liked help
       4 ( No, but I didn’t need any help
       5 ( Don’t know/ can’t say
Findings

This question is supposed to measure socialisation outside the mental health environment.  Apart from rare occasions this was not achieved.  Below we discuss how the question was understood and the answer process.

Understanding

Firstly, ‘get involved’ was broadly well understood as supporting yourself and others, to get out more, attending a support group to joining in.  ‘Help and support’ was also understood well, for example it was understood as being accompanied to the shops, being referred to or being put in touch with a support group, having the support of someone to have the confidence to do activities. The examples were also considered helpful.  Universally this question was answered thinking about services provided by NHS or Mind run support groups. On a rare occasion this was supported with activities outside these two environments.  This could be shaped by the type of respondents who took part in this survey i.e. involved with their local Mind organisation.  But a factor could also be that for this survey population socialisation is viewed as engaging with support groups as identified in these cognitive interviews. This raises the question whether it is possible to capture the specific question aims in a survey question aimed at this population.  
There is no evidence to show how the 12 month reference worked in this question. Mental health services was not consistently understood to mean NHS services.  As noted in earlier questions it was also interpreted to include support provided by local Mind organisations.  Support at this question did not include support provided by NHS to go to support groups set up by Mind or a similar organisation. 
Response
Irrespective of how mental health services was interpreted the answer codes seemed to work. 

Three types of answer strategies were used:
i) To select the appropriate answer based on their interpretation of mental health services.
ii) When help was given but not needed there was uncertainty whether to select ‘No, but I didn’t need help’ or ‘Yes, to some extent’ indicating that neither answer code was considered satisfactory.
iii) It was found that there was no suitable answer code for discouraged getting involved with the result the answer ‘No’ was handwritten on the questionnaire. ‘No’ code was also considered to be missing answer code.
Recommendations

· Consider placing ‘NHS’ in front of mental health services
· Consider providing a ‘No’ as the final answer code for this question.

· Consider providing an answer code ‘Yes, but I didn’t need any help’ as the third answer code. 

4.9 ADVOCATE OR SUPPORTER

4.9.1 Question 32
32. In the last 12 months, have you ever needed the support of an advocate; that is somebody who puts your views across or speaks on your behalf to mental health services?

1(  Yes ( Go to 33
2(  No  ( Go to THE END

Findings

On the whole this question and the answer codes worked as intended.  Testing did reveal that the question needs to be more specific about the role of the advocate and the reference period for the question.  
Those who knew what an advocate was before reading the question retained their understanding after reading the question.  Those who did not know beforehand universally found the explanation useful.  Testing did reveal that the word ‘somebody’, in the question, resulted in 2 interpretations of advocate:

· someone who can speak on their behalf talk up for them 
· a specialised company or someone with legal knowledge.  
On a rare occasion the question was not answered because although an advocate was needed, it was not to put the respondent’s view across or to speak on their behalf but just to support the respondent to speak.  If this service is also provided by the advocate this rare situation would be addressed by including it in the question.   

Testing revealed that the time reference was easy to remember.  A finding from the cognitive interviews is whether 12 months is a suitable time reference, as the important meetings where an advocate may be needed happens only once or twice a year. The reference of 12 months may not fully capture this information.  
Recommendations

· Consider retaining the question and answer codes with minor amendments suggested below.
· If advocate can also provide support so a client has the confidence to put their views across then this should be stated in the question.
· We would advise re-testing any amendments to ensure they do not introduce new unforeseen problems.  
4.9.2 Question 33
33. How often were you able to have this support?

1( Whenever I needed it

2( Sometimes when I needed it

3( Rarely

4( Never
Findings

The question and answer codes worked as intended on the whole, with respondents answering the question based on their last experience in the last 12 months.  On a rare occasion when the service had only been used once the answer codes were found to imply service used on many occasions, nonetheless in this situation the question was answered based on this one experience.  This was not found to be confusing. 
Recommendations

· Suggest retaining the question and answer codes as the evidence indicates they worked as intended.
4.9.3 Questionnaire Format

Headings
On the whole evidence suggests that the headings are useful in breaking the questionnaire into manageable sections and to guide respondents one the topic of the following questions.  Testing revealed three strategies used by respondents regarding the section headings. 

i) To notice the headings owing to them being in bold, capitals and on the top of the page.  When this occurred it was viewed as useful to breaking up the questionnaire into manageable sections and telling respondents what the following questions would be on.  The headings were easy to understand. 

ii) To notice the headings but not read them.  

iii) Not to notice any of the headings. 

