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1 Introduction

1.1 Background to the study

Qualitative interviews were conducted with experts in the field of mental health and patients who have used inpatient mental health services in order to inform the coverage of the questionnaire for a new national survey of mental health inpatient service users. Where appropriate, potential sampling strategies and methodologies for the national survey were also discussed. 

The sample of ‘experts’ covered a range of people working in the field of mental health, including service providers, and representatives from service user groups, mental health charities, the Mental Health Act Commission (MHAC) and the Healthcare Commission. The aim of these interviews was to identify key areas of mental health inpatient care from the point of view of a range of people working in the field, to inform subsequent interviews with mental health inpatient service users and, ultimately, to inform the development of the questionnaire. 

Service users were recruited from patient groups and mental health service trusts. The aim of these interviews was to identify key issues from the patients’ perspective and inform development of the draft questionnaire. 

1.2 Research design

1.2.1 The study sample

Experts

A list of experts in the field of mental health was compiled with suggestions from the Healthcare Commission, the advisory group set up by the Healthcare Commission to inform survey development, and from the academic collaborators at the Royal Free & University College Medical School. The experts were contacted via a letter, which explained the study and asked them for their help. 

19 depth interviews were conducted with 21 experts in total, in London and the South East, Cambridge, Oxford and Norwich, during January and February 2006 (see Table 1.1 below). 

Table 1.1 Expert Sample Profile

	Sample total
	21

	Role/job title
	

	Mental Health Trust Staff– Senior Manager/ Chief Executive 
	12

	Mental Health Charity Representative
	2

	Healthcare Commission Representative
	2

	NIMHE Representative
	2

	Mental Health Foundation Representative
	1

	MHAC Representative
	1

	Professor of Social Psychiatry
	1

	Region
	

	London/South East
	15

	Cambridge
	2

	Norwich
	2

	Oxford
	2


Service Users

As stated above, service users were recruited from a number of different patient groups and mental health service trusts. Sampling was purposive, to reflect a range of patient characteristics, such as sex, age, admission status, ethnic group and region (see Table 1.2 below). In total, 12 service users were interviewed during March and April 2006, in London and the South East, Cambridge and Norwich.

Table 1.2 Service User Sample Profile

	Sample total
	12

	Sex
	

	Male 
	6

	Female
	6

	Age
	

	18 – 34
	3

	35 - 64
	7

	65+
	2

	Admission status
	

	Voluntary
	7

	Involuntary
	5

	Ethnic Group
	

	White British
	7

	BMEG
	5

	Region
	

	London/South East
	7

	Cambridge
	4

	Norwich
	1


1.2.2 Data collection and analysis

NatCen researchers carried out all interviews. Each interview lasted around one hour and was conducted face to face. Interviews with experts took place either at the respondent’s place of work or at NatCen’s office in London. Service users were interviewed in their own home, in a room at their hospital, or at NatCen’s office.

There was some variation in the topics covered in the expert and service user interviews. Experts were asked for their views on the scope of the survey, different methodologies and potential sampling strategies, as well as the coverage of the questionnaire, including access to inpatient services and discharge. Interviews with service users concentrated on their most recent stay in hospital, and covered areas such as admission, ward environment, treatment, physical care, cultural appropriateness, standards/rights and discharge. Please refer to the appended topic guides for more detail (Appendix 1).

The interviews were tape-recorded, with the permission of respondents, and were analysed using ‘Framework’. Framework is a systematic and accessible approach to qualitative data analysis developed by the Qualitative Unit at the National Centre for Social Research. The use of Framework helps to facilitate both thematic and case by case analysis and helps to ensure that all of the data is systematically included in the analysis.

2 sURVEY SCOPE AND METHODOLOGY

2.1 Scope of survey

Experts generally agreed that the inpatient survey needs to be as inclusive as possible, both in terms of different mental health services and individual patient types. A number of experts raised practical reasons why some patient populations might need to be excluded. If this were to be the case, clear reasons for exclusion would need to be given.

“If you are looking at what care and treatment patients are receiving then this applies to all types of services” (expert)
Mental Health Inpatient Services 

There were mixed views as to whether all types of inpatient services should be included in the survey. Whilst all experts agreed that acute inpatient services for working age adults is the starting point, the inclusion of other service types was less clear cut. One view was that the inpatient survey should include all patients who are not included in the community survey in order to avoid missing populations of patients. However, a common concern was that the samples need to be comparable across trusts, and over time, and if all types of service are included then samples may differ markedly between trusts. For example, different types of services have different average length of stays (e.g. forensic services will have longer average stays) and also provide different services in terms of treatment and activities. 

A number of experts highlighted the importance of including older adults (65 yrs+) in the sample, as this group of patients can often be overlooked. Ideally, forensic services would also be included, although the fact that patients in these services tend to have longer stays presents sampling issues: the rate of discharge from forensic units is likely to be lower than acute wards. 

There was less agreement about the inclusion of rehabilitation and psychiatric intensive care units (PICUs). Concerns were raised about the inclusion of rehabilitation units as these can vary widely. Some rehabilitation units are considered to be community based, for example those that offer long stay residential services, and the needs of patients in these types of units are likely to be different to those in acute wards. Psychiatric intensive care and high secure units were classed as the ‘heavy end’ of inpatient care, and whilst some thought it would be important to find a way to include these, others felt that these would be beyond the scope of this survey.  

In general, experts felt that the inclusion of private and voluntary service providers (PVH) would be ‘vital’ and ‘essential’. Reasons for this included that it is important to compare the NHS to the private/voluntary sector, and that a significant number of NHS patients are treated in private hospitals. Others disagreed about including these types of services as they felt that this would not be comparing like with like. 

“PVH are becoming more specialised, and you cannot compare a specialist PD [personality disorder] unit with a general adult acute ward” (expert)

Other differences between NHS and PVH services were also highlighted, for example PVH services include a lower proportion of formally detained patients, and will tend to have shorter average length of stays. 

Types of patient 
Experts were asked whether any particular types of patient should be excluded from the survey, for example on the basis of diagnosis or length of stay. The general consensus was that, although no particular types of patient should be categorically excluded, this may need to be considered on a patient by patient basis. 

Part of this would be driven by ethics; all experts would need to be well enough to give their consent to take part. It is recognised that some patients may be too unwell to be able to give informed consent (for example those suffering from severe dementia or experiencing psychosis) but as there is no way to generalise this, patients would need to be considered individually rather than by diagnosis. 

Experts agreed that both formal and informal inpatients should be included as there are no clear differences between these patients in terms of their mental health status or their ability to take part in the survey. It was noted that information about legal status should be collected in the survey.

The general opinion of experts was that patients would need to have spent at least one night in hospital in order to give views on their inpatient experience. Criteria for a minimum length of stay varied from one hour to 7 days, though a patient’s length of stay becomes more important if the survey is to be administered to patients whilst they are still in hospital. This is because, as a number of experts pointed out, most patients will be very unwell close to admission and so it may be necessary to sample patients after a minimum length of time on the ward, such as one week. 

A number of experts mentioned that patients’ experiences are likely to differ according to their length of stay, and so it would be vital to collect this information in the survey, and take this into consideration in the analysis.

The importance of including ‘hard to reach groups’ was emphasised (for example the homeless, refugees, ethnic minorities, those with learning disabilities). Ways in which this could be achieved are discussed in more detail below (section 2.3).

2.2 Views on different methodologies

Opinions on three different survey approaches were sought from both experts and service users: 

1) In hospital – self-completion questionnaire (SCQ) administered to patients whilst in hospital

2) At discharge – SCQ administered to patients on the day they are discharged

3) Post discharge – SCQ posted to patients at home after they have been discharged

Experts recognised that each survey approach needed to be considered in terms of practicality of administration and sampling, and level and validity of response, and agreed that ideally all three should be tested in a pilot study. Overall, experts were divided between favouring the ‘in hospital’ approach and the ‘post discharge’ approach, whilst service users unanimously favoured the ‘post discharge’ approach. Experts and service users agreed that the ‘at discharge’ approach would not be feasible, based on the frame of mind of patients at this time as well as practical issues.

