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1 Executive summary 

 
This report outlines the research undertaken to develop and test the 
questionnaire for use in the stroke patient National Service Framework (NSF) 
survey. Two complementary exercises for stroke patients are taking place in 
2004: The National Sentinel Stroke Audit (coordinated as previously by the lead 
physician(s) for stroke and the audit department) and the NSF patients’ survey.   
 

1.1 Aims 

The aims of the survey development work were:  

 
• To establish the main aspects of stroke care that are important to stroke 

patients  
• To draft a questionnaire 
• To test the face validity of the questionnaire 
• To create a sampling strategy that would be practical and effective in NHS 

trusts 
• To pilot test the questionnaire in a mailed survey 
 

1.2 Methods 

• Literature search to identify  the aspects of stroke experience and stroke care 
relevant to the development of the stroke patient questionnaire.  

• Consultation with an expert advisory group drawn from the Intercollegiate 
Working Party for Stroke at the Royal College of Physicians 

• Cognitive interviews with people who had had a stroke to test the face 
validity of the questionnaire and to ensure all relevant topics were included 

• Mailed pilot survey in three NHS trusts 
• Further consultation with the advisory group and a few cognitive interviews 

to test the face validity of the revised questionnaire 

1.3 Results 

The questionnaire was revised a number of times based on the feedback from the 
interviews with stroke patients and carers to ensure that it was clear, easy to 
complete, and that the relevant topics were covered.   
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For the pilot survey, the questionnaire was sent to 187 patients, in three hospital 
trusts who had been admitted to hospital between September and November 
2003 following a stroke. The mean response rate was 64%. The face validity of the 
questionnaire was supported by the quality of the responses received and the 
low number of calls made to the FREEPHONE helpline. The pilot highlighted a 
few questions with a higher than expected percentage of missing responses, 
which required further amendment.  

2 Literature Review 

A search of peer-reviewed and grey literature was undertaken to identify the 
aspects of stroke experience and stroke care relevant to the development of the 
stroke patient questionnaire. 
 
The National Service Framework (NSF) for Older People (2001) was reviewed 
initially as the results of the stroke patient survey will form part of the evaluation 
of NSF standards. The standards set out in the NSF illustrate the main areas of 
stroke care and treatment that require improvement and development to ensure 
patients can have prompt access to integrated stroke services. Some of the other 
key papers, reports and questionnaires examined in this review included: 
• The Stroke Association questionnaire (carried out by The College of Health): 

Survey of Stroke Services 
• Intercollegiate Working Party for Stroke (March 2000) National Clinical 

Guidelines for Stroke. Royal College of Physicians. London.  
• Intercollegiate Working Party for Stroke (2000) Care after Stroke: Information for 

patients and their carers. Royal College of Physicians. London. 
• National Sentinel Audit for Stroke 2001/2002, Royal College of Physicians 
• Kelson M, Ford C and Rigg M. (1998) Stroke Rehabilitation: Patient and carer 

views, Intercollegiate Working Party for Stroke. 
• The Audit Commission (2000) The way to go home: rehabilitation and remedial 

services for older people. Northampton: Belmont Press. 
 

A short review of published qualitative studies that focused on stroke patients’ 
and carers’ experiences of care, was undertaken by Dr Chris McKevitt. This 
review provided a useful summary of the key issues, identified by stroke 
patients and their carers, to be addressed in the questionnaire.  A list of topics 
that might be covered in the questionnaire was developed from this literature 
review.  This list included aspects of stroke care and treatment in the following 
areas: diagnosis, hospital inpatient care, discharge, follow-up and information 
needs. 
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3 Consultation with Stroke Survey Advisory group  

 
In October 2003, a meeting with the Stroke Survey Advisory Group took place at 
the Royal College of Physicians.  The purpose of the group was to provide advice 
on questionnaire content and sampling methods.  

3.1 Group members 

The Advisory Group consisted of: 
 

• Alex Hoffman, Project Co-ordinator, National Sentinel Audit of Stroke 
Clinical Effectiveness & Evaluation Unit, Royal College of Physicians 

• Penny Irwin, Programme Co-ordinator – Stroke, Clinical Effectiveness & 
Evaluation Unit, Royal College of Physicians. 

• Margaret Goose, Chief Executive, Stroke Association  

• Marcia Kelson, Director Patient Involvement Unit for National Institute 
for Clinical Excellence. 

• Christopher McKevitt, Senior Research Fellow, Department of Public 
Health Sciences, King's College London. 

• Dr Tony Rudd, Consultant Physician in Stroke Medicine, St Thomas' 
Hospital 

• Keith Wood, Different Strokes 

• Roslyn Rosenblatt, Speakability 

• Sarah Scobie, Assistant Director, Office for Information on Health Care 
Performance, CHI 

• Taghi Doostgharin, Survey Project Officer, CHI 

• Rachel Reeves, Manager, NHS Survey Advice Centre, Picker Institute 
Europe 

• Maria Dunckley, Research Officer, NHS Survey Advice Centre, Picker 
Institute Europe 

• Esther Howell, Research Officer, NHS Survey Advice Centre, Picker 
Institute Europe 
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3.2 Amendments to questionnaire following advisory group 
consultation 

In light of the consultation with the Advisory Group, the following amendments 
were made to the questionnaire.   

Questionnaire layout 

The Hospital Doctors and Nursing Staff sections were moved forward in the 
questionnaire, with the more general questions on hospital care being moved to a 
later section, which was re-titled, Your Care and Treatment in Hospital. The 
main reason for this change was to ensure the layout of the questionnaire was in 
a logical order, with the questions about hospital care following on from those 
more specific questions relating to health professionals. 

The questions in the Overall section about the hospital stay were moved forward 
before the section After Your Stay in Hospital to maintain the logical order of 
questions.  

Questions re-worded  

Questions B1 and B2 were re-worded to establish what type of ward the patient 
was first admitted to, and the type of ward they stayed on for most of their stay, 
rather than asking the type of ward the patient would have preferred to stay on.  
The advisory group suggested that nearly all stroke patients would prefer to stay 
on a specialist stroke unit, and it would be better to establish the type of ward the 
patients did actually stay on for most of their hospital stay. The advisory group 
suggested removing the response option ‘Geriatric ward’ and including the 
following ward ‘types’: Specialist stroke unit, an intensive care unit, stroke 
rehabilitation unit, and other type of ward/unit.  

Following the discussion at the meeting, the question, ‘How much information 
about your condition or treatment was given to you?’ was simplified, to read, 
‘While you were in hospital, how much information about stroke was given to 
you?’  

E16 was reworded to remove the skips and make the questionnaire easier to 
navigate.  The question now reads: ‘Were the services you needed after you left 
hospital arranged for you (e.g., occupational therapist, physiotherapist)?’ 

A minor change was made to E19 to change the question wording to ‘…did you 
get enough help and support with any emotional issues… ’  
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E22 was reworded to read: ‘Since your stroke have you received help with 
getting benefits (e.g. attendance allowance, carer allowance)?’  

Questions removed 

The questions, ‘When you reached the ward, did you get enough information 
about ward routines, such as timetables and rules?’ and ‘Were you given 
enough privacy when being examined or treated?’ have been removed from the 
questionnaire as members of the advisory group thought there were more 
important issues of stroke care that should be covered by the survey , and 
recognised that some questions should be removed to make space for new 
questions. 

 

Question C1, ‘Was there one doctor in overall charge of your care?’ was 
removed from the questionnaire because it was felt that many patients would not 
be able to answer this question.  In addition, members of the group thought the 
findings from this question would not be particularly useful for improving 
stroke care. 

 

The following questions in the Doctors and Nursing Staff sections were taken 
out of the questionnaire because members of the group felt the other questions in 
these sections already covered the key issues: 

• ‘If you had any worries or fears about your condition or treatment, did a 
doctor  [nurse] discuss them with you?’ 

• ‘If you ever needed to talk to a doctor [nurse], did you get the opportunity 
to do so?’ [Although this question was removed a similar question was added 
to establish if the stroke patient’s family was able to talk to staff]. 

• ‘How would you rate the courtesy of your doctors [nurses]?’ 

 

The question, ‘Did you feel that the hospital ward was a safe and secure place?’ 
was removed as it was suggested that a better question would be to focus on 
whether patients received help when they needed to move around the ward (see 
section on questions added). 

Three of the questions, B13, B16 and E12, which focused on the experience of the 
patient’s family /someone close to them, were taken out of the questionnaire 
because the response options to these questions were too long and complicated. 
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The three questions relating to the patient’s ‘care plan’ (B17-B19) were deleted 
because members of the advisory group suggested that some stroke patients may 
not have a written copy of a care plan and this is a less important issue than it 
may be for other medical specialities.  

Question B20, ‘While you were in the hospital, were you able to see other 
health professionals (e.g. a speech therapist, a physiotherapist) when you 
needed to?’ was removed. It was suggested that it would be more useful to ask 
questions that specifically addressed which health professional(s) stroke patients 
had seen in hospital. (See below for details about the addition of questions E8-
E10). 

Questions E2-E4 about information given to patients regarding their recovery 
were removed as they were of less value than other questions and may not 
provide any useful information that could be actioned by the Trust.  