Alternative Version
Visual design theory has shown that the visual design of questionnaire does influence how respondents answer questions (Dillman and Smyth 2007).  To test whether the questionnaire would benefit from reformatting an alternative version of page 3 (Q6 to Q11) of the questionnaire was given to respondents and they were asked to complete it.  
Testing showed that either the alternative version was preferred or no difference was seen.  When the alternative view was preferred, it was because:

i) The alignment of the answer box on the right of the answer codes were easier to follow; and or,
ii) The instruction to tick one box was clear to see.

“It takes away the effort of concentrating on the answer, because I know what I’m doing, when it’s laid out like this.  Your eyes are drawn to the boxes, not just the words” (Male 16-44 Non on CPA)

Although the evidence suggests the questionnaire would work as well or better with the new formatting, the formatting was not fully tested in the interview.  This finding indicates this is an area that would benefit from further testing. 
Recommendations

· Retain the heading format style and position on the top of each page.
· Consider conducting further testing to see if the questionnaire would benefit from an alternative format 
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Appendix B Technical Methodological Details

This appendix describes in further detail the design and conduct of the cognitive testing. 

Study Design

This project was designed to test 33 questions in a self completion questionnaire in a cognitive interview.  The test questions will be used in the forthcoming Community Mental Health Service Users Survey.  The questions measure different aspects of community mental health services.  Fourteen cognitive interviews were undertaken during July and August 2009.
Cognitive Methods

Cognitive interviewing methods, which are derived from cognitive psychology, enable researchers to examine (in great detail) the question and answer process.  This form of testing helps to identify problems with questions and also helps to illuminate possible solutions to these problems. Cognitive interviewing techniques focus on four main processes:

· how respondents understand and interpret questions;

· how respondents recall the information required to answer questions;

· the judgements respondents make as to what information to use when formulating their answers; and
· how respondents respond to the questions.

The two most frequently used cognitive interviewing techniques are think aloud and probing. In this study both techniques were used.  In the think aloud technique, respondents are asked to say out loud what they are thinking as they go about completing the task of answering the question.  For example, respondents are encouraged to articulate what information they are drawing on to complete the task, what decisions they are making about what information to draw on and how they are deciding their answer to the question.

In the probing technique the interviewer asks specific questions which provide information on how respondents interpret question wording and what processes they go through when deciding how to answer.  The probes used are partly pre-scripted and provide a guide to the topics to be covered in the cognitive interview. However, as cognitive interviews are qualitative in nature, interviewers also have the freedom to probe on an issue that may be unique to the respondent and issues that have not been foreseen in advance. Probing was carried out concurrently, once the respondent had answered one or a number of survey questions. A copy of the test questionnaire and probes used can be found in Appendix B. 

Sample and Recruitment

A purposive or 'quota' sample was used for this project.   For this study male and female current or recent users of mental health services, aged 16 and above were recruited through two voluntary organisations which work with mental health service users, namely Mind and the National Survivor User Network (NSUN).  There were two types of mental health service users recruited, those on Care Programme Approach (CPA) and those who were not.  Quotas were interlocked to ensure that respondents with specific combinations of characteristics were included by gender, age and on CPA or not.  Although the intention was to recruit four or six respondents from Black and Minority Ethnic groups this unfortunately was not achievable.   In addition, the recruitment was designed to include respondents in different areas in England.  The areas in which interviewing took place were:

· Grantham, Nottingham and Manchester,

· Lancashire, and 
· Leeds and West Yorkshire
In total fourteen interviews were conducted for this study.   
Two recruitment approaches were adopted for this study, firstly a recruitment advert was run in both the voluntary organisations’ national weekly email bulletins.  Secondly individual local Mind organisations in the areas where the interviewers work were contacted and asked for their help in advertising the study amongst their members.    Anyone interested in participating was asked to contact the NatCen research team who then conducted a telephone screening questionnaire to identify suitable respondents for the study.  A scripted screening questionnaire was used to ensure respondents who were recruited met the eligibility criteria for the survey.  Everyone who was recruited was sent a confirmation letter containing details of the study and the interview, the interviewer’s name and contact details of the research team.
Interview setting