In hospital

Administering the survey to patients whilst they are in hospital was favoured strongly by a number of experts.

“you should interview people while still in hospital or it wouldn’t be an inpatient survey” (expert)

Some felt that this approach could give the highest response, partly because it could be difficult to contact people once they have been discharged. However, the point at which patients are approached would be significant. Patients would be ill, especially close to admission, and at this time they would also be receiving a lot of information so participating in a survey would not be a top priority. Later on in a patient’s stay would be more appropriate, and may result in a relatively high response as patients tend to have a lot of spare time and so might be willing to spend time completing a questionnaire.

“after they have been detained for a long time…likely to be suffering from boredom, a dull environment, and therefore [they would be] more willing to take part. This could also have a therapeutic effect…attention, talking to someone ” (expert)

However, a number of experts had concerns about this approach. For example, there is a possibility that some inpatients would be reluctant to report on their stay whilst still in hospital because they would be afraid that their answers could be seen by the staff treating them, and this could affect the care they receive. Indeed, this was a concern for one service user who commented “I would be uncomfortable about doing it on the ward… worry that staff would see I had been critical, scared it might change the way I was treated”. It would therefore be important to emphasise the confidentiality of the survey and to provide patients with envelopes in which to seal their questionnaires. 

Experts also pointed out that patients who wish to be discharged will often do or say anything they think will get them out of hospital more quickly. In which case, patients may answer the questionnaire in a way they think will help them to be discharged, rather than giving honest answers. For this reason, and because patients who are in hospital are very unwell, it was thought by some that the validity of the responses given to a questionnaire administered in hospital would be questioned by those using the information.

Service users strongly felt that it would not be appropriate to ask patients to complete a questionnaire whilst they are in hospital. The main reason for this was that patients would be too ill or “overwhelmed” whilst in hospital. However, those with longer stays mentioned that this approach might be feasible towards the end of a patient’s stay. 

“Wouldn't have been up to it in hospital…but maybe after several weeks” (service user)

At discharge
Experts explained that a patient’s discharge is a critical point in their care and can be a very chaotic and difficult time for them. This is especially true for patients whose admission was very short (they may still be affected by the things they were admitted for) or very long (the pressure of reintegrating into society). This view was supported by service users, “It’s quite a trauma coming home and you want to forget about it…leave it for a month or so”.

Administering the questionnaire as part of the discharge process was thought to be potentially problematic. A significant proportion of discharges are at short notice, which would mean that the usual procedures might not take place, for example when a patient is discharged while on home leave. Relying on staff to administer the questionnaire might also introduce bias, as they may be reluctant to give it to patients they think would give negative feedback. 

A few advantages of this survey approach were mentioned. Some experts felt that the ‘at discharge’ approach is preferable to surveying whilst in hospital because patients will be unwell close to admission and in order to be discharged their health will have improved. 

“should give it at the end because that’s when they’re getting better and are more able to be more rational and balanced, and have more to talk about” (expert)

Post discharge

Sending a questionnaire to patients after they have been discharged was favoured by a number of experts who felt that this approach would enable patients to reflect on their entire stay and put their experience into perspective. It also means that questions about the important issues of the discharge process and follow up after discharge can be included. In general, experts felt that the questionnaire should be sent within a week of discharge so that the experience is still fresh in the patient’s mind.

The ‘post discharge’ approach was strongly favoured by service users; all who were asked about this felt that the best time to ask people to complete a questionnaire would be after they had left hospital.

“I probably would have done it better, more willingly, more readily, when I had been discharged. Because I would be in a better frame of mind after being discharged…after a  week” (service user)

“the survey should be sent to people when they are back home because they will have had time to reflect, and be well enough to read and respond to it…when at home they can go over it properly” (service user)

The level of response using this methodology was a concern for some experts – they felt that patients would be keen to put their inpatient experience behind them and would therefore be reluctant to complete a questionnaire. A patient’s ability to recall their experience was also questioned and it was suggested that patients’ views could change once they have left the inpatient setting. 

Practical issues were also highlighted. Not all patients have a fixed address (for example homeless patients or those from forensic settings) and so it might not be possible to contact all patients. Others pointed out, however, that as the trusts should follow up all patients after discharge they would have sufficient contact details for patients. Confidentiality issues surrounding this would need to be discussed further with individual trusts.

2.3 Encouraging participation

The level of response potentially achieved by each survey approach was an important consideration for experts and they were asked for ways in which they thought response could be maximised. The importance of the content of the covering letter was raised several times. As well as assuring patients of the confidentiality of the survey, it would be vital to relay the importance of the survey and the benefit of taking part. Discussions with service users confirmed this.

”[I would fill it in] if it would help other people…help future patients, and help me as a patient” (service user)

”you need to make people feel that what they say will be taken into account, will make a difference” (service user)
Experts stated that patients would want to know who is carrying out the survey and for what purpose, and to be assured that what they say would be taken into account and used to improve services for themselves and for other people. Part of this process could include giving feedback to patients after the survey so that they have the opportunity to see the results and to see that changes are being implemented. Letting patients know that the questionnaire has been designed in consultation with service users might also encourage response.
“Explain rationale for doing it in terms of maintaining standards and providing a good service for them” (expert)

Whether or not to include the trust logo on the questionnaire, or other correspondence about the survey, was not clear. Experts felt that having the trust logo would encourage some patients to take part, because they would feel that the survey is relevant to them and their local area, however others may be put off by the logo as they might think that the questionnaire would be seen by their clinical team. A recommendation was made to avoid having a ‘mental health’ logo on the questionnaire, especially if the questionnaire was going to be sent to people’s homes, as some patients would not want others to see that they had been in hospital for this reason. If the Healthcare Commission or NatCen logo were to be used, it would be important to give clear information about these organisations as not all patients would be familiar with them. 

A number of experts suggested that raising awareness of the survey amongst hospital staff and service users would help to encourage participation. It was thought that trusts would be able to identify the best ways of doing this, but we should consider materials such as leaflets, posters and videos, promotion at service user groups and PPI forums, and the involvement of service organisations such as MIND and Rethink.  Awareness amongst hospital staff would be particularly important if the methodology requires staff involvement. 

It was pointed out that patients with negative views of their inpatient stay might be more motivated to take part in the survey compared to those with positive experiences. It would therefore be important to consider ways of encouraging all patients to participate, including those with positive views. One expert explained that this would be particularly important from the point of view of looking at the results, as it would enable trusts to build on positive experiences and inform interventions.
Encouraging participation from traditionally ‘hard to reach groups’ was an important theme. Such groups include homeless people, refugees, people from black and minority ethnic groups, those for whom English is not their first language, and those with learning disabilities. 

There were concerns raised about the ability of some patients to fill in a self-completion questionnaire without additional support. Difficulties could be experienced due to language problems or with general concentration and IQ levels (a significant number of mental health patients may also have a learning disability).
Experts felt that ideally the questionnaire should be translated into a number of different languages, and that helplines should also be available. In order to enable people with learning disabilities to take part, the questionnaire should be kept as short as possible, and use only simple and straightforward language. Other suggestions included making the questionnaire as visual as possible (by using pictures and other graphics) and providing the option of completing the questionnaire using a computer (such as on-line or on a CD-ROM).

Many experts had direct experience of working with interviewers who have been service users themselves (‘service user interviewers’). Involvement of these interviewers in this survey was highly recommended by some and it was generally felt that this would significantly increase response. Suggestions for involvement ranged from service user interviewers administering the questionnaire face to face (though the practical and cost implications of this were recognised), to having interviewers available on the ward, or at the end of a telephone, to give help if necessary.

Use of a cash incentive (for example £5) was mentioned as an obvious way to encourage participation, though the cost of this, as well as the ethical implications (it could be seen as a bribe), were highlighted. It was certainly felt that any travel costs incurred by participating should be reimbursed. 
2.4 Sampling

Issues surrounding sampling were discussed with a selection of experts depending on their experience. 