E10 was removed to prevent people becoming concerned over the use of the 
words “danger signals” and E11 removed as patients vary greatly in their stroke 
recovery and it would be very difficult for staff to inform them when they could 
resume their usual activities.  Question E15 was also removed, as it duplicated 
E16. 

The question, ‘Did these services (e.g., district nurse, social worker, 
occupational therapist) continue for as long as you felt was necessary?’ was 
removed.  Discussion in the advisory group noted that the patients’ perception of 
how much progress they had made may differ from that of the health 
professionals and make responses to this question difficult to assess and act 
upon.  

E20 and E21 about how patients’ living situation may affect their health were 
removed as the questions were complicated to answer, E20 involved a skip, and 
the rewording of E22 was felt to be sufficient to cover this aspect of follow-up 
care.  

F1 duplicated questions in the Doctors and Nursing Staff sections and was, 
therefore, removed.  

In the About You section, a number of questions (G3-G10) were removed to 
reduce the length of the questionnaire by taking out questions that would 
provide less useful feedback to the Trusts. 
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Questions added 

Question A1, ‘Before you went into hospital, did you see a general practitioner 
(GP) about your stroke?’ was added to the questionnaire to establish if the 
patient’s stroke had been diagnosed by their GP prior to being admitted to 
hospital. Members of the advisory group drew attention to past research with 
patient focus groups (e.g. Kelson et al. 1998) that found the timing and accuracy 
of diagnosis to be important. 

Given the importance of stroke diagnosis, the following question was added to 
section E ‘Was your stroke diagnosis discussed with you?’ 

Questions E8-E10 were added to the questionnaire to establish which other 
health professionals, (apart from doctors and nurses) patients had seen whilst in 
hospital.  Members of the group suggested the addition of questions that focus 
on the role of the speech therapist by asking patients if they had received enough 
help with swallowing and/or speech and communication difficulties (questions 
E8 and E9). Similarly, question E10 addresses the work done by a 
physiotherapist by finding out if patients had received enough help to improve 
their mobility. 

The question, ‘While you were in hospital, did you think there was enough 
equipment (e.g. wheelchairs or lifting equipment) for staff to care for you 
properly?’ was included to ask about practical equipment for staff and patients 
on the ward.  

Question E12, ‘While you were in hospital, did you get enough help and 
support with any emotional issues that might be affecting you (such as 
confusion, depression or crying)?’ was added, as these issues were not 
previously covered but are important to assess. 

A question ‘Before you left hospital were you given enough information about 
how to use the medicine(s) e.g., when to take it, how long to take it for, 
whether to take it with food?’ was added as it had worked well in the recent 
inpatient survey and would also be applicable to patients with a stroke.   

Voluntary and support organisations have an important role in supporting the 
stroke patient and their family so it was thought appropriate to ask whether 
people had received information about these types of groups. Therefore, the 
question, ‘Did hospital staff give you information about voluntary and support 
groups for people who have had a stroke in your local area?’ was added.  
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The following questions (H5 and H6) were added into the After Your Stay in 
Hospital section to ask more specifically about the help received from different 
health professionals: 

‘After you left hospital, did you get enough help with speaking difficulties?’ 

‘After you left hospital did you get enough treatment to help improve your 
mobility?’ 

Similarly ‘After you left hospital, did you get enough equipment and/or aids 
(e.g., a wheelchair, walking frame or commode) to help you recover?’ was 
added to this section to ask about specific practical help received.  

It was felt relevant to ask who had completed the questionnaire, so the question 
‘Who was the main person or people that filled in this questionnaire?’ was 
included at the end of the After Your Stay in Hospital section.  

Since the removal of the EQ-5D Health Status Questions, another validated but 
shorter question, the Rankin scale, was added to assess health status.   

 

4 Testing the stroke questionnaire: cognitive interviews 

4.1 Introduction 

Cognitive interviews were conducted in December 2003 and January 2004.  A 
total of 29 interviewees were recruited via various stroke support groups.  The 
contact details for these support groups were provided by members of the 
advisory group.  The participants were asked to read the instructions on the front 
of the questionnaire and to answer the questions. They were asked whether the 
instructions were clear and easy to understand, and were encouraged to 
comment on any thoughts they had whilst completing it.  The researchers 
continually probed the participants whilst they were completing the 
questionnaire to assess their comprehension of the questions and to ensure that 
the given response options were appropriate to their answer.  

4.2 Results 

‘Different Strokes’ – North London and High Wycombe  

Three members of the North London ‘Different Strokes’ support group 
completed the questionnaire (version 2) on 3 December 2003.  The three 
interviewees (1 man and 2 women), aged between 47 and 62, stated they 
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belonged to the following ethnic groups; White British, Black Caribbean and 
Oriental/Asian (Filipino). 

Four members of the High Wycombe group completed the same version of the 
questionnaire on 9 December 2003.  The four interviewees (2 men and 2 women) 
were all British, aged between 55 and 62 years.  Two of the patients required 
some help with completing the questionnaire.  A fifth member of the group took 
a copy of the questionnaire home with him to complete and returned this a few 
days later with some written comments.  

General comments 

In general the interviewees at both groups felt that the questionnaire seemed 
clear, with the questions covering the most important aspects of hospital stroke 
care.  The layout of the questionnaire was regarded by the interviewees to be 
straightforward, with the questions following a logical order.  The interviewees 
thought that the information printed on the front of the questionnaire was fine 
and did not suggest anything that could be changed. A key issue to arise from 
the cognitive interviews was that two of the interviewees (High Wycombe 
group) had received care for their stroke at different hospitals and, therefore, 
were unsure how to complete the questionnaire as their responses to the 
questions were based on two hospital experiences. This was regarded to be 
particularly problematic if the quality of the care they had received differed 
markedly between the two hospitals. 

Amendments made in light of these interviews: 

The following amendments were made to the questionnaire: 

 

Section A: Admission to Hospital 

Question A1: It was clear from discussions with participants in these two groups 
that this question was not assessing whether patients had been misdiagnosed by 
the GP.  Participants could tick ‘yes’ (that they had seen their GP before they 
went into hospital) without it being clear whether they had been accurately 
diagnosed by the GP as having had a stroke.  This question was therefore 
removed. 

Question A2: This question worked well and remained unchanged in the next 
version of the questionnaire, but was moved to section B. 

Additional Changes: Section A was renamed ‘diagnosis’ and a question was 
added that asked about the reason for any delay in diagnosis.  
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Section B: Hospital Ward 

Question A2 was moved here, and the section re-named ‘Admission to Hospital’ 

Section E: Your Care and Treatment in Hospital 

Question E3: The first response option was changed to ‘yes, completely’ as one 
interviewee suggested this as an alternative to ‘yes, definitely’. 

Question E4: The response option ‘Can’t say’ was added as some patients were 
not aware and/or were unconscious and therefore could not comment on their 
friends/relations part. 

Question E5-E10: The words ‘I did not get help when I needed it’ were added to 
the ‘No’ response as a couple of interviewees commented that they did not get 
help because they had friends or relatives to assist them.  Similarly, the words 
‘from staff’ were added to the ‘I did not need help’ response (questions E5 –E8), 
to distinguish those patients who had no need for assistance from those who did 
but did not receive it.  

Section F: Leaving Hospital 

Question F3: The ‘I did not smoke’ response option was moved to the top of the 
list. This was because a couple of participants ticked ‘No’ (i.e. they did not get 
any information about stopping smoking) because they did not smoke and had 
not read all of the response options.    

Question F4-F6: The response option ‘Don’t know/ Can’t remember’ was added 
to these questions as some interviewees could not remember if staff had 
provided information or explained the purpose/side effects of their medications 
and therefore could not complete the questions in their current format. 

Question F7: This question was removed because some of the interviewees felt 
the question was a bit vague and they had difficulty in answering it.  (The more 
specific question in section H regarding equipment/aids appeared easier for 
interviewees to answer, and provided information on practical support given to 
stroke patients after leaving hospital) 

Question F8: The response option ‘Not sure / Can’t remember’ was added to 
reflect feedback given. 

Question F9:  Following participants’ comments about moving from one hospital 
to a rehabilitation unit at another hospital, this question was removed as it may 
not have been clear which hospital the answer referred to.  
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Question F10: The majority of interviewees said that they received information 
on voluntary and support groups from alternative sources outside of the hospital 
(e.g. the internet, friends, and other stroke patients).  Consequently, the ‘No’ 
response option was expanded to include ‘No, but I would have liked some’ and 
‘No, but I got information from somewhere else’. 

Section G: Overall about the hospital 

Question G1: As question G2 was removed (see below for explanation), this 
question was moved to the end of the previous section.  Section G therefore was 
no longer needed. 

Question G2: Those interviewees who had experienced care in different 
wards/hospitals could not answer this question.  Given that this question 
covered a similar issue to another question (E13) it was removed. 

Section H: After your stay in hospital 

 

Question H3: One interviewee at the High Wycombe group commented that 
questions H3 and H4 were very similar and so H3 was deleted.   