NatCen’s internal research ethnical committee raised a concern that we should not recruit respondents for this study who could be put at risk by participating in a cognitive interview and also place the interviewers at risk.  This was discussed with Mind and NSUN who suggested that it would not be possible to identify individual respondents who are at risk.  To address this ethical concern we arranged the interview setting so that a supporter could be present if there was a need and thereby address the issues of risk.  We therefore organised for the interviews to be conducted at the respondents’ local Mind offices.  This allowed the interviewers to observe the usual rules of confidentiality but for both the respondent and interviewer to have support available if required.  All the respondents were given the option to have a supporter present with them at the interview when they were recruited and this was again mentioned in the confirmation letter, once it had been made clear that the supporter would hear their interview.  From the respondents’ point of view their local Mind organisation was a place of familiarity as we recruited principally through local Mind organisations for this study.  There were also Mind staff on hand (outside the interview room) if required.   However on occasions when a respondent did not want the interview to take place at the local Mind office, the interview was conducted at the respondent’s home with a supporter available in the house but not necessarily in room.  We ensured the supporter would be in a position to provide support if necessary prior to the interview.  
Conduct of Interviews

All interviews were conducted in July and August 2009.  The face-to-face cognitive interviews took place at the most convenient local Mind office for respondents or on occasions in a respondent’s home at a suitable time for them (see above for ethical implications for the study).   Interviews lasted approximately one hour.  Interviews were digitally audio-recorded with respondents’ consent.  Respondents were given a £20 High Street voucher as a token of our appreciation for taking part in the interview and £10 voucher to cover their travel costs.  Confidentiality and anonymity were assured throughout.  
Analysis

All the interviewers made detailed notes on each of their cognitive interviews in a structured ‘notes-template’ document, based on listening to the recording of the interview.  The notes template is organised by test question and the key measurement issues to be explored i.e. the aims of the test.  All notes contained verbatim references to the original interview recordings. These notes, the recordings of the interviews and the completed test questionnaires were reviewed as part of the analysis process.

Notes were analysed using a content analysis approach based on Framework, an analytic tool developed by the Qualitative Research Unit at NatCen. A matrix was set up, which listed the areas under investigation across the page and cases down the page. The matrix also included a summary of the characteristics of each respondent; such as their religion, gender and age. Thus data could be read horizontally, as a complete case record for an individual, or vertically, by question area under investigation, looking across all cases.

Once the matrix was completed the data were reviewed. In reviewing the matrix the full range of problems with the question were explored and appropriate recommendations for improving the questions made.

Appendix B Test Questions and cognitive probes

· Test questionnaire

· Probes sheet

Appendix C Recruitment Documents
· Telephone Screening questionnaire
· Confirmation Letter
(1)   COMMUNITY MENTAL HEALTH SERVICES 

RECRUITMENT INSTRUCTIONS AND RECORDING SHEET
Introductions and Recruitment Conversation 

· Thank you for calling and telling us you are interested in participating in this study.

· My name is [AS APPROPRIATE], and I am [researcher/research assistant] working on this project at the National Centre for Social Research.

· Can you tell how you found out about the study please?  

· If seen the advert: As you would have seen from the advert the Care Quality Commission has asked the National Centre for Social Research (NatCen) to develop new questions for a national survey that will take place next year.  
· If not seen the advert: The Care Quality Commission has asked the National Centre for Social Research (NatCen) to develop new questions for a national survey that will take place next year.  
· NatCen is an independent research institute with a lot of experience of conducting surveys
· This important survey will look at people's experiences of community mental health services.  Importantly, the Care Quality Commission will use the feedback from the survey to assess whether community mental health services are providing a good quality of care and support, and, they will make their findings public.
· The study we are carrying out at the moment involves the design and testing of the questions for the main survey

· If I may, I would like now tell you about what would be involved if you agree to take part.

· Taking part would involve you talking part in a face to face interview with a professional interviewer at a time convenient to yourself at your local mind organisation.  You can have a friend/family present with them at the time of the interview, if you wish.  The interview will last for approximately 1 hour. Everyone who takes part will receive a £20 High Street Voucher to thank them for their time and help.   