The Mental Health Minimum Data Set (MHMDS) and information from the Count Me In census were mentioned as possible ways to compile sample, though this may vary by trust.  

The most important theme arising from the discussions about sampling was the need to have samples that are comparable across trusts. As trusts offer a range of services, experts thought it would be important to stratify samples by service and/or patient type, and mentioned the following criteria:

· Age

· Sex

· Ethnicity

· Formal/informal status

· Type of service

· Length of stay 
3 SURVEY CONTENT

3.1 Structure of questionnaire

When asked about the content of the survey questionnaire, experts generally felt that the questionnaire should focus on one admission (the patient’s current or most recent stay in hospital), and follow a ‘story’ from admission through to discharge. It was pointed out that patients’ needs and experiences vary according to the point of their stay in hospital – for example, patients’ needs can be very different at the time of admission and after a few weeks in hospital. The sections below cover the issues surrounding access to inpatient services, being in hospital, and discharge. 

3.2 Diagnosis

There was general agreement by experts that there should not be a direct question about the patient’s diagnosis in the survey questionnaire. It emerged that diagnosis is a complex and potentially very sensitive area. Patients may not have been given a diagnosis, or may not agree with, or fully understand, a diagnosis they have been given; all of these can lead to frustration. Patients may have been given several different diagnoses over time, in which case the survey would need to ask for their current diagnosis, and some patients will have a dual diagnosis which could cause confusion. A main concern that emerged was that asking patients for their diagnosis might lead to patients feeling labelled, which could cause resentment. 

“Diagnosis is an area fraught with difficulty, lack of clarity, value judgements” (expert)
Rather than ask patients to record their diagnosis, a number of experts thought it would be interesting, and of value, to ask patients to describe their mental health problem in their own words. This could be done by asking patients for the reason they were admitted, or what they are receiving treatment for. This would give information about the key issues patients are presenting with, which could include social factors as well as clinical factors.

“…would be interesting if the service user could describe what are the key issues they are presenting with. This is another way to engage people in the survey, to make sure it covers their whole life and not just the medical side. We value and understand that poverty, poor environment, life’s triggers are other issues that conjugate to why people become unwell” (expert)
The need to have information about diagnosis was questioned as it was felt that such information should not be used in either the selection of respondents or in the analysis. Several experts explained that it would be more interesting and useful to analyse the results by ward or service type, as well as age, gender and ethnicity, as the level of care is more likely to be related to these, than to diagnosis.

“patients’ experiences are regardless of diagnosis” (expert)

Having said that, there was some particular interest in being able to identify patients with a dual diagnosis or complex needs as there was a feeling that these patients may be less satisfied with the care provided for them. In part, this could reflect a lack of care currently provided for these types of patients.
3.3 Access to inpatient services

Patients’ experiences of accessing inpatient services was generally thought to be an  important issue, although some experts questioned how relevant this would be for an inpatient survey. There was the view that the survey should be restricted to the inpatient experience which could be considered to start from when the patient is admitted. Others felt that knowing about how patients have accessed the service helps to put their answers into context, for example, if a patient did not agree with their admission they might be more likely to have negative views on the appropriateness of the care they have received. In particular, it was felt that there might be some interesting differences between the experiences of patients from black and minority ethnic groups and other patients in terms of accessing services. It would certainly be important to ask whether the admission was voluntary or whether the patient had been detained under the Mental Health Act.
In particular, experts felt that it would be important to know whether the patient was receiving mental health care in the community before being admitted, and whether this was their first admission or they had been admitted a number of times before (‘revolving door admissions’). Questions about satisfaction with the ability to get help when needed, and whether they would have preferred to be admitted to hospital earlier than they had been were suggested. Whether or not the patient was given an alternative to admission, such as being cared for by a home care team, would also be of interest.

The importance of collecting information on the referral process was highlighted. This covers the referral pathway (for example, whether referred by a general practitioner, clinical team or the police/courts), as well as patients’ satisfaction with the process. For example, was the patient involved in the decision to be admitted, were they given a choice about the type or location of service they were admitted to, and did they have to wait to be admitted (for example due to bed shortages). Practical arrangements such as transport to the hospital are also important considerations. 

Provision of timely and appropriate information was a recurring theme throughout the discussions with experts and the importance of providing patients with information both prior to and straight after admission was highlighted. Before arriving at hospital, patients may wish to know about the practical arrangements on the ward, such as whether they will have their own room or be sharing with others, and what possessions they should bring with them. Once they have been admitted, patients should be provided with general information about the ward, including details about the staff who will be treating them, and the day to day running of the ward such as meal times and visiting hours. 

Service users also emphasised that how and when information is provided is very important. One service user explained that admission is often a very traumatic time with ”a lot to take in and deal with”. It is therefore useful to have basic information about the ward written down so that it can be referred to when needed. This was a particular concern for service users who had been admitted under section of the Mental Health Act. A number of service users mentioned that they had been given a leaflet by staff containing useful information, others reported that they had not been given any information from staff, and that it was other patients who provided orientation to the ward. 

“Ideally, when you arrive you should be welcomed, told that you have a team looking after you, a primary nurse, a secondary nurse…which explains why some nurses don’t care for you…here is your room, shower and toilet facilities, there are facilities for locking possessions away, you have to make your own bed and do laundry but there is a cleaner to keep the ward clean...I’ll take you through this pamphlet, it gives you all the times of when we do things…ward rounds, what food is available, how you get money, patient telephone number…next of kin need to know how to contact you” (service user)
According to both experts and service users, another important factor to cover with regard to admission is whether patients’ outside commitments are taken into consideration by ward staff, for example, whether patients are asked about their home situation in terms of caring from children or pets, paying bills and so on. 

“[staff] should ask about pets and so on, for example my milk was not cancelled…when you’re ill you don’t think about these things” (service user)

”problems aren’t anticipated, they arise and then they try to solve them” (service user)

It emerged that most service users interviewed had not been asked about their home situation by staff. This seemed to be particularly problematic for those who had been admitted for the first time, and for those who lived alone. Service users who had been admitted several times, or who had close family were less likely to need help from staff.

“I didn’t need help because of my husband” (service user)

The communication between the community clinical team and inpatient staff is another an important issue. For example, experts suggested asking patients whether they felt that the staff knew about their condition and treatment or whether they had to repeat their history to ward staff. 

A number of service users felt that hospital staff did not know enough about them when they arrived at the hospital. One service user mentioned that she used to see a psychiatrist and a CPN once a week in the community, but did not have contact with them when she was in hospital, which she would have liked because “she was somebody who knew all about me, the hospital staff didn’t know anything about me”.

3.4 Inpatient services                                                                                                                                                                                                                                                         

3.4.1 Meeting the basic needs of service users

A clear theme to emerge from experts’ accounts was whether inpatient services were able to meet service users’ basic needs. The key aspects to this were the ward environment, multi-disciplinary team (MDT) approach, and medication and treatment. These are outlined below.

The ward environment

The ward environment was seen as an important area to consider. This had two distinct but interrelated aspects: (1) the physical environment and basic comfort, and (2) safety and security.

1. Physical Environment and Basic Comfort

This aspect covered the type of ward and its physical condition. Areas seen as particularly salient were:

· Whether wards are mixed or single sex.

· The availability of female only areas on mixed sex wards.

· The bathroom/toilet arrangements. For instance are en suite facilities available, shared or divided showers, availability of washrooms and toilets. Whether these facilities are single sex and ensure adequate privacy - one expert was aware of an inpatient setting where washing facilities were not single sex. 

· Whether bedrooms are dormitory style (mixed sex or single sex); if so how many in a dormitory, or single rooms. Throughout the course of admission did the room frequently change. 

· Common areas / facilities including access to entertainment (radio/ TV). Availability of a smoking room. 

· Access to a quiet space on the ward.

· The state of the ward interior - decoration, cleanliness, furnishings.

· The quality of the food on the ward - access to fruit and vegetables.

· The provision of access to basic kitchen facilities, drinking water.

· Access to outside areas and fresh air.