Question H10: A ‘Don’t know / Can’t remember’ option was added for those 
participants who were unaware if family/someone close to them were given 
enough support.  However, it should be noted that contrary to a postal survey, 
these interviewees were completing the questionnaire when the majority of 
family/carers were not present.   

Strokewatch – Hull 

On 16 December 2003, four members of Strokewatch completed the re-drafted 
version of the questionnaire (version 3, dated 10 December) and then, as a group, 
discussed the questions sequentially.  All members were White British, aged 
between 53 and 62 years, although one carer did not answer this question. Two 
members of the group (both female) answered the questionnaire from the 
perspective of a carer.  The other two interviewees (1 male, 1 female) were stroke 
patients.  The chair of ‘strokewatch’, who organised the group, did not complete 
a questionnaire but contributed to some of the discussion.  One of the carers took 
a copy of the questionnaire for her husband to complete.  He returned this 
questionnaire with some comments; which were considered when revising the 
questionnaire. 
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General comments 

The participants in this group are very involved in local stroke services and 
understood the purpose of the questionnaire, giving detailed and valuable 
comments.  When asked, interviewees felt that the title ‘Stroke Questionnaire’ 
was acceptable.  The group regarded the layout and length of the questionnaire 
as appropriate, although they noted the difficulty some people may have in 
answering questions had they been transferred to a different unit/hospital for 
rehabilitation. 

Amendments made in light of this discussion: 

Front Cover Instructions: One carer suggested adding a sentence to indicate the 
purpose and importance of the survey.  The phrase, ‘…in order to improve 
stroke services nationally’ was added. 

The group thought it would be helpful if it was made clearer that a carer/relative 
could help complete the questionnaire with the stroke patient.  Additionally, the 
discussion also noted the difficulty of some patients in writing and completing 
the questionnaire.  The sentences, ‘This questionnaire can be completed with the 
help of a friend or carer’ and ‘It can also be completed over the phone with a 
researcher at Picker Institute Europe, via a freephone number’ were added. 

Section A: Diagnosis 

 

Question A2: A skip was added on the basis of the changes made to question A3 
(see below) 

Question A3: The question was changed to ‘Why was your stroke not 
diagnosed quickly enough?  All of the response options were changed to:  

My GP did not recognise that I had had a stroke 

A doctor at the hospital did not recognise that I had had a stroke 

Equipment at the hospitals to carry out tests was not available 

Another reason 

Don’t know / Can’t say 

Such changes were based on the information given by the interviewees, who 
clarified the possible reasons for delay in stroke diagnosis.  
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Section B: Admission to Hospital 

Question B1: The response option ‘Don’t know / Can’t say’ was added, as it was 
thought that not all stroke patients may be able to answer. 

 

Section E: Your Care and Treatment in Hospital 

Question E2: The discussion about this question noted that timing of information 
was as important as the amount given.  The information may be given to early 
and therefore may not be fully understood.  The question was changed to read: 

‘Were you able to understand the information you were given in hospital 
about your stroke?’  The corresponding response options now read: 

‘Yes, I understood most or all of it’ 

‘Yes, I understood some of it’ 

‘No, I understood little or none of it’ 

‘I was not given any information’ 

Question E3:  ‘Don’t know/ Can’t remember’ response option was added as 
some stroke patients may be unaware of whether their diagnosis was discussed 
with them. 

Question E5: All members of the group agreed with one patient’s suggestion to 
add ‘using a bed pan’ to the question as many patients may be bed-bound for 
much of the time so would not be able to get to the toilet. Additionally, ‘I had a 
catheter’ was added to the ‘I did not need help from staff’ response option.   

Question E6: Similarly, ‘I had a nasogastric (NG) or PEG tube’ was added to the 
‘I did not need help from staff’ option. 

Additional Question:  The group had a lengthy discussion around the difficulty 
they had in eating healthily whilst in hospital, and suggested a question should 
be added to address this.  The following question was therefore added:  

‘Were you able to get healthy meals from the hospital menu? 

Yes, always 

Yes, sometimes 

No 

I did not eat hospital food 

Don’t know / Can’t remember.’ 
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Section F: Leaving Hospital 

 

Questions F1-F3: The group highlighted the difference between staff talking to 
them about lifestyle changes and providing written information.  The wording of 
the questions was changed to ‘… did staff give you information about …’ 

 

Section G: After Your Stay In Hospital 

 

Question G8: One carer in the group was very knowledgeable about available 
benefits for stroke patients and their carers, and provided the correct examples 
for the question.  It now reads,  

‘Since your stroke, have you received help with getting benefits (e.g. 
disability living allowance, attendance allowance, carer allowance)?’ 

 

Question G9: This question was removed as the group pointed out that it is not 
possible to identify who provided the support to the stroke patient’s family, and 
so the question would not give any useful information to feed back to trusts.  

Section H: About You 

 

Additional Question:  The pre-stroke Rankin score question could be added as 
the deletion of two questions provided the additional space needed. 

 

East Kent Young Stroke Survivors (Canterbury); Speakability 
(London) and Let’s Go Stroke Club (Runcorn) 

 

The comments and amendments made in light of these three groups have been 
considered together as the groups took place within a couple of days of each 
other and few substantive changes appeared necessary.  All groups commented 
on version 3 of the questionnaire (dated 8 January). 

Four members of East Kent Young Stroke Survivors were interviewed on 8 
January 2004 at their homes in the Canterbury area.  All men were White British, 
aged between 43 and 58 years.   
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On 12 January 2004, five members of Speakability (3 women, 2 men) completed 
the questionnaire.  They were aged between 48 and 67, (although 2 interviewees 
did not give their year of birth), and stated they belonged to the following ethnic 
groups: Pakistani, African, White Canadian and White British. 

Five members of the Runcorn stroke support group, ‘Lets Go’, completed a 
questionnaire on 13 January 2004.  All interviewees (3 men and 2 women) were 
White British, aged between 39 and 71 years. 

 

General Comments 
 

There were very few changes needed following the interviewees’ comments.  All 
interviewees, including those from the previous three groups, were positive 
about the questionnaire and emphasised the importance of a survey around 
stroke services.  As with the other groups, many of these interviewees had 
experienced care in more than one hospital, and often referred to their differing 
experiences during the interviews.  Interviewees at these groups cold not identify 
any important issues that had been omitted from the questionnaire and felt that 
the questions reflected the whole of the hospital care and immediate aftercare 
experience.  However, as with the other groups, the importance of assessing long 
term follow-up was emphasised.  

As with other groups, the Rankin score question caused some difficulty. In 
particular, several participants across the three groups felt the word ‘symptom’ 
was inappropriate for their circumstances and felt the question was irrelevant. 

 

Amendments made in light of these interviews: 

 

Front Cover Instructions: The interviewees at the London and Runcorn groups 
felt the front cover instructions were too long and therefore difficult to read.  The 
instructions and information about the survey were greatly shortened, without 
losing the key points.  It was felt that the covering letter that is sent with the 
questionnaire would provide additional information if needed, as would calling 
the freephone line. 
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Section A: Diagnosis 

Question A2: Several of the interviewees had difficulties with the skips in this 
question, incorrectly completing it or having to ask how to answer it.  This skip 
was then removed. 

Question A3: As the skip was removed in question A2, the question was re-
worded to read, ‘If your stroke was not diagnosed quickly enough, what was the 
main reason?’  Given the changed question wording, a response option ‘My 
stroke was diagnosed quickly enough’ was added. 

Section B: Admission to Hospital  

Question B1: The response option, ‘I was already in hospital when I had a 
stroke’ was added to this question because at least one patient in each support 
group had a stroke following an operation (usually an emergency heart care 
procedure).   

Section D: Nursing Staff 

Question D4:  A ‘Don’t know / Can’t remember’ response option was added as a 
couple of interviewees did not feel they could say whether there were enough 
staff on duty as they had been unconscious or very drowsy. 

Section F: Leaving Hospital 

Question F1 and F2: The response option, ‘I did not need any information’ was 
added to reflect the difference between not receiving information when it was 
wanted, and not receiving it because the information was already known.  

Question F5 and F6: One interviewee at the Canterbury group had no medicines 
to take home after leaving hospital and so suggested adding the response option, 
‘I had no medicines to take home’.    

Section G: After Your Stay in Hospital 

Question G7: One interviewee in London suggested that ‘kitchen aids’ were 
added to the example, as she had no need for a wheelchair or commode, but 
needed aids to help with daily living.  Three of the interviewees in Runcorn also 
noted that it was less an issue of whether they got the equipment/aids they 
needed after leaving hospital, but when they received them.  The wording of the 
question was changed to reflect this feedback.  This now reads:  
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‘After you left hospital, did you get the equipment and/or aids (e.g. a 
wheelchair, commode or kitchen aids) you needed quickly enough? 

Yes, I got it as soon as I thought was necessary 

No, I would have liked it a bit  sooner  

No, I would have liked it a lot sooner 

I did not need any equipment or aids’ 

5 Further consultation with Stroke Survey Advisory Group 
 
In January 2004 the members of the stroke survey advisory group met at the 
Commission for Health Improvement, to discuss the findings from the cognitive 
interviews and the amended version of the questionnaire (version 3, dated 15 
January). The group also considered the sampling frame and timescale of the 
stroke survey.   