· In the interview you will be asked the new questions and asked for your thoughts on them. There are no right or wrong answers.  We just want to find out if the questions work as we intend and if they don’t, we have time to change them before they are asked in the national survey.  With your permission the interview will be audio-recorded.
· Everything that you say will be treated in strict confidence. For example no one outside the research team in NatCen will have access to any information that you share with us in the interview.   We follow the strict guidelines of data confidentiality.  

· This research will be written up as a report but you will not be identified in it and what you say will not be linked with your name and address. 

· Participation is entirely voluntary, which means we rely on the good will of people to take part so that we achieve a good representation of people. Would you like to take part?

YES 
(
GO TO NEXT BULLET POINT


NO 
(
GO TO REFUSALS SHEET (4)

· Thank you, before proceeding, I need to check some information with you. 

· Can I just check 
Whether we have an interviewer working in your area.  So I can do this please can you tell me the name of the place you live in and your postcode please: WRITE IN POSTCODE   

[CHECK POSTCODE LIST OF AVAILABLE POSTCODES]

· Your postcode is included in our study - CONTINUE

· Your postcode unfortunately is not included in our study -  NOT ELIGIBLE GO TO 


NOT ELIGIBLE SHEET (3)
· Which age group are you in.. read out?  
16-44 ( - GO TO NEXT Q
   45+ ( - GO TO NEXT Q
· When did you leave full time education?
                            Aged 17 and above ( - GO TO NEXT Q
                                       16 or under  ( - GO TO NEXT Q
· Have you used NHS community mental health services in the last 6 months?
Yes ( - GO TO NEXT Q
  No ( - NOT ELIGIBLE GO TO NOT ELIGIBLE SHEET (3)
· Are you currently on the Care Programme Approach (CPA)


Yes ( - ELIGIBLE GO TO ETHNICITY QUESTION 
 No ( - GO TO NEXT Q 

· Can I just check please are you currently receiving any community mental health services?
Yes ( - Go to the next Q
 No ( - NOT ELIGIBLE GO TO NOT ELIGIBLE SHEET (3)
· I am now going to read to you 5 different ethnic groups which I have labelled A to E.  Can you tell me which letter best describes your ethnic group? 

( A White
( B Mixed
( C Asian or Asian British
( D Black/ African/ Caribbean/ Black British

( E Other ethnic group
GO TO ELIGIBLE SHEET (2)

(2) Eligible Sheet 
REFER TO MASTER QUOTA SHEET IS THE RESPONDENT 

[image: image1.png]@ NatCen

National Centre for Social Research



( A DEFINITE OR
( RESERVE RESPONDENT OR
GO TO FULL NAME
( IN AN OVER-SUBSCRIBED QUOTA  
GO TO NOT ELIGIBLE SHEET (3)
Thank you for help with this study.  

Please write in name and address 

Serial Number: _________________ 

Can you give me your name please.

FULL NAME: 

Mr/Ms/Mrs/Miss _________________________________________________________
ADDRESS

Name: _________________________________

Address: _______________________________

_______________________________________

postcode_______________________________________

CONTACT DETAILS 

Contact Phone number ( if land line ask for area code): _______________________
2nd contact Mobile Number/ email address: _____________________________________

CLOSE INTERVIEW



· Tell respondent that a letter explaining more about the study is being sent to them and that they are a definite/reserve respondent.

· If reserve  - explain meaning 

· If definite - that an interviewer will be in touch

· Thank them and close 

END OF INTERVIEW

NOW ALLOCATE SERIAL NUMBER TO THIS INTERVIEWEE

· This will be NatCen followed by your initials and then respondent number

· For example first interview recorded would be NatCenMB01

RECORD DETAILS ON THE APPROPRIATE SLOT OF THE QUOTA RECORDING TABLES
NOW ADDRESS CONFIRMATION LETTER AND POST
 (3) Not Eligible

· Thank them for their interest and help

· Explain that unfortunately on this occasion we are unable to include them in this study because it’s a small study and we can only include 16 people in the whole study who 

· have used mental health services in the last 6 months

· or are on CPA or if not on CPA accessing mental health services in selected areas
· Explain that we would be delighted to take down their contact details if they would be interested in participating in further research.