“(its) basic comfort- can you get a good nights sleep? Can you get food and drink when you want to? Have you got enough pillow…I wouldn’t want to book into a hotel where I share a room… need a good nights sleep without being distracted and if someone needs to get up and walk around then they don’t feel like they’re disturbing them” (expert)

The physical environment and basic comfort of the ward were important aspects of the inpatient experience for service users. Particular aspects discussed included sleeping arrangements, cleanliness of the ward, access to fresh air, comfortable seating areas and privacy when seeing visitors. 

A number of service users had shared a sleeping area with other patients (always of the same sex) though would have preferred to have had their own room, mainly for reasons of privacy, ”to have your own private space is very important”. Some difficulties with sharing were raised. For example, one service user was asthmatic and needed to get up in the night to use a nebuliser which disturbed other patients. Another would have liked to listen to music to help her sleep, but did not want to risk annoying other patients. 

“when you share it’s very stressful, especially when you don’t get on with people you are next to” (service user)
The general atmosphere on the ward was discussed, and a recurring theme was that there was often not enough to do on the ward, particularly in the evenings and at weekends. As a result, boredom could be a real problem. Suggestions to improve this included more interaction with staff, the provision of facilities such as the Internet, and the organisation of more occupational activities.

“I was bored, there needs to be more occupational activities, people just sit around, drink tea and smoke” (service user)

“people often became violent because they were bored” (service user)
Access to outside space and fresh air was extremely important for most service users, though the ability to go outside often varied according to whether the patient was detained or deemed well enough to leave the ward. One service user who was detained explained that she “only had a ventilated window-like contraption in my room, more like a security grill”. Others had stayed in hospitals that did not have any outside space at all, which was not considered appropriate for a psychiatric unit, “if you think about mental illness, outside and fresh air helps, it’s calming isn’t it”. Service users that had spent time in hospital a number of years ago contrasted current wards with ‘old fashioned mental hospitals’. 

“[It is] completely different to old fashioned mental hospitals…like stately homes, grounds that you can walk around” (service user)

In general, service users would like to have a say about the day to day running of the ward. Although some were given this opportunity, it was generally felt that their views had not been taken into account. 

“There is a meeting, once a week, run by OTs…I’ve raised a few things but it’s just a charade, they don’t make any changes” (service user)

When asked how the ward environment could be improved, service users mentioned having a designated quiet area, away from the noise of the television and other patients, and also an area for seeing visitors in private.  Often, the television room was the only social area available for use by patients. A private area for visitors was deemed particularly important for patients with young children.  

Quality of the food provided was another area that service users felt could be improved. Being able to eat a healthy balanced diet was important for most respondents, and quantity of the food was also a concern for some. For example, one female was told she could have only one helping of the main course, and found that other patients (male) were often given much larger portions. All respondents had access to drinks and snacks outside mealtimes and this was considered to be an important facility. 

2. Safety and Security 

The importance of collecting information on service users’ perception of safety, security and comfort was highlighted by experts. Issues concerned:

· Whether service users’ belongings can be locked away safely or, if they have their own room, can the door to their room be locked.

· Have they been verbally assaulted on the ward, by whom and how was this dealt with by the staff.

· The physical safety of patients; have they been physically attacked or threatened on the ward; including ‘questions about sexual safety on the ward’ was felt to be an important area, particularly for women.

· Were patients offered illegal/recreational drugs whilst on the ward and by whom.

Service users were asked whether they had personally felt safe on the ward and whether they had concerns about the safety of their possessions. There were a number of reports of feeling intimidated by other patients, and respondents explained that they had learned to keep out of the way of ‘trouble makers’. One service user, who had been restrained and given medication against his will, felt that this constituted physical abuse by staff members. There was less concern about safety of possessions; people had either had a place to lock them away or did not have any valuable belongings with them.  

“you could give possessions to ward staff, but I don’t take any valuables in with me” (service user)

Whilst none of the service users interviewed had been offered illegal/recreational drugs whilst on the ward, a number mentioned that they were aware of other patients taking drugs and that they would have been able to get hold of drugs had they wanted to. For the most part, however, this was not a particular concern for respondents. 

“I am aware of drug dealing and taking but they were not offered to me, maybe because I am too old, but it definitely goes on…not a big concern for me, I have teenage children…but obviously it’s not ideal to take recreational drugs as well as prescribed medication” (service user)

The Multi-Disciplinary Team (MDT) approach
Service users contact with members of the MDT whilst on the ward appeared to be an important area to consider. From the experts’ perspective, this included which members of the MDT meet with the patient, how frequently and what is the nature of the contact. How satisfied/ useful did service users find these contacts, and did they feel that they were treated with dignity and respect.

Key team members mentioned by experts were the consultant psychiatrist, their named nurse - who should make contact every time they are on shift, other nursing staff, the ward doctor (SHO), occupational therapists (OT), psychologists, other support workers, social workers, and sometimes senior registrars.

Interaction with staff was a key issue also for the service users, who explained the importance of having someone to talk to about their feelings and concerns. When talking about ‘staff’, respondents were mainly considering nurses, though some also mentioned doctors, including psychiatrists, and Occupational Therapists (OTs). Other ward staff such as cleaners and kitchen staff were also referred to as people they would interact with on a daily basis. 

All service users were aware that they had been assigned a ‘named nurse’, sometimes referred to as a ‘primary nurse’. Whilst most were happy with the relationship with their named nurse, it was pointed out that when this person was off duty it could be hard to receive attention from other staff. 

It was generally felt amongst service users that nursing staff did not spend enough time with patients, and this was often attributed to them having a high workload or stressful job. However, a number of service users felt that the role of mental health nurses has changed significantly over the past few years, and has resulted in them being “not interested and not very professional”. There were a number of accounts of nurses spending all their time behind closed doors, “in the safety of the nursing station”. This lead to service users finding the nursing staff ‘unapproachable’ and ‘intimidating’. 

Doctors were seen on ward rounds, which usually happened once a week, but there was limited opportunity to spend time with them outside of this. Another issue raised was that doctors changing every 6 months could often be disruptive. 

“finding 10 minutes where [the psychiatrist] sits and talks to you, listens to you, and shows an interest in you, is of more value than all those drugs” (service user)

Service users were asked whether they had been treated with dignity and respect by staff during their stay, and there were mixed views about this. One elderly respondent was upset to be consistently addressed by her first name despite asking staff to call her ‘Mrs Smith’. She felt that younger members of staff were particularly disrespectful. Another talked about having to line up to receive medication and found this to be a “very undignified experience”.  

As well as interaction with staff, service users highlighted the importance and benefit of interaction with other patients. Some felt that this type of interaction could be encouraged more by staff. Most respondents had made a strong friendship with at least one other patient during their stay, and this type of support was particularly beneficial for long stay patients. 

“it helps to see others in the same position as you, and to see people getting better” (service user)
“patients look after each other, this is the case every time I have been in hospital. I was very upset when I was admitted, two patients were very kind and talked to me. They were the ones that helped me, more than the staff” (service user)
Medication and treatment

The extent to which patients feel they are involved and feel consulted with regards to medication and treatment choice emerged as an important theme. Areas for consideration are:

· Service users’ knowledge about what medication(s) they were taking, and whether the benefits of these were communicated. Whether this was explained verbally, in a written format or not at all. 
· Were service users told about the possible side effects and did staff try to address any side effects experienced.  
· The types of medication and treatment they received - for instance tablets, injections, ECT. 
· Did service users feel they were coerced into taking a treatment or medication, or were treatments ever forcibly administered. If so, what was their experience of control and restraint (C&R). 
· Did they have access to talking therapies, CBT, or other therapies/ skill development e.g. social skills. 

The extent to which service users felt involved in their treatment whilst in hospital varied, though most reported they had not felt involved. For some this was not an issue, “leave it up to the doctors, they know what they are doing”. Whilst others would have preferred to feel more involved, particularly in terms of receiving more information about the benefits and side effects of their medication, and interaction with staff during ward rounds. 