5.1 Group members  

The Advisory Group members present at this meeting: 

Alex Hoffman, Project Co-ordinator, National Sentinel Audit of Stroke Clinical 
Effectiveness & Evaluation Unit, Royal College of Physicians 

Margaret Goose, Chief Executive, Stroke Association  

Christopher Mckevitt, Senior Research Fellow, Department of Public Health 
Sciences, King's College London. 

Roslyn Rosenblatt, Speakability 

Sarah Scobie, Assistant Director, Office for Information on Health Care 
Performance, CHI 

Taghi Doostgharin, Survey Project Officer, CHI 

Sharon Waight, Project Manager - Older People Services NSF Reviews, CHI 

Rachel Reeves, Manager, NHS Survey Advice Centre, Picker Institute Europe 

Maria Dunckley, Research Officer, NHS Survey Advice Centre, Picker Institute 
Europe 

Esther Howell, Research Officer, NHS Survey Advice Centre, Picker Institute 
Europe 
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Amendments to questionnaire following advisory group consultation 

 

Following the many changes that were made to the questionnaire after the first 
advisory meeting and the cognitive interviews, version 3 of the questionnaire 
was well received by the advisory group.  Only a few minor changes were felt 
necessary. 

Questions B2 and B3 – a response option ‘Acute assessment ward’ was added. 

The interview feedback showed that many patients experienced care on more 
than one ward/hospital, and had difficulty knowing how to answer questions.  
Discussion in the meeting resulted in a reminder note being added to section C 
and E, to ask patients to complete questions based on the hospital or unit they 
spent most of their time.  

Questions E5 and E6 – the response options ‘I did not need help from staff/ I had 
a catheter/NG tube’ were split into separate options. 

 

The advisory group agreed that the Rankin score questions (H4 and H5) should 
be removed, and suggested two short questions that had previously been 
validated1-3 with stroke patients be added instead.  These read:  

H4. In the last 2 weeks did you require help from another person for everyday 
activities? 

Yes 

No 

 

H5. Do you feel you have made a complete recovery from your stroke? 

Yes 

No 

 

These minor amendments were made to the questionnaire, and the new version 
of the questionnaire (version 4) was tested by undertaking a mailed pilot survey. 
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6 Mailed pilot survey 

 

6.1 Introduction 

The purpose of this pilot survey was to test the face validity of the questionnaire, 
sampling method and data collection method before using the questionnaire in 
the main stroke patient survey, scheduled to take place in October 2004. The 
cognitive interviews with stroke patients indicated the importance of assessing 
longer term follow up care and services.  Whilst it was not practical to address 
these issues in this questionnaire, it was agreed by the Advisory Group that a 
longitudinal study would be beneficial in obtaining feedback from stroke 
patients and their carers after initial hospital support had ended. Therefore, the 
pilot study also tested the method of asking patients to return a pre-addressed 
postcard if they were interested in being contacted in the future about their 
follow-up stroke care.  

 

6.2 Methods 

Ethical approval was granted for the pilot study by the North West Multi-centre 
Research Ethics Committee on 20/02/04, as an amendment to the inpatient survey  
(MREC 01/8/90).).   
 
Three trusts (A, B, and C) participated in the pilot. [N.B. Trust C has been 
assigned to the main stroke survey in October; the other 2 trusts had been 
randomly allocated to undertake a different NSF survey].  After the trusts were 
sent a copy of the questionnaire and the guidance manual, their sampling could 
be undertaken.   
 
Trusts were required to provide a sample of all patients admitted between 1 
September and 30 November 2003 with a diagnosis code of I61 intracerebral 
haemorrhage, I63 cerebral infarction or I64 stroke not specified as haemorrhage 
or infarction, who had been discharged alive.  The trusts checked for deceased 
patients using the National Strategic Tracing Service (NSTS).  Additionally, 
someone from the clinical team was required to validate the sample to avoid 
sending out a stroke questionnaire to patients who had not had a stroke which 
may cause them unnecessary anxiety and distress.   
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To comply with the Data Protection Act, all trusts agreed to allow Advice Centre 
staff to organise the mailing of questionnaires by working under the terms of an 
honorary contract. The first questionnaires were posted on 22/03/04, followed by 
first and second reminders to non-responders at two-week intervals. The final 
cut off date for inclusion was 14/05/04. 

 

6.3 Results 

Response rates 

 
The response rates for all three trusts are shown in Table 1.  

 

Table 1– Response rates 

 
NHS Trust  

Trust A 
(n=55) 

Trust B 
(n=68) 

Trust C 
(n=64) 

Total 
 

(n=187) 
Completed useable questionnaire 24 52 34 110 
Returned undelivered or patient moved house 2 1 3 6 
Deceased 3 - 1 4 
Patient too ill, opted out or returned blank 
questionnaire 

1 2 6 9 

Patient not eligible to fill in questionnaire 3 - 1 4 
Questionnaire not returned 22 13 19 54 
Sum 55 68 64 187 
Raw Response Rate (%) 43.6 76.5 53.1 58.8 
Adjusted denominator  47 67 59 173 
Adjusted Response Rate (%) 51.1 77.6 57.6 63.6 

 

Follow up 

 
A total of 40 respondents returned the follow-up card to show their willingness 
to be contacted in the future about their longer term stroke care. This overall 
response rate of 21% indicates that including the card with the questionnaire is 
not a particularly effective method of obtaining patient contact details for use in 
a longitudinal study. It was also noted that some respondents choosing to opt 
out of the survey returned the follow-up card unintentionally when sending back 
an incomplete questionnaire.   
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Respondents 

The characteristics of the respondent sample are shown in Table 2 

 

Table 2 – Basic characteristics of sample 

 
Respondent Characteristics 

 
Combined Trust Samples 

(n=110) 
Gender  
Male 50.0% (55) 
Female 45.5% (50) 
Missing data  4.5% (5) 
Age (years)  
= 50  8.1% (9) 
51-60 9.1% (10) 
61-70 23.6% (26) 
71-80 30.9% (34) 
=81  20.9% (23) 
Missing data 7.3% (8) 
Ethnic group  
White 92.7% (102) 
Mixed 0.9% (1) 
Asian or Asian British 0.9% (1) 
Black or Black British 2.7% (3) 
Chinese or other ethnic group 0.9% (1) 
Missing data 1.8% (2) 
Who filled in the questionnaire?  
Patient 39.1% (43) 
A friend or relative of the patient 17.3% (19) 
Both the patient and friend/relative together  30.0% (33) 
The patient with the help of a health professional 3.6% (4) 
Missing data 10.0% (11) 

 

Response bias 

 

It is important to ensure that respondents are representative of all patients who 
have had a stroke. A comparison between responders and non-responders, in 
terms of age, sex and severity of illness, was therefore carried out. 
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Age and Sex 
 
The mean age of responders was 71, compared to a mean age of 70 in non-
responders.  An independent samples t-test showed this difference was not 
significant (t= -0.30, df=171, p=0.76).  The response rate for men was 73.0% 
compared to 63.5% for women.  Again this difference was not statistically 
significant (X²=1.32, df=1, p=0.25). 
 
Ethnic coding of the samples was incomplete so it was not possible to make 
reliable comparisons between the ethnic groups of responders and non 
responders. 
 
Severity of illness 
 
The length of stay in hospital can also be used as a proxy for severity of illness.  
The mean number of days in hospital was 31.6 for responders and 32.5 for non 
responders. An independent samples t-test showed this difference was not 
significant (t= -0.15, df=124, p=0.89). 
 
It was suggested that the number of days since discharge may influence the 
response rate to the survey. A two-way hypothesis was proposed; firstly that 
patients who have been discharged from hospital more recently would find the 
questionnaire more salient and would therefore be more likely to respond. On 
the other hand, a shorter length of time since discharge might be indicative of a 
more severe illness, which could lower response rates. 
The mean number of days since discharge was 127 for responders and 125 for 
non-responders. An independent samples t-test showed this difference was not 
significant (t=0.28, df=171 p=0.78). 

FREEPHONE calls 

 
There were 10 calls to the FREEPHONE concerning the stroke pilot survey which 
is 5% of the patients surveyed. The calls can be grouped as follows:  
 
• 2 reported they had received reminders but had returned questionnaire some 

time ago.  
• 2 relatives informed Advice Centre the patient had died. 
• 1 said they had received a reminder but not mailing 1 and would like to 

receive the second reminder. 
• 1 patient requested another copy of the questionnaire to complete. 
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• 1 called to say they were too ill to complete the questionnaire. 
• 1 respondent completed the questionnaire on the phone with the help of a 

researcher. 
• 1 carer called to check they could complete the questionnaire on behalf of the 

patient. 
• 1 reported they had not had a stroke  

 

Descriptive Statistics 
 

Frequency data for the combined three trusts is presented below. 

 
 
A1  When were you first told that you had had a stroke? 
 

 Frequency Percent 
1  Before I went into hospital  42 38.2 
2  In the hospital 56 50.9 
3  After I left hospital 1 .9 
4  Don't know, can't remember 6 5.5 
Total 105 95.5 
Missing 5 4.5 
Total 110 100.0 
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A2  Do you think your stroke was diagnosed quickly enough? 
 