· Explain it’s the limitation of the study and we would like to include them. Make sure they don’t feel rejected by checking they understand why they have not been included. Please remember that callers could have different mental health needs which we are not aware of so we need to be even more careful than usual that we are sensitive in our approach.   

 (4) Refusals

IF THEY ARE HESITANT, OR DO NOT WANT TO TAKE PART:

At various points along the way, respondents may say they do not want to participate.  We want to ask very gently about why that is, just to find out if there are particular groups of people who are more reluctant to take parts than others.  Please ask something like, ‘Just for the record, I wonder if you’d mind telling me why you do not want to take part’?  
Please record all refusals on the refusals record sheet

Address
Date

Dear,                          

Your Views on Community Mental Health Services
Thank you for agreeing to take part in this study. Your help is greatly appreciated.  You will receive a £20 high street voucher from the interviewer for taking part in the interview, as a thank you for giving up your time and sharing your thoughts and views.  This letter provides some more information about the study, what is involved and who to contact if you have any questions or concerns. 

Information about the study

The National Centre for Social Research (NatCen) is carrying out a this study on behalf of the Care Quality Commission, to test some survey questions which look at people’s views of Community Mental Health Services and their recent experiences of using them.    To find out about people’s views NatCen will be conducting a national survey, called the Community Mental Health Service Users Survey.  The aim of this study is to develop questions that can be asked in this national survey.  As part of this process we want to try them out, with a range of different people such as yourself, so we can check that the questions are being understood as intended.

What taking part involves
Taking part will involve a one hour interview with an interviewer at your local Mind office, at a time convenient to you. You do not need any specific knowledge to take part.  
Taking part is entirely voluntary, and any answers you give will be treated in the strictest confidence in accordance with the Data Protection Act. Everything you tell us will only be used for the purpose of this research and will not be shared with anyone outside the project research team at NatCen. Your information will not be given to Care Quality Commission.  The research will be written up as a report, but you will not be identified in it and what you say will not be linked with your name or address. With your permission, the interview will be audio-recorded. 

If you would like a supporter, friend or family member to be present at the interview this is fine providing you are happy for them to listen to the interview.

If you have any questions or queries about the research or decide you do not wish to take part please do not hesitate to call me, Meera Balarajan on 020 7549 7114 or email me at m.balarajan@natcen.ac.uk or my colleague Margaret Blake on 020 7549 7009 or email her at m.blake@natcen.ac.uk. 

Yours sincerely,

Meera Balarajan
Researcher


Your Interviewer’s Name is … …………………………….














































































































































































� Christian L., Dillman D., and Symth J (2007) Helping Respondents Get it Right the First Time: The Influence of Words, Symbols, and Graphics in Web Surveys in Public Opinion Quarterly Vol 7 No 1 Spring 2007 p113-125 � HYPERLINK "https://webmail.natcen.ac.uk/owa/redir.aspx?C=3295484f2365488698d1e4ba5390467a&URL=http%3a%2f%2fpoq.oxfordjournals.org%2fcgi%2freprint%2fnfl039v3" \t "_blank" �http://poq.oxfordjournals.org/cgi/reprint/nfl039v3�


� Christian L., Dillman D., and Symth J (2007) Helping Respondents Get it Right the First Time: The Influence of Words, Symbols, and Graphics in Web Surveys in Public Opinion Quarterly Vol 7 No 1 Spring 2007 p113-125 � HYPERLINK "https://webmail.natcen.ac.uk/owa/redir.aspx?C=3295484f2365488698d1e4ba5390467a&URL=http%3a%2f%2fpoq.oxfordjournals.org%2fcgi%2freprint%2fnfl039v3" \t "_blank" �http://poq.oxfordjournals.org/cgi/reprint/nfl039v3�





� Krosnick, J. (1991). "Response strategies for coping with the cognitive demands of attitude measures in surveys." Applied Cognitive Psychology. Vol 5, 213-36.


� Tourangeau R., Rips L. J., and Rasinksi K (2000) The Psychology of Survey Response Cambridge University Press 


� Tourangeau R., Rips L. J., and Rasinksi K (2000) The Psychology of Survey Response Cambridge University Press