“I wanted to know what to look out for…psychiatric doctors don’t tell you what you need to know” (service user)

“It isn’t really a consultation, it’s sitting in the headmaster’s office with the staff around you” (service user)

A small number of service users had been offered treatments other than medication, including talking therapies, such as cognitive behavioural therapy (CBT) and group sessions. Those who had received these treatments spoke positively about their experience.  

“There were group sessions where you listened to others talking. This was helpful, to know other people feel the same …to share experiences” (service user)
3.4.2 Holistic care approach

This theme encompassed the extent to which service users’ wider physical and psychosocial needs are met by services. Experts spoke of the need for inpatient mental health services to meet service users other needs (not just psychiatric). The key areas were:

· Social needs including integration and co-operation with social services, help with benefits, arranging finances, helping to maintain social contacts and networks.

· Addressing service users’ commitments and responsibilities including if they have caring responsibilities, do paid or voluntary work, are attending college or courses.

“Has anyone asked the patient if they have a job? Staff often assume that patients don’t work or go to college but there are pragmatic steps to help them keep that job… other important things, like making sure the cat or dog is looked after” (expert)

· Physical health needs including assessment of basic physical care and needs, and whether such needs were met. This extended to wider health promotion issues such as access to NHS dentist, dietician, exercise, healthy food options on the ward, offering smoking cessation services.

· The availability of structured activities on the ward - the opportunity to engage in therapeutic and meaningful activities. 

· Spiritual support including access to religious leaders on the ward, and the opportunity to attend religious worship. 

· Complex needs including whether the needs of service users who also have problems with substance misuse, or have learning disabilities, are met. Such inpatients should be offered appropriate support, and (where suitable) links with specialist teams.

During the interviews, service users were asked whether they had any physical health needs and whether hospital staff had addressed these. Several service users mentioned they had been given a physical examination when they first arrived on the ward, and for some this had identified a problem, for example high blood pressure.  

For the most part, service users felt that they would have been able to talk to staff about any physical health concerns they had, though there was some scepticism about how well this would be received “I’m not sure they would have wanted to hear that, they have enough people going up there with problems at that hospital”.  

Service users with physical health needs felt that these needs were addressed by hospital staff “to an extent”, for example the provision of labelled meals for people with diabetes, and advice about medication for severe headaches. However, the lack of a disabled bath on the ward was an issue for one user who suffers from osteoarthritis. 

Weight gain was a particular concern for several service users, especially as this can be a side effect of psychiatric medications. Respondents would have liked more opportunity to exercise, and more structured physical activities. Some felt that walking around the grounds was the only way they could get some exercise. 

As mentioned above in relation to the ward environment, an important issue for service users was the provision of structured activities. Several users commented that there was often not enough to do on the ward, especially in the evenings and at weekends, though it was acknowledged by some that it can be hard to cater to all patients interests, “it’s not easy to get people interested”. Activities particularly enjoyed by respondents included cookery, listening to CDs in a group, a weekly quiz and being escorted on a walk to a local café by an OT. 

Keeping in touch with family and friends was important for service users. Most wards provided a telephone for patient use, though one respondent commented that this was in a very public place making it hard to have a private conversation. Being admitted to a hospital close to home was important as it meant it was convenient for family and friends to visit. 

Service users reported limited involvement of their friends and family in their treatment, and some would certainly have liked their family to be more involved. 

“[the staff] did not talk to my husband, so he was unsure and worried about me, especially when I came home. He should have been more involved” (service user)
3.4.3 Informational needs and involvement in decision making

The informational needs and involvement in decision making were issues touched on by respondents that clearly relates closely to the medication and treatment theme above. However, the expert and service user accounts also included the following aspects:

· The orientation of newly admitted service users to the ward/ hospital. For instance, are patients given written and verbal information about the staff, who to talk to/ approach, details of their named nurse, activities and facilities available, and house rules. If necessary, were they told where they were and why.

· The involvement of patients in the functioning of the ward including consultation with patients.

· The provision of written and verbal information about their legal rights. Particularly if detained under the Mental Health Act (MHA), and if unwell that these can be explained again at a later date. 

· Information is freely available/ accessible on the ward and within the hospital with regard to advocacy and access to legal advice. 

In general, service users felt that more could be done to make patients aware of their rights, for example that they have the right to refuse medication or to appeal against being sectioned. Several service users were aware of independent advocacy services available to them, and some had used this service, with varying levels of satisfaction. It emerged that service users were generally not made aware of a complaints procedure on the ward, though some said that they would know how to find out about this if they needed to. Some concern was expressed about the consequence of making a formal complaint however. 

“I wasn’t told how to [make a complaint], but I sort of knew anyway. I wouldn’t be comfortable about doing it on the ward, scared it would affect my subsequent treatment” (service user)

3.4.4 Meeting the needs of black and ethnic minority groups

An overarching theme was that the survey should attempt to assess the extent to which inpatient services are meeting the needs of service users from black and ethnic minority communities. 

Important areas included:

· Whether service users are asked about ethic and cultural background by staff.

· Sufficient access to interpreters.

· Specific dietary needs assessed by staff (not just assumed) and met.

· Cultural, religious and spiritual needs assessed and met - not merely access to leaders and appropriate places of worship but also the recognition of how these factors shape and influence the individual person. An expert gave the example of an Irish born Catholic patient who was ‘sent’ by staff to an Anglican service because they thought the service would be the same.  

· Forging and maintaining links with the wider communities, e.g. visits to the ward, cultural events.

· Meeting the needs of refugee and immigrant service users. This was identified as a key area by experts based in locations with a high proportion of service users from such backgrounds. 

· The experience of discrimination on the ward and in the wider psychiatric services framework. For instance, from whom did they experience this, was it reported, if not -why, how was it dealt with, and were they satisfied with response.

· Experience of seclusion and coercion, particularly the overuse of such methods for young Black Afro-Caribbean men.

· Type of medication used in treatment for instance the use of depot injections or tablets, or use of other non-medication treatment (ECT, talking therapies). 

· Whether there are staff from different backgrounds on the ward/ hospital, and are staff culturally aware.

3.4.5 Meeting the needs of women (and men)

Experts also raised the ability of inpatient services to meet the needs of women patients as being an important issue - one respondent suggested that the often used term of ‘females’ in psychiatric services was discriminatory as male only wards are referred to as ‘men’ not male. 

Key areas highlighted were:

· The importance of maintaining contact with children and families - are service users’ children able to visit, is this taken into account and supported by the ward / hospital procedure and staff. 

· The recognition and assessment of service users own caring responsibilities, for instance service users might have young children or look after elderly relatives. 

· Having access to female named nurse and staff, where appropriate. 

· Women’s experience of discrimination on the ward - from whom, was this reported by them, if not then why, how was this dealt with, and were they satisfied with response.

· The issue of whether single sex wards were preferable for women, as it was suggested that this is not necessary if have single rooms and female only facilities.

· Services can be ‘gender blind’ to men’s caring responsibilities (e.g. children, elderly relatives).
· The majority of nursing staff involved in inpatient psychiatric care are female. It was highlighted that this can be difficult, particularly for older males. 
3.5 The discharge process and service user involvement - providing continuity of care

In the expert interviews it was discussed how far in advance patients’ discharges are planned and this varied considerably. Some agreed that it can even vary within a particular trust, and may depend on the type of patient involved (e.g. acute/longer-term). Patients can be discharged at short notice due to, for example, a tribunal, or the need for beds. Discharge can also be delayed if there has been a home assessment and the patient’s home is not ready to be returned to. 

Many experts agreed that the most important issues to discover from patients are whether they were involved in the discharge process and whether they were prepared for being discharged. It is important to find out what their level of involvement was in their own discharge, and whether their family/carers were involved. The involvement of community team members (key-worker), and relevant others, such as social workers (where not keyworker), spiritual leaders, voluntary support organisations, police and probation services was also seen as an important area. Respondents generally agreed that all patients should have a final case review (or CPA) meeting prior to discharge, to enable them to feel prepared for returning to the community. Areas that should be covered in this meeting, and which the patient should be aware of included:

· Where the patient will go

· Frequency of follow-up care 

· Location of clinic

· Who will be treating them in the community

· Action plan for crisis care

· Advice about benefits, housing etc

Most of the service users had been told about their discharge in the weekly ward round, usually a week in advance of being discharged. It was important for service users to feel that they were ready for discharge, and that they were provided with all the information they needed about what was going to happen to them after leaving.  In general, the service users interviewed said that they had been ready to be discharged, and felt that their length of stay had been about right. However one service user felt strongly that she had been discharged too early, “no, I did not want to leave. I told them but I was ignored. I felt humiliated”. 