 Frequency Percent 
1  Yes 83 75.5 
2  No 12 10.9 
3  Don't know, can't remember 12 10.9 
Total 107 97.3 
Missing 3 2.7 
Total 110 100.0 

 
 
A3  If your stroke was not diagnosed quickly enough, what was the main reason? 
 

 Frequency Percent 
1  My stroke was diagnosed quickly enough 59 53.6 
2  My GP did not recognise that I had had a stroke 3 2.7 
3  Doctor at hospital did not recognise that I had 
had a stroke 4 3.6 

5  Another reason 4 3.6 
6  Don't know, can't say 9 8.2 
Total 79 71.8 
Missing 31 28.2 
Total 110 100.0 

 
 
B1  In your opinion, were you admitted to hospital quickly enough? 
 

 Frequency Percent 
1  I was already in hospital when I had a stroke 4 3.6 
2  I was admitted as soon as I thought was 
necessary 79 71.8 

3  I should have been admitted a bit sooner 5 4.5 
4  I should have been admitted a lot sooner 6 5.5 
5  Don't know, can't say 6 5.5 
Total 100 90.9 
Missing 10 9.1 
Total 110 100.0 
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B2  When you were first admitted to a bed on a ward, what type of ward was it? 
 

 Frequency Percent 
1  Specialist stroke unit 21 19.1 
2  Acute assessment ward 46 41.8 
3  An intensive care unit 2 1.8 
4  Stroke rehabilitation unit 4 3.6 
5  Other type of ward, unit 25 22.7 
6  Don't know, can't remember 9 8.2 
Total 107 97.3 
Missing 3 2.7 
Total 110 100.0 

 
 
B3  What type of ward were you on for most of your hospital stay? 
 

 Frequency Percent 
1  Specialist stroke unit 52 47.3 
2  Acute assessment ward 5 4.5 
3  An intensive care unit 1 .9 
4  Stroke rehabilitation unit 21 19.1 
5  Other type of ward, unit 14 12.7 
6  Don't know, can't remember 9 8.2 
Total 102 92.7 
Missing 8 7.3 
Total 110 100.0 

 
 
C1  When you had important questions to ask a doctor, did you get answers that you could 
understand? 
 

 Frequency Percent 
1  Yes, always 58 52.7 
2  Yes, sometimes  24 21.8 
3  No 5 4.5 
4  I had no need to ask 8 7.3 
5  I was not able to ask 13 11.8 
Total 108 98.2 
Missing 2 1.8 
Total 110 100.0 
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C2  Did you have confidence and trust in the doctors treating you? 
 

 Frequency Percent 
1  Yes, always 78 70.9 
2  Yes, sometimes  24 21.8 
3  No 5 4.5 
Total 107 97.3 
Missing 3 2.7 
Total 110 100.0 

 
 
C3  Did doctors talk in front of you as if you weren't there? 
 

 Frequency Percent 
1  Yes, often 8 7.3 
2  Yes, sometimes  35 31.8 
3  No 63 57.3 
Total 106 96.4 
Missing 4 3.6 
Total 110 100.0 

 
 
C4  In your opinion, did the doctors who treated you know enough about the treatment of stroke? 
 

 Frequency Percent 
1  All the doctors knew enough 65 59.1 
2  Most of the doctors knew enough 23 20.9 
3  Only some of the doctors knew enough 5 4.5 
4  None of the doctors knew enough 1 .9 
5  Can't say 14 12.7 
Total 108 98.2 
Missing 2 1.8 
Total 110 100.0 
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D1  When you had important questions to ask nursing staff, did you get answers that you could 
understand? 
 

 Frequency Percent 
1  Yes, always 56 50.9 
2  Yes, sometimes  27 24.5 
3  No 5 4.5 
4  I had no need to ask 9 8.2 
5  I was not able to ask 10 9.1 
Total 107 97.3 
Missing 3 2.7 
Total 110 100.0 

 
 
D2  Did you have confidence and trust in the nursing staff treating you? 
 

 Frequency Percent 
1  Yes, always 79 71.8 
2  Yes, sometimes  18 16.4 
3  No 10 9.1 
Total 107 97.3 
Missing 3 2.7 
Total 110 100.0 

 
 
D3  Did nursing staff talk in front of you as if you weren't there? 
 

 Frequency Percent 
1  Yes, often 8 7.3 
2  Yes, sometimes  19 17.3 
3  No 80 72.7 
Total 107 97.3 
Missing 3 2.7 
Total 110 100.0 
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D4  In your opinion, were there enough nursing staff on duty to care for you in hospital? 
 

 Frequency Percent 
1  There were always or nearly always enough 
nursing staff 62 56.4 

2  There were sometimes enough nursing staff 31 28.2 
3  There were rarely or never enough nursing staff 10 9.1 
4  Don't know, can't remember 3 2.7 
Total 106 96.4 
Missing 4 3.6 
Total 110 100.0 

 
 
D5  In your opinion, did the nursing staff who treated you know enough about the treatment of 
stroke? 
 

 Frequency Percent 
1  All the nursing staff knew enough 46 41.8 
2  Most of the nursing staff knew enough  40 36.4 
3  Only some of the nursing staff knew enough 11 10.0 
4  None of the nursing staff knew enough 1 .9 
5  Can't say 11 10.0 
Total 109 99.1 
Missing 1 .9 
Total 110 100.0  

 
 
E1  Were you involved as much as you wanted to be in decisions about your care and treatment in 
hospital? 
 

 Frequency Percent 
1  Yes, definitely 50 45.5 
2  Yes, to some extent 37 33.6 
3  No 18 16.4 
Total 105 95.5 
Missing 5 4.5 
Total 110 100.0  
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E2  Were you able to understand the information you were given in hospital about your stroke? 
 

 Frequency Percent 
1  Yes, I understood most or all of it 54 49.1 
2  Yes, I understood some of it 34 30.9 
3  No, I understood little or none of it 7 6.4 
4  I was not given any information 10 9.1 
Total 105 95.5 
Missing 5 4.5 
Total 110 100.0  

 
 
E3  Was your stroke diagnosis discussed with you? 
 

 Frequency Percent 
1  Yes, completely 48 43.6  
2  Yes, to some extent 37 33.6  
3  No 5 4.5 
4  It was not necessary to discuss it 1 .9 
5  Don't know, can't remember 15 13.6  
Total 106 96.4  
Missing 4 3.6 
Total 110 100.0  

 
 
E4  If a member of your family or someone else close to you wanted to talk to the staff, did they have 
enough opportunity to do so? 
 

 Frequency Percent 
1  Yes, definitely 60 54.5 
2  Yes, to some extent 31 28.2 
3  No, but they wanted to talk to the staff 9 8.2 
4  No, but they did not want or need to talk to the 
staff 4 3.6 

5  I did not want family or friends to talk to the staff 1 .9 
6  Can't say 4 3.6 
Total 109 99.1 
Missing 1 .9 
Total 110 100.0 
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E5  When you needed help from staff getting to the toilet, using a bed pan did you get it in time? 
 

 Frequency Percent 
1  Yes, always 55 50.0 
2  Yes, sometimes  28 25.5 
3  No, I did not get help when I needed it 4 3.6 
4  I did not need help from staff 20 18.2 
5  I had a catheter 3 2.7 
Total 110 100.0  

 
 
E6  When you needed help from staff in eating your meals, did you get it when you needed it? 
 

 Frequency Percent 
1  Yes, always 30 27.3 
2  Yes, sometimes  24 21.8 
3  No, I did not get help when I needed it 7 6.4 
4  I did not need help from staff 42 38.2 
5  I had a nasogastric, NG, or PEG tube 6 5.5 
Total 109 99.1 
Missing 1 .9 
Total 110 100.0  

 
 
E7  Were you able to get healthy meals from the hospital menu? 
 

 Frequency Percent 
1  Yes, always 58 52.7 
2  Yes, sometimes  37 33.6 
3  No 4 3.6 
4  I did not eat hospital food 3 2.7 
5  I had a nasogastric, NG, or PEG tube 5 4.5 
6  Don't know, can't remember 1 .9 
Total 108 98.2 
Missing 2 1.8 
Total 110 100.0  
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E8  When you needed help from staff with washing, did you get it when you needed it? 
 

 Frequency Percent 
1  Yes, always 59 53.6 
2  Yes, sometimes  18 16.4 
3  No, I did not get help when I needed it 3 2.7 
4  I did not need help from staff 29 26.4 
Total 109 99.1 
Missing 1 .9 
Total 110 100.0  

 
 
E9  While you were in hospital, did you get enough help for difficulties with swallowing? 
 

 Frequency Percent 
1  Yes, definitely 26 23.6 
2  Yes, to some extent 13 11.8 
3  No, I did not get help when I needed it 4 3.6 
4  I did not have any difficulties with swallowing 66 60.0 
Total 109 99.1 
Missing 1 .9 
Total 110 100.0  

 
 
E10  While you were in hospital, did you get enough help with speech and communication 
problems? 
 

 Frequency Percent 
1  Yes, definitely 28 25.5 
2  Yes, to some extent 30 27.3 
3  No, I did not get help when I needed it 7 6.4 
4  I did not have any speech of communication 
problems 44 40.0 

Total 109 99.1 
Missing 1 .9 
Total 110 100.0  
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E11  While you were in hospital, did you get enough treatment to help improve your mobility? 
 

 Frequency Percent 
1  Yes, definitely 61 55.5 
2  Yes, to some extent 25 22.7 
3  No, I did not get help when I needed it 3 2.7 
4  I did not have any mobility difficulties 18 16.4 
Total 107 97.3 
Missing 3 2.7 
Total 110 100.0  

 
 
E12  While you were in hospital, did you get enough help and support with any emotional issues that 
might be affecting you (such as confusion, depression or crying)? 
 

 Frequency Percent 
1  Yes, definitely 17 15.5 
2  Yes, to some extent 28 25.5 
3  No, I did not get help when I needed it 13 11.8 
4  I did not have any emotional issues  47 42.7 
Total 105 95.5 
Missing 5 4.5 
Total 110 100.0  

 
 
E13  Sometimes in hospital, a member of staff will say one thing, and another will say something 
quite different. Did this happen to you? 
 

 Frequency Percent 
1  Yes, often 11 10.0 
2  Yes, sometimes  35 31.8 
3  No 60 54.5 
Total 106 96.4 
Missing 4 3.6 
Total 110 100.0  
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E14  Did you feel you were treated with respect and dignity while you were in the hospital? 
 

 Frequency Percent 
1  Yes, always 82 74.5 
2  Yes, sometimes  20 18.2 
3  No, little of none of the time 4 3.6 
Total 106 96.4 
Missing 4 3.6 
Total 110 100.0  

 
 
F1  Before you left hospital, did staff give you information about changes in your diet that might help 
prevent another stroke? 
 

 Frequency Percent 
1  Yes 38 34.5 
2  No 47 42.7 
3  I did not need any information 14 12.7 
4  Don't know, can't remember 9 8.2 
Total 108 98.2 
Missing 2 1.8 
Total 110 100.0  

 
 
F2  Before you left hospital, did hospital staff give you information about physical exercise (e.g., 
walking ) that might help prevent another stroke? 
 

 Frequency Percent 
1  Yes 56 50.9 
2  No 37 33.6 
3  I did not need any information 7 6.4 
4  Don't know, can't remember 7 6.4 
Total 107 97.3 
Missing 3 2.7 
Total 110 100.0  
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F3  Before you left hospital, did a member of staff give you information about stopping smoking? 
 

 Frequency Percent 
1  I did not smoke 77 70.0 
2  Yes 18 16.4 
3  No 12 10.9 
4  Don't know, can't remember 1 .9 
Total 108 98.2 
Missing 2 1.8 
Total 110 100.0  

 
 
F4  Did a member of staff explain the purpose of the medicines you were to take at home in a way 
you could understand? 
 

 Frequency Percent 
1  Yes, completely 59 53.6 
2  Yes, to some extent 18 16.4 
3  No 20 18.2 
4  I did not need an explanation 9 8.2 
5  I had no medicines to take home 1 .9 
6  Don't know, can't remember 3 2.7 
Total 110 100.0  

 
 
 F5  Before you left hospital were you given enough information about how to use the medicine(s) 
(e.g., when to take it, how long to take it for, whether to take it with food)? 
 

 Frequency Percent 
1  Yes, enough information 79 71.8 
2  Some, but not enough 9 8.2 
3  No information at all, and I wanted some 9 8.2 
4  I did not want any information 6 5.5 
5  I had no medicines to take home 2 1.8 
6  Don't know, can't remember 2 1.8 
Total 107 97.3 
Missing 3 2.7 
Total 110 100.0  
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F6  Did a member of staff tell you about medication side effects to watch for when you went home? 
 

 Frequency Percent 
1  Yes, completely 15 13.6 
2  Yes, to some extent 18 16.4 
3  No 52 47.3 
4  I did not need an explanation 11 10.0 
5  I had no medicines to take home 1 .9 
6  Don't know, can't remember 6 5.5 
Total 103 93.6 
Missing 7 6.4 
Total 110 100.0  

 
 
F7  Did hospital staff tell you who to contact if you were worried about your condition or treatment 
after you left hospital? 
 

 Frequency Percent 
1  Yes 59 53.6 
2  No 32 29.1 
3  Don't know, can't remember 7 6.4 
4  It was not necessary 5 4.5 
Total 103 93.6 
Missing 7 6.4 
Total 110 100.0  

 
 
F8  Did hospital staff give you information about voluntary and support groups for people who have 
had a stroke in your local area? 
 

 Frequency Percent 
1  Yes 50 45.5 
2  No, but I would have liked some 26 23.6 
3  No, but I got the information from s omewhere 
else 13 11.8 

4  Not sure, can't remember 11 10.0 
Total 100 90.9 
Missing 10 9.1 
Total 110 100.0  
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F9  Overall, how would you rate the care you received during your hospital stay? 
 

 Frequency Percent 
1  Excellent 32 29.1 
2  Very good 38 34.5 
3  Good 18 16.4 
4  Fair 11 10.0 
5  Poor 3 2.7 
6  Very poor 2 1.8 
Total 104 94.5 
Missing 6 5.5 
Total 110 100.0  

 
 
G1  Were your own needs and wishes taken into account when planning your rehabilitation? 
 

 Frequency Percent 
1  Yes, definitely 49 44.5 
2  Yes, to some extent 30 27.3 
3  No, my wishes were not taken into account 5 4.5 
4  I have not had any rehabilitation 19 17.3 
Total 103 93.6 
Missing 7 6.4 
Total 110 100.0  

 
 
G2  Were the services you needed after you left hospital arranged for you? (e.g., occupational 
therapist, physiotherapist) 
 

 Frequency Percent 
1  Yes, all the services I needed 54 49.1 
2  Yes, some of the services needed 17 15.5 
3  No but these services were needed 12 10.9 
4  It was not necessary 18 16.4 
Total 101 91.8 
Missing 9 8.2 
Total 110 100.0  
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G3  As far as you know, was your GP given all necessary information about the treatment or advice 
that you received in hospital? 
 

 Frequency Percent 
1  Yes 65 59.1 
2  No 10 9.1 
3  Don't know 29 26.4 
Total 104 94.5 
Missing 6 5.5 
Total 110 100.0  

 
 
G4  After you left hospital, did you get enough help with speaking difficulties? 
 

 Frequency Percent 
1  Yes, definitely 13 11.8 
2  Yes, to some extent 12 10.9 
3  No 20 18.2 
4  I did not have any speaking difficulties  58 52.7 
Total 103 93.6 
Missing 7 6.4 
Total 110 100.0  

 
 
G5  After you left hospital, did you get enough treatment to help improve your mobility? 
 

 Frequency Percent 
1  Yes, definitely 36 32.7 
2  Yes, to some extent 22 20.0 
3  No 21 19.1 
4  I did not have any mobility difficulties 24 21.8 
Total 103 93.6 
Missing 7 6.4 
Total 110 100.0  
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G6  After you left hospital, did you get enough help and support with any emotional issues that 
might be affecting you (such as confusion, depression or crying)? 
 

 Frequency Percent 
1  Yes, definitely 13 11.8 
2  Yes, to some extent 15 13.6 
3  No 26 23.6 
4  I did not have any emotional issues  47 42.7 
Total 101 91.8 
Missing 9 8.2 
Total 110 100.0  

 
 
G7  After you left hospital, did you get the equipment and, or aids (e.g., a wheelchair, commode or 
kitchen aids) you needed quickly enough? 
 

 Frequency Percent 
1  Yes, I got it as soon as I thought was necessary 43 39.1 
2  No, I would have liked it a bit sooner 5 4.5 
3  No, I would have liked it a lot sooner 7 6.4 
4  I did not need any equipment or aids 46 41.8 
Total 101 91.8 
Missing 9 8.2 
Total 110 100.0  

 
 
G8  Since your stroke have you received help with getting benefits (e.g., disability living allowance, 
attendance allowance, carer allowance)? 
 

 Frequency Percent 
1  Yes 34 30.9 
2  No, but I would have liked help 25 22.7 
3  I did not need any help 42 38.2 
Total 101 91.8 
Missing 9 8.2 
Total 110 100.0  
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G9  Who was the main person or people that filled in this questionnaire? 
 

 Frequency Percent 
1  The person who was a patient in the hospital 43 39.1 
2  A friend or relative of the patient 19 17.3 
3  Both patient and friend, relative together 33 30.0 
4  The patient with the help of a health 
professional 4 3.6 

Total 99 90.0 
Missing 11 10.0 
Total 110 100.0 

 
 
H1  Are you male or female? 
 

 Frequency Percent 
1  Male 55 50.0 
2  Female 50 45.5 
Total 105 95.5 
Missing 5 4.5 
Total 110 100.0  

 
 
 
H4  In the last 2 weeks did you require help from another person for everyday activities? 
 