Most service users were satisfied with the amount of information they had been given about discharge, although the information was not always clear. For example, one service user commented that “it is always up to you to do the asking, you are expected to pick up on what is going on…no one has told me on which day to pick up the rest of my medication, [it] hasn’t been clearly indicated to me”. 

Crisis support and CPA- providing continuity of care

A number of experts stated that patients should be followed up within seven days of returning to the community. They should know precisely when this will take place, and who it will be with. One expert remarked that social workers visit the ward and inform the patient who will be taking over their care in the community. It is important to ascertain whether they have this knowledge at the time of discharge. It is also vital to check that they know what procedures to follow in a crisis. Experts mentioned that patients should have a telephone number (24 hours) to call in the event of an emergency. The overriding theme that emerged on this topic was of awareness. Patients need to know what they should do in any eventuality.

Even amongst the experts there was some confusion regarding the inpatient Care Plan, the service users care plan whilst an inpatient, and the Care Programme Approach (CPA), the service user community care plan. Some respondents questioned the relevance of including the CPA in an inpatient survey and explained that not all will have a CPA on discharge. For instance, those discharged back to primary care will not have a CPA and it was noted that this can be quite common in parts of the country where primary care mental health services are more developed (often due to individual GPs special interests and skills). However, overall most respondents thought that where CPA did apply it was important to consider it in relation to the continuity of care from inpatient to the community setting. One expert doubted whether the CPA did offer the continuity of care, ”when patients get admitted to hospital it’s like going into limbo - the (CPA) should cover what will happen in admission too. The CPA should be clearer about the purpose of admission and everyone should know this”. All agreed that patients should be involved in and have a copy of their CPA, and it was noted that “it should be in lay language and a culturally competent piece of work, recognising the dimensions of who (they) are”.

A number of service users were familiar with the term ‘care plan’, and these tended to be those who had stayed in hospital a number of times, or who had received ongoing care in the community. A small number remembered being sent a written copy of this document in the post after being discharged.

“It tells me who I can contact, all the various things…what would happen if there was an emergency, a crisis team, then there was the hospital and mention of my consultant, the social worker, and how I spent my day and where I went and things like that” (service user)

PROPOSED OUTLINE OF QUESTIONNAIRE

· Admission

· Number of admissions

· Contact with community services prior to admission

· Referral pathway

· Convenience of hospital location

· Introduction to the ward

· Introduction to ward routine, staff (named nurse)

· Consideration of home commitments

· About the ward

· Sleeping arrangements and bathroom facilities – single or mixed sex

· Noise - from other patients, staff

· Cleanliness - ward, toilets, bathrooms

· Safety – personal, possessions

· Privacy - when using toilets and bathrooms / with visitors / with hospital staff

· Facilities and activities

· Access to outside space / fresh air

· Access to quiet area

· Food – quality, dietary requirements, access to drinks and snacks outside meal times

· Access to activities / facilities including television, books, computer, gym, group activities 

· Information / advice in terms of benefits, finances, education, housing

· Hospital staff

· Contact with staff (different types seen, confidence and trust in staff, treated with dignity and respect)

· Care and treatment

· Involvement in treatment – types and amount of medication, information about benefits and side effects

· Alternatives to medication – including talking therapies

· Experience of seclusion, restraint, forced medication

· Involvement of carer/family

· Physical care

· Physical health needs/disability

· Access to physical care

· Cultural and religious needs

· Ability to practice religious beliefs

· Need for interpreter

· Cultural / religious needs met

· Rights/standards

· Legal status, explanation of rights

· Awareness of complaints procedure, right to see medical records

· Access to independent advocacy service

· Experience of discrimination

· Verbal and physical harassment

· Discharge

· Planning – information received, arrangements, consideration of home situation

· Satisfaction with length of stay

· Continuity of care - follow up, who to contact in emergency, out of office hours

· Care plan 

· Demographics

· Age

· Sex

· Ethnic origin

· Language spoken 

· Self reported mental health status

· Social support

APPENDIX A TOPIC GUIDE COVERAGE

Topic Guide Coverage - Experts

A. Background information about respondent

Current position and length of service

Previous experience

B. Survey Methodology 

Would like to start by discussing methodological options for carrying out the survey: who should be included, how it could best be carried out and ways of encouraging participation

Scope/coverage of survey

· What types of patients should be included ((e.g. children/ adolescents/ substance misuse)

· What types of patients should be excluded, and why

· How should the decisions about excluding patients be made; on what grounds

· E.g. very short stays - How short is short?

· E.g. diagnosis - Which ones?

· How useful it is to cover private and voluntary sector hospitals (PVHs)

· Would sampling follow the same rules/are records kept in the same way?

· Would all patients be eligible for the survey or are there some categories of patients that should be excluded?

Views on different methodologies

Looking at ideas for which would be the best stage in the in-patient experience for doing the survey 

· What in their view would be the best point in the in-patient experience for asking patients to take part in a survey

· While in hospital (is completing a S.C. questionnaire whilst in hospital realistic?)
· At discharge (would discharge based survey give worse or better data than survey carried out in hospital?)
· After discharge 

· Some other stage

· Discuss the pros and cons of conducting the survey at each stage

· From the patients’ perspective

· For the quality of the data collected

We would also welcome their views about how best to carry out the survey

· What do they think would be the pros and cons of asking patients to do a self-completion survey, and why

· What would need to happen for it to work

· What do they see to be the main barriers to surveying mental health in-patient service users

· What would help to provide an incentive to patient participation

· Suggestions for ways to help communicate the importance of the survey to users

C. Sampling 

(NB: only asked of respondents who have appropriate knowledge of systems)

We are also interested in their ideas for drawing up a sample frame of current and/or recent users of the service

· In their view should the survey sample be of recent as well as current users of in-patient services

· If so, how recent


Looking at potential sources of information about service users

· What information can hospitals/trusts supply? (name, address, telephone number, mental health diagnosis, NHS number (other patient id?), ethnic origin, address of relative who can be contacted if individual can’t be traced)

· Where are the records kept
· How accurate and up to date are they likely to be
· Who are the data custodians
· What data confidentiality/consent issues are there likely to be around obtaining sample details

stages 
We are interested in your ideas about the practicalities of interviewing people at different stages, in hospital, at discharge, after discharge. There are various elements that could be affected. 

· Would sampling in hospital, at discharge or after discharge affect any of these?

· Which data source to use

· Which criteria for selecting cases

· Which variables need to be included in the sample file

· The response rate we could expect (in case we need to increase the number of people selected to get enough completed interviews, or in case the stage we approach people makes it difficult to contact respondents)

· The timing of the sampling relative to the interview (in case we have to time the sampling to get the people we want – for example where people move address) 

· Anything else?
We are interested in whether the sampling might be improved by using particular criteria to ensure the sample is representative of the groups we ought to include. We have some ideas but would be happy to note any other you can think of. 

· Should we stratify the sample by average/median length of stay (days) or diagnostic codes or anything else?

· If so, would this be the same for different patient types 
· How about in different settings?
· And would this be the same in hospital, at discharge or after discharge
We are now moving on to the potential issues that could be covered in the survey  

D. Diagnosis of mental health problems 

· Should we cover the diagnosis of mental health conditions in the survey

· What are the diagnostic codes used
· How important is it to get information about patients’ understanding of their diagnosis, e.g. common language 
E. Access to in-patient services 

What they would want to know about patient’s experience of the referral to in-patient services:

· How important are each of the following and why:

· Referral process (why admitted to hospital, when, under what circumstances, compulsory admissions)
· Waiting times/lists for mental health in-patient care

· How access varies by different patient types, e.g. Mental Health Act detainees

· Information about admission provided to patient, common language used

· Whether service users are given alternatives to admission or choice about admission e.g. crisis house/home treatment etc.?