 Frequency Percent 
1  Yes 66 60.0 
2  No 38 34.5 
Total 104 94.5 
Missing 6 5.5 
Total 110 100.0  

 
 
H5  Do you feel that you have made a complete recovery from your stroke? 
 

 Frequency Percent 
1  Yes 21 19.1 
2  No 82 74.5 
Total 103 93.6 
Missing 7 6.4 
Total 110 100.0  
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Respondent’s comments 

 
Space was allocated at the end of the questionnaire (section I) for respondents to 
write their own comments about their experiences of stroke care.  These 
comments have been arranged into key themes under the prom pt questions, 
‘Was there anything particularly good about your stroke care?’ and ‘Was there 
anything that could be improved?’ 

 

Was there anything particularly good about your stroke care? 

 

Treatment and care in hospital  

Admission from A&E could not be faulted (Trust A). 

I was allowed to rest and recover from my stroke (Trust A). 

I think I am getting on alright with my medication that was prescribed (Trust A). 

Yes, it was diagnosed very quick; that I was admitted to the right unit that was specialist 
in the diagnosis (Trust A). 

The food was excellent! I put on several pounds during Sep -Oct  - my compliments to 
the chef! (Trust B). 

I had all the care that I could hope to have (Trust B). 

Very good care taken in hospital and in the two visits to the hospital clinic (Trust B). 

I have no complaints whatsoever of my treatment both in hospital and after being 
discharged. I really can't praise them enough (Trust B). 

They helped me walk (Trust B). 

The care and attention I received in the stroke unit was first class in helping my recovery 
(Trust C). 

My mother was treated very well and in a dignified manner in hospital which aided her 
semi-recovery (Trust C). 

I was treated very well (Trust C). 

I suffer with arthritis and when I had my stroke it seemed a lot worse. The occupational 
therapy was very good and I get a lot of help (Trust C).     
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Care was excellent X and X Wards. Cleanliness was also very good with hand washing. 
Nurses always wore gloves for visitors (Trust C). 

Constant supervision whilst in hospital; speed (and amount of time allocated) of 
community rehab programme starting. Patient continues to improve! (Trust C). 

Health Professionals 

The consultants at X Hospital were fantastic - also in my after consultations (Trust A).  

Dr X made himself available to speak to relatives on a regular basis (Trust A). 

All doctors excellent, kind, thorough; treated me as if I was the only person in the world 
(Trust A). 

Staff very pleasant & helpful (Trust A). 

The medical and physio staff were excellent. Senior Nursing Care was good. Access to the 
Consultant for relatives – excellent (Trust A).        

The attitude of all the nursing staff was very good (Trust B). 

The doctors and staff were excellent. We could not have better care (Trust B). 

The nursing care was great (Trust B). 

The staff were very good. Nothing was any trouble for them, always courteous and very 
kind. I will say the same for the speech therapy and exercise teams. Everyone was 
excellent (Trust B). 

Just to say that everyone in the nursing and stroke department were outstanding (Trust 
B). 

Nursing care was very good (Trust B). 

Friendly doctors and nurses (Trust B). 

The Nursing staff were very good (Trust C). 

Nursing and physio (Trust C). 

It was all excellent and would like to thank all doctors and nursing staff (Trust C). 

The acute assessment ward staff and doctors were excellent in every way. The 
occupational therapist and physiotherapist and speech therapist on the rehabilitation 
ward were excellent (Trust C). 

Ambulance service in the home. The stroke nurse was very good (Trust C). 
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Follow-up care 

Since coming home, the X adult therapy are fantastic a great team (Trust A).  

After leaving hospital I had a lot of help from a lady from the Stroke Unit as I had lost my 
confidence going out. She came, took me out walking a few times, then on the bus to town 
and back twice she gave me back my confidence and I will always be grateful to her 
(Trust B). 

Immediate supply of equipment to help me (Trust B). 

After care very good (Trust C).   

The care and ongoing aftercare – e.g. physio and other types of after care is still ongoing 
(Trust C). 

 

Was there anything that could be improved? 

Treatment and care in hospital 

Treatment on care in hospital should be improved (Trust A).   

As an ex nurse, students should not work together but with a trained staff (Trust A). 

The support & politeness was very different between the consultants & nurses (Trust A). 

The carer care was consistently negligent over 14 weeks. Failure to meet basic care needs 
was evident. Language was often a barrier (Trust A). 

A lot more nursing staff on the ward (Trust B). 

More staff to see to patient’s needs / toileting when buzzer is rung. Stroke patients 
unable to wait 5-10 minutes for toilet (Trust B). 

Speech therapy: I have still a lot of difficulty with speech, but without the heroic efforts of 
my wife, nothing would have happened. Something happens now, but whether it is the 
right thing, presumably time will tell. It is the biggest area of weakness (that I know of) 
in the hospital, and desperately needs action - more staff is one area to start with (Trust 
B). 

The noise in hospital - both night and day; sometimes night nurses and sometimes 
patients (Trust B). 

Time taken to diagnose stroke (Trust B). 

Irritants: 1. Noisy TVs from neighbouring beds; 2. Dripping tap not repaired even after 
being reported; 3. Bright ward lights (Trust B). 
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Everything!! Rarely saw nursing staff except for medicine times and meal times. Stroke 
patients seem to be left to the care of family and relatives visiting (Trust B). 

Almost everything! I think it was mainly lack of staff which was a major problem, but it 
was disgusting for a lady of 62 to be told to do her toileting in bed just because they 
couldn't be bothered trying to get her to the toilet.  She was told to do it in bed and they 
would clean her. It was totally disgusting. Meals were left at end of bed for mother-in-
law to feed herself, which she can't. They came back an hour or later to feed her cold food 
(Trust C). 

The nursing staff and main consultant on the rehab ward were not very encouraging in 
involving my family in my care. My family looked after me 24 hrs per day whilst I was in 
hospital. The nursing staff on this ward did not inspire confidence, too many different 
conflicting ideas and no consideration of my need to rest (Trust C). 

Retraining some of t he older staff nurses; they lack basic good manners and were moody 
and unpredictive and the cause of other staff ringing in sick. Re-organise OT and PT as 
per the community team CNRT. Increase the number of PT staff. Retrain the OT team to 
do their defined roles (Trust C). 

O.T. and physio staff included set rest periods for me, which nursing staff did not 
acknowledge, even though it was clearly written on the board in my room. One of the 
junior doctors did not seem to know enough about how a stroke can affect the bladder -my 
urologist explained this to me (Trust C). 

Did not like mixed ward, some of the men came to the ladies part which I did not like, but 
that's me and no one else seemed to mind (Trust C). 

In my opinion [friend of patient] the care received was very poor. It was five days before 
her stroke was diagnosed. She was not placed on a stroke ward but instead was placed in 
a ward where the nursing staff openly admitted that they were not trained to nurse stroke 
victims. Although nursing staff were aware that my friend was incontinent on several 
occasions when we visited we found her lying in bed soaking wet. When I asked was she 
being toileted, the nurses assured me she was. This obviously was untrue. (Trust C) 

Information and communication 

I think in formation on side effects of drugs & what the drugs are for cannot be stressed 
enough (Trust A). 

Putting me in contact with stroke groups would have been helpful (Trust A).  

Yes more information (Trust A).   

Very thorough tests but results [were] slow to be communicated (Trust A).  
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As [the patient’s] wife you have to find and ask staff. Family should be sat down and told 
everything. It's very traumatic, without running around, for information about loved 
ones (Trust A). 

Since my stroke I am still not sure as to what strokes are, and is anything else going to 
happen. Also, my medicines I get confused with as two sets of tablets looked alike. My 
diet, I am not too sure as to what I should be avoiding in my diet. My family were not 
informed either to any medicines or my diet (Trust A). 

The tests for cholesterol were taken but were lost. A second test result came just before I 
was discharged (Trust B). 

Communication between hospitals (Trust B) 

One (nurse) was wonderful; the rest could hardly speak the language (Trust C). 

As a family member we've not really had much information of how to deal with this very 
traumatic time, and how to deal with the emotional side (Trust C). 

Patient's stroke caused by chronic kidney disease - had to start dialysis 
immediately after stroke - Communication between renal team and stroke team 
could have been better. Lack of cover when community physiotherapists off 
work disrupts therapy programme (Trust C). 

Cleanliness and hygiene  

The toilets were always dirty. There wasn't a plug in the bath. When there was no hot 
water I was told to go to another ward; once at another ward I was told to go back (Trust 
A). 

Washing patient’s hands after they use bedpans (Trust A). 

Bottles and toilet chains should not be handled by staff serving meals! And smoking 
should be stopped in toilets (Trust A).  

Public facilities were unclean (Trust A). 

Family and myself visited on a very regular basis and know 100% that mouth hygiene 
was not done by any of the nursing staff my family or myself were the only ones to do 
this (Trust C). 

Follow-up care  

More help for going home or social worker for example I live alone, so the first couple of 
weeks was a bit harder for me. Advice about benefits - up until now I haven't got my 
disability allowance. Benefit only on incapacity (Trust A). 

Arrangements for aftercare were made initially without relative/patient consent (Trust 
A). 
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I was not given any physio until I returned home 13 weeks later and my shoulder had 
almost seized up (Trust B). 

The date of my stroke was [October 03]. I came out of hospital [November 03]. My speech 
therapy finished [March 04]. I feel that I should have had speech therapy longer as I still 
find it difficult to communicate (Trust B). 

There is a long waiting list for speech after stroke support group. I have my name on the 
list but have heard nothing yet (Trust B). 

I have applied for alterations to the bathroom. I have to wait till December - the council 
has a list and I am no. 137 (Trust B).   

Aftercare and getting on to the stroke unit in a shorter time (Trust C).  

Possibly when your home (Trust C).  

Since I came home I have had a psychologist who has helped me, and I think this 
treatment would have been better in hospital. When I came out of hospital I had lost my 
confidence. I still have problems answering the phone. I wouldn't go on a bus and I   used 
to feel so down at times. I think you should be prepared for this change in yourself (Trust 
C). 

No speech therapy after her stroke was given. My family and myself continually talked 
about various things that had happened in her life and slowly a lot of her memory did 
return. Without our help I am certain she would have remained as she was immediately 
after her stroke; having no memory and unable to speak properly (Trust C).  

In mid December last year, four months after her stroke, her GP decided that my friend 
was fully aware of the consequences if she were to come off the peg feed. My friend had no 
problems whatsoever eating or drinking so her GP referred her to have the peg removed. 
My friend was very anxious to have the peg removed, it distressed her greatly that it was 
taking so long. After several phone calls to the hospital an appointment was finally made. 
It was for four months after the referral. Whilst waiting for the removal, the tube had to 
be flushed every day and dressings had to be used to cleanse the tummy. I consider that to 
have been a total waste of NHS money as I feel an appointment should have been made a 
lot sooner (Trust C). 
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6.4 Conclusions and recommendations 

The face validity of the questionnaire was supported by the quality of the 
responses received and the small number of calls made to the FREEPHONE 
helpline.  

The pilot survey did highlight a few questions which required further 
amendment to lower the percentage of missing responses to some questions and 
to respond to patient feedback. The following changes were made to the 
questionnaire following the pilot: 

Section A 

Question A3:  

Around a third of participants answering ‘Yes’ to QA2 did not answer this 
question, believing it to be irrelevant to them.  Rather than insert a skip into A2, 
syntax will be written so participants answering ‘Yes’ on A2 will have their 
responses to A3 removed.  

Section B 

Question B1: 

Eight participants did not answer this question so the first response option ‘I was 
already in hospital when I had a stroke’ was moved to the end to make the 
possible answers easier to understand.  

Questions B2 and B3: 

Quite a few people did not answer B3.  Comments on some of the questionnaires 
indicated that the response options ‘specialist stroke unit’ and ‘stroke 
rehabilitation unit’ were the same place so causing some people difficulty in 
answering.  The option “stroke rehabilitation unit” was removed. 

Section G 

Question G2: 

Comments on the questionnaire revealed that some participants already have 
services, aids and benefits, a situation not reflected in the response options.  
Consequently, the response option ‘The services were already in place before my 
stroke’ was added.  



 49 

Question G7: 

Similar issues to those discussed regarding G2 apply here and so the response 
option ‘The equipment/aids were already in place before I had my stroke’ was 
added. 

Question G8: 

Similar issues to those discussed regarding G2 apply here and so the response 
option ‘I was already receiving benefits’ was added.  

Section H 

Question H3: 
It is not possible to use part of a postcode to identify deprivation scores and so 
this question was removed. 

Overall 

Several of the ‘No’ response options were expanded to reflect what participants 
would be answering no to.  

Follow-up survey 

Whilst in the pilot survey the questionnaire asked patients to return a pre-
addressed postcard if they were interested in being contacted in the future about 
their follow-up stroke care, this method was not considered to be particularly 
successful. The response rate was lower than expected and it was noted that 
some respondents choosing to opt out of the survey returned the follow-up card 
unintentionally when sending back an incomplete questionnaire. 

A question has therefore been added to the end of the questionnaire (question 54) 
that asks respondents to tick a box saying whether or not they can be followed 
up in the future. 

Sampling method 
Part of the sampling procedure required a member of the clinical team to 
validate the patient sample to ensure that all those eligible to be sent a postal 
survey had had a stroke.  None of the clinical teams in the three pilot trusts had 
any objection to this validation requirement and reported the process to be 
straightforward and quick to complete.  Many of the patient sample were known 
to senior nursing or medical staff by the name alone but for the few that were 
not, notes or computer-based records were assessed.   

The sampling guidance provided to trusts did not include an upper or lower age 
limit.  Three patients in the sample were under the age of 16; one was 11 years, 
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another 4 years and the third just 5 months.  The ethical approval applies only to 
participants aged 16 and over so the guidance has been amended and only those 
over 16 are eligible to participate in this survey.  

 

7 Preparation of questionnaire for the stroke patient survey 
2004. 

 

7.1 Advisory group  consultation 

A meeting with the Stroke Survey Advisory Group took place in May 2004 at the 
Healthcare Commission.  The purpose of this meeting was to consider the 
feedback from the pilot survey and the proposed amendments to the 
questionnaire.  

Group members 

The Advisory Group consisted of: 

• Alex Hoffman, Project Co-ordinator, National Sentinel Audit of Stroke 
Clinical Effectiveness & Evaluation Unit, Royal College of Physicians 

• Dr Tony Rudd, Consultant Physician in Stroke Medicine, St Thomas' Hospital 

• Jon Barrick, newly appointed Chief Executive, Stroke Association. 

• David Burgess, Chief Executive, Different Strokes 

• Keith Wood, Chair, Different Strokes 

• Sarah Scobie, Surveys Lead, Healthcare Commission 

• Taghi Doostgharin, Senior Analyst, Healthcare Commission 

• Rachel Reeves, Manager, NHS Survey Advice Centre, Picker Institute Europe 

• Maria Dunckley, Research Officer, NHS Survey Advice Centre, Picker 
Institute Europe 

• Esther Howell, Research Officer, NHS Survey Advice Centre, Picker Institute 
Europe 
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7.2 Amendments to final draft of questionnaire  

The amendments made to the questionnaire following the pilot survey were 
approved. Some additional changes were also proposed by members of the 
group: 

 
Questions B2 and B3 

 
In addition to the response option ‘stroke rehabilitation unit’ being removed, (as 
outlined in section 6.4), it was agreed that it would be clearer to respondents if 
the response option ‘specialist stroke unit’ was changed to read just ‘stroke unit’. 

 
Additional question 

 
It was suggested that a question should be added on access to information about 
national stroke organizations as it was argued that local voluntary/support 
groups may not be available to all patients (question 37).The following question 
was added to the section on ‘leaving hospital’: 

 

38. Did hospital staff give you information about national stroke organisations 
or useful websites? 

1 o Yes 

2 o No, but I would have liked some 

3 o No, but I got information from somewhere else 

4 o Not sure/ Can’t remember 

 

Change in font size 

The advisory group suggested that the font size of the questionnaire should be 
increased to 14 points to make the questionnaire easier for patients to complete. 
(The font size was actually increased to 13.5, in order for the questions to fit onto 
the page). The subsequent increase in the number of pages was considered to be 
beneficial as it would allow more space for respondents to write their own 
comments.  
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Follow-up study 

Methods for increasing the response rate to the follow-up survey were discussed 
at the meeting. It was suggested that investigating how other major surveys have 
achieved a higher level agreement to consent to follow-up would be worthwhile.   
Rather than providing a separate card for people to complete, postal surveys 
undertaken by the Health Survey for England (HSE) include a question that asks 
respondents to tick a box saying whether or not they can be followed up in 
future. 

A question was therefore added at the end of the questionnaire about the follow-
up survey. This reads:  

Could we send you a survey again in a few months time to ask you about 
your follow-up care? 

1 o Yes, and I understand that this does not mean that I would have to 
take part in the future survey  

2 o No, I would prefer you not to contact me again  

 

7.3 Testing the final questionnaire version: cognitive interviews 

A few cognitive interviews were conducted in June 2004 to test the final version 
of the questionnaire (version 8).  The interviewees were recruited via a Stroke 
Association support group based in Oxford.  The contact details for this support 
groups was provided by the Chief Executive of the Stroke Association – a 
member of the advisory group.   

Two members of the group completed version 8 of the questionnaire. One 
member required some help by the researcher with completing the 
questionnaire.  Both interviewees felt the questionnaire covered the most 
important aspects of hospital and post-discharge stroke care and felt that the 
questionnaire seemed fairly clear.  One participant suggested that a question 
could be added to find out how long patients stayed in hospital as she felt this 
could affect the responses to some questions.  However, this information can be 
obtained by examining the admission and discharge dates provided by trusts in 
the sample information. 
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Both interviewees had been transferred between hospitals and had to be 
reminded whilst completing the questionnaire that they should answer questions 
based on the hospital in which they spent most of their time.  

 
As a result of increasing the font size, the length of the questionnaire has 
increased from 8 pages to 16 pages. The two interviewees said that the increased 
length of the questionnaire would not put them off completing it and felt that the 
larger font size would help people complete the questionnaire who had poorer 
eye sight.   
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