· What targets are set in terms of access and standards

· Obstacles to achieving standards

F. In-patient services 
Moving on to in-patient services themselves

· What information about the following in-patient services should be covered in the survey, and why

· Services available to in-patients, how often? (e.g. psychiatrist, clinical psychologist, mental health nurse, occupational therapist, mental health social worker) 
· Co-ordination of mental health services with other healthcare services (e.g. primary care, local authority, social services)

· Care of patients with complex needs/comorbidities (e.g. combinations of severe mental illness, substance misuse, learning difficulties, personality disorder)
· Physical health care

· Needs of minority groups

· Women e.g. access to single sex wards, access to a female key worker

· BME groups e.g. access to interpreters, diet, religion, skin care, activities
· Ward environment

· Patient safety, safety of possessions

· Ward and off-ward activities, access to fresh air and external space

· Accessibility for visitors/families, especially male/female designated areas

· Patient co-operation and patient (and carer) involvement in decision making – how much is appropriate?

· Treatment

· Patient involvement in choice of medication – how much is appropriate

· Drug treatment (antidepressants, antipsychotic drugs, psychotropic drugs) versus access to talking/psychological therapies

· Provision of information about medication e.g. long term side effects

· Patients’ information needs and availability (copies of referral/discharge letters, access to test results and to own records, copies of care plan approach)

· Positive and negative aspects of in-patient services provided

G.
Care Programme Approach (CPA) 

With regard to CPA

· Who should have a care plan? 

· What is the purpose of the care plan?

· How are they developed, tailored, agreed?

· How should they be documented?

· Care co-ordinator / key worker – language used by patients?

· Patient (and carer) involvement in CPA

· Care Plan Review

· When, how often, should reviews take place (3 months after admission?)

· Who involved 

· What should be documented

H.
Discharge 

Looking at how discharge happens

· What features around the discharge process should be covered in the survey

· Discharge process – including how far in advance discharge is planned

· Discharge planning meeting – purpose, who involved, when? 

· ‘Supervised discharge’

· How should discharge be supported – community care management schemes

· Follow up after discharge

· Do service users know what is going to happen after discharge?

I.
Conclusions 

To finish off, would be useful to get their overall views on the following

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

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

· Differences between views of patients and professionals in critical features of quality service

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

· Implications for survey coverage

· Increasing response rates – how to encourage people with mental health problems to complete a questionnaire, how to encourage BME group participation, how to convey importance of survey to patients
· Trust/hospital logos, pros and cons in aiding response rate

· Any other issues they would like to raise

Topic Guide Coverage – Service Users

1. ADMISSION (ask about admission to current/most recent hospital stay)
I would like to ask you some questions about how you found your most recent admission. 

i) Route to hospital

· What was the reason for your admission to hospital? (Did you have a diagnosis?)

· Just thinking about the admission process, does anything stand out for you? How satisfied were you with the process? 

· Under what circumstances were you admitted? Was your admission informal/voluntary or formal/involuntary?

· If referred, who by? e.g. GP, community team, local services, police/courts/prison, A&E

· How did you get to the hospital? (e.g. taxi, social worker’s car)

· Was your family/carer involved in your admission?

· Did you have to wait to be admitted? How long? Why? (e.g. shortage of beds)

· Were you given any alternatives to admission? (e.g. home treatment, crisis team), would you have liked to have been given alternatives? What choice did you have?

· If detained/formal/involuntary

· Were you given a copy of your rights? Were your rights explained to you? 

· How did you get to the hospital?

ii) Type of service 

· What type of service were you admitted to? 

· If hospital ward – single/mixed sex ward, own room or not?

· How close or far was the service to your home? Was this important to you? How important is to you to be close to friends and family? 

· How much involvement/choice did you have? (Probe for the type of involvement and choice)

· At the time, how did you feel about being admitted to that service? Do you think it was the right thing for you?

iii) Information provided

· What information were you given prior to arriving at hospital? How were you given it? (e.g. what to expect about the ward routine and facilities) 

· What information were you given when you first arrived on the ward? How were you given it? (e.g. who your primary nurse/key care worker was, who the ward manager was) 

· At the time, did you feel that the information was useful and appropriate? Was there anything that you wanted information about but didn’t receive?

· Was the information given to you at the appropriate time? Did you get what you needed or wanted before arrival and on arrival? Did it prepare you for what you could expect? How could this be improved?

iv) Continuation of care

· When you first arrived, did you feel that your basic needs in terms of care and treatment were assessed? Was your situation in terms of outside commitments addressed? E.g. care of children, pets

· Were you frightened at any time during your admission?

· At the time, did you find the staff to be reassuring?

· Was the team that looks after you in the community involved in your admission?

· Did a member of the community mental health team who normally sees you at home visit the ward?  Did the person speak to the ward staff?

· Did you feel that the community team communicated your information/history to the hospital staff at the time you were admitted?

2. INPATIENT EXPERIENCE (ask about current/most recent hospital stay)
Now I would like to ask you about your experiences as an inpatient during this stay/your most recent stay. The first few questions are about the environment of the ward and the facilities available…

i)    Sleeping/Living arrangements

· Do you share a room or have your own room? How do you feel about this arrangement?

· If own room: What bathroom facilities do you have? Can you lock your door?

· If share: are you on a single sex ward? If not, would you prefer to be? Why would you prefer it this way?  Are there separate bathroom and toilet facilities for men and women?

· Do you feel comfortable on the ward? E.g. temperature of ward, comfortable bed, enough pillows, can you get a good nights sleep. What could be improved?

· Do you think your possessions are safe? Can you lock your possessions away on the ward/in your room? How important is this for you?

· Do you think that the ward, bathroom and toilet facilities are clean? 

· What would you say is good about your sleeping/living arrangements? Would anything improve your practical living arrangements?

ii)   Ward environment

· How do you feel about the general atmosphere on the ward? Has this been the same throughout your stay?

· Do you receive support from other patients? How important is this to you?

· Do you feel safe? Have you ever felt threatened or intimidated by other patients or staff? Have you witnessed or been the victim of abuse, verbal or physical? How do you feel about that?

· Have you even been offered non-clinical drugs on the ward? (probe for type of drugs, who offered the drugs)

· Do you have a say about the day to day running of the ward? How important is this to you?

· What would you change about the ward? What would you keep the same? Why?

· What do you think about the rules and regulations on the ward? What would you change about them? Why is that?

· Does the general ward environment help you to feel better? Why do you say that? How could this be improved? 

iii)  Facilities/activities

· Can you get away to somewhere quiet when you want to or when you want to speak to visitors in private?

· Do you have access to fresh air when you want to? How important is this to you?

· Did anyone ask if you smoke? (effect of smoking ban?)

· Do you like the food served? What is the quality of the food like? 

· Can you get food and drinks when you want to? Do you have access to hot and cold drinks throughout the day? 

· Do you have any dietary requirements? Are these catered to? (E.g. religious and cultural preferences)

· Has anyone spoken to you about your diet? Are you able to eat healthily? How important is this to you?

· What activities are there on the ward? 

· Do you think there is enough to do, during the day/in the evenings/at weekends? 

· Are the activities relevant to you? 

· Are the activities structured? E.g. is there a programme of activities? 

· Do you have access to a TV in your room/on the ward?

· Can you exercise regularly if you want to? Is this encouraged?

· What do you find good in terms of facilities and activities provided? What would you change and why?

Now thinking about the hospital staff and your contact with people on the ward… 

iv)  Contact with staff (Ask about doctors, nurses, other staff)

· What types of staff do you speak to? 

· How often/regularly? E.g. psychiatrist, psychologist, nurse, OT

· Were you told which members of the staff would be looking after you?

· Do you think that the staff work together as a team to look after you? 

· Do you feel that you have enough opportunity to talk to the staff on the ward?

· Can you see a member of staff when you need to? 

· Do you think there are enough staff on the ward?

· Can you talk in private if you want to?

· Do you think the staff spend enough time with you?

· Do they listen carefully to what you have to say?

· Why do you say that?

· How do you feel about the staff treating you?

· Do you have confidence and trust in the staff treating you?

· Do you find them open and honest? Do you get clear answers to your questions? 

· Are you treated with dignity and respect?

· Why do you say that?

· What makes for good contact with staff? What makes for bad contact with staff? 

The next set of questions are about the care you are receiving… 

v)  Care Plan/CPA

· Have you been told who your care-coordinator / key worker / primary nurse is on the ward? What is this person usually called? E.g. care-coordinator, key worker, primary nurse… 

· How long were you in hospital before you saw your care-coordinator? Do you think this was soon enough/about right/too late?

· Has this person changed since you have been in hospital? How did you feel about that?

· Can you contact your care-coordinator if you need to? How regularly do you see them? Are you happy with that?

· Have you heard of CPA? What is your experience of it?

· Do you know what a care plan is? Do you know if you have one?

· Have you been involved in drawing up your care plan? Have you seen and do you understand your care plan? How important is this to you?

· Do you have a written copy of your care plan? Do you agree with it?

· Do you know when your next care plan review is

· Who attends your CPA meetings and can you invite your family/carer if you would like to?

vi)  Treatment (medication and talking therapies)

· What medication are you receiving? (if any)

· What is it/what type? What is it for? How is it administered?

· What do you think about this medication? Do you think it is appropriate for you? Do you see the benefits?

· How do you feel about the levels of medication you are receiving? 

· What information have you been given about your medication? 

· Were you given information about the benefits of the medication? 

· Were you given information about possible side-effects? 

· Did you want this type of information?

· Has the information been provided verbally or in a written format? 

· Was the information clear and easy to understand?

· Is there anything that can be done to improve the information given to you?

· Are you receiving other types of treatment? (i.e. non-medication), e.g. counselling sessions/talking therapies/non-medical treatments, are these available?

· What do you think about this treatment? Do you think it is appropriate for you? Do you see the benefits?

· Has your diagnosis been discussed with you? Do you think it is appropriate?

· How much involvement do you have in your treatment? How important is this to you?

· Who decided what treatment should be used, to what extent did you have a say?

· Were different treatment options discussed with you? E.g. in terms of side-effects,  and the impact of side effects on your lifestyle

· Do you have the chance to discuss your treatment with staff during ward rounds?

· Would you like to be more involved in your treatment? In what way?

· Is there anything that can be done to improve the way you are involved in your treatment?

· What other aspects are there to your treatment? (Probe: occupational therapy, social activities, alternative therapies, [if volunteered: ECT]) How do you feel about these 

· Is there any other treatment you wish to have that you are not having?

And now moving on to think about care of your physical health…

vii) Physical care

· Do you have any particular physical health needs? E.g. diabetes, disability, sight

· Is your physical health is being looked after whilst in hospital? Has a doctor spoken to you about your physical health?

· Can you speak to the staff on the ward about your physical health? Do you have access to a GP, dentist, dietician, podiatrist? How important is this to you?

· What is good about your physical health care? What is not so good?

I would now like to ask whether you feel your commitments and life outside the hospital have been considered whilst you are an inpatient…

viii) Consideration of outside commitments/Social care

· Are you able to keep in touch with family and friends whilst you are in hospital? How important is this to you?

· Are you able to talk to someone about your home situation if you need to?

· E.g. child care, care of pets, housing, benefits, work, paying bills

· Have you been asked about your outside commitments/situation? 

· your family or caring responsibilities

· financial situation, benefits, debts

· education or employment situation, e.g. have steps been taken to help you keep your job/place in college?

· Since you have been in hospital, have you received any help, advice or information about:

· benefits and finances?

· education, training and employment?

· housing?

· support groups

· Would you like to have done? 

· What other information would you have like to have been given?

· Do you think that the information you have received has been appropriate and timely? Was the information clear and understandable?

· Do you feel that your family/carer is given enough information?

· Are they involved in your care plan whilst you are an inpatient?

· Have they ever been involved when you didn’t want them to be?

Now I would like to ask you a few questions about whether your cultural or religious needs have been addressed

ix) Cultural appropriateness

· Since you have been in hospital, have you been asked what your ethnicity is?

· Have you been asked about any cultural, religious or spiritual needs you might have?

· Do you feel that your cultural and/or religious practices are respected? In what way?

· (E.g. dietary requirements met, information available in other languages if you need it, interpreting/sign language services available if you need them, prayers, attend religious services, single sex wards, same sex staff/key worker)What could be done to improve the way your cultural needs are addressed?

And thinking in terms of your rights as a patient… 

x)   Standards/rights

· Would you know how to make a complaint about the care you receive?

· Who would you contact? 

· Would you feel comfortable about making a complaint?

· Have you ever needed to do this? Were you satisfied with the process?

· All patients have the right to see their medical records. Do you think that patients are made aware of this? 

· Do you know what an advocate is? Have you ever used one? How satisfied were you with the process?

· Do you know what an advance directive is? 

· Have you made one? Have people taken notice?

· Do you feel that you have ever been discriminated against whilst in hospital because of your mental health?

· Do you feel that you have ever been discriminated against whilst in hospital because of any other reason? (Probe: race, religion, physical disability, gender, sexuality)

· What would you say are the most important ways of protecting you rights as an inpatient?

3. DISCHARGE (from most recent hospital stay, if applicable)
I would now like you to think about when you were discharged (from your most recent stay in hospital)

i) Discharge planning

· How far in advance was your discharge planned?

· Did you feel ready to be discharged? Do you think that you were discharged too early/too late/about right? Was your stay in hospital long enough? Why do you say that?

· Were you involved in decisions about your discharge? How did you feel about that?

· What information did you receive prior to your discharge?

· Do you think that you were given enough information about your discharge? What else would you have liked to have?

· What arrangements were made for your move from an inpatient setting?

· E.g. arrangements for transport 

· What could have been done better in terms of planning for discharge?

ii)  Continuity of care/arrangements for the future

· Did you know what was going to happen to you after discharge?

· Were you told who would be caring for you in the community? 

· Did you have a care plan on discharge? Has this been put into practice? Has this plan been reviewed? Do you know when it will be reviewed?

· Have you been followed-up since you were discharged? After how long was this?

· Were you given an out of hours contact number?

· Were you told who to contact in a crisis?

· Do you feel that you were given adequate support during and after discharge? What was good about it? What was bad about it?

4. NATIONAL SURVEY

As you know, we are talking to a number of people about their experiences so we can identify the main topics that should be included in a questionnaire for a new survey of inpatients.  This survey will be carried out next year, and we will be asking people to fill out a questionnaire. 

· Based on your experiences, when do you think would be the best time to ask people to fill in a questionnaire?

· How would you feel about being asked to fill in a questionnaire whilst you are in hospital? Why do you say that? 

· Do you think this would depend on how long you have been in hospital for?

If respondent has been discharged, ask:

· How would you feel about being given a questionnaire to fill out at the time you were discharged from hospital? Why do you say that?

· And how would you feel if you were sent a questionnaire to fill in at home, after you had been discharged? How soon after discharge do you think would be appropriate? Why do you say that?

· Can you think of things that would encourage you to fill in a questionnaire? 

· Do you think it would make a difference if the questionnaire had the name or logo of your trust on it?

· What information would you want to be given about why you were being asked to fill in a questionnaire?

5. CONCLUSIONS

· Overall, would you say that your stay in hospital has helped you? Why do you say that? How could your stay in hospital have been improved? 

· What aspects of the inpatient service do you think best meet patient needs?

· What aspects of the inpatient service do you think need most improvement?

· By which criteria do you think inpatient services should be judged? 

· Are there any particular comments you want to make about your inpatient experience or suggestions about how it could be improved?

· What do you think are the things that matter most when you are an inpatient?

· Do you have any questions or additional comments that you would like to make?
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