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Review of Learning Disability Services – 2007/08

Background

The Trust has previously carried out projects to review service provision and patient/carer perception of care for patients with a learning disability in 2001 and 2004.  A number of changes in clinical practice have been implemented as a result.  The Healthcare Commission are looking at learning disability services nationally and have produced a report, ‘A life like no other’ (2007).

Ten Key Standards have been agreed for STH services to follow.  These are based on recommended good practice from Government documents, as a result of consultations with users and previous reviews at our Trust.  In response to this and in preparation for the interest nationally, another project has been undertaken to ascertain whether practice is adhering to the principles set out in these service standards.  
Methodology 
Two different approaches were used to assess provision of care for patients with a learning disability.   One captured this from a patient/carer perspective and the other established staff awareness of the services.
Throughout the Learning Disability User Group were consulted and updated regularly.

Patient and Carer Perception Questionnaires
This was undertaken in designated areas either before the patient was discharged or whilst they were in the outpatient department between December 2007 and May 2008.  

A cross section of wards/departments were invited to take part to establish the standard of care in areas who traditionally admit relatively high numbers of patients with a learning disability and those specialties where there is an increase in incidence of certain illnesses for learning disability patients such as, cancer and respiratory problems.
The sample was made up of 5 outpatient areas and 6 inpatient areas at both the central and northern sites.

Sample: 25 questionnaires were returned, 15 of which were outpatients, 4 were inpatients and 6 carers responded.

User Checklist for staff

Members of the Learning Disability User Group who have a learning disability or a carer teamed up with Rose Bollands (Nurse Director for Head and Neck/Trust Lead for Learning Disabilities), Sue Butler (Head of Patient Services) and Janet Jenkins (Clinical Audit Development Manager) to complete the checklist by visiting ward/department areas and talking to staff in February 2008.  An email to Nurse Directors and Matrons was circulated to inform them that this would be taking place.
Sample: 50 wards and 5 outpatient areas at both sites of the Trust were visited over a two day period.

Findings from Patient and Carer Perception Questionnaires

There has been a higher response rate than previous years, giving a good indication of the standard of care received whilst at the Trust.  This may be due to a more focussed approach to how many areas were included in the sample.

Overall the patient/carer responses were positive, but generally there was an improvement, indicating that actions have been achieved and the current service provided for learning disability patients and their carers is of a higher standard.  
Patient responses:

Responses to the following questions were negative on one occasion or more in outpatients:
Did you know what would happen during your appointment?

Did you have enough time to talk and listen to the staff?

Did you feel included in making decisions about your care?

Were you given any information leaflets? (one didn’t understand the leaflet)
Did the staff tell you who to contact if you had any worries?
Did staff talk in front of you as if you weren’t there? (this response occurred once)
There was only one questionnaire that raised concerns and this patients family are going through a formal complaint process.

Examples of general comments were that ‘staff made me feel comfortable during the appointment’ and ‘I like going to hospital’ and ‘staff were helpful and made an allowance for his learning disability’.

Responses to the following questions were negative on more than one occasion for inpatients:

Do you know where the toilets/bathrooms are?

Do you know how to use the T.V?

Do you get the help you need to wash/bath, shave, dress, clean teeth/mouth?

Do you know what to do if you are unhappy about your hospital stay in any way? 
Examples of general comments were they were happy about ‘the way staff responded to the patient who has learning disabilities’, ‘first class effort from everyone involved’ and ‘friendly staff’.  The only negative comment was that one patient felt cold and didn’t get enough sleep and would like the ward to be warmer.
Carer responses:
It was significant that all the carers responded positively that they were made to feel welcome with staff introducing themselves.  Furthermore, regarding the attitude of staff to the patient and carer, they felt they were sensitive to their needs and were both treated with respect.   However, some responded that they were not given the opportunity to discuss the needs of the patient with staff prior to admission and did not have the opportunity to look at other facilities on the ward such as bathroom, toilet, recreational facilities etc.

Two responded positively that they were happy to leave the person they care for in the care of the staff, only one carer said ‘no’ to this question with the others feeling they couldn’t leave the patient because they had such severe learning disabilities.  Only one carer felt they weren’t given the choice about staying with the patient and another felt overnight facilities for carers was lacking, which supports what the staff have reported from the User Checklist.   
Alternatively the carers felt that staff knowledge was adequate for the patient’s needs to be met, which is not always the perception from some of the staff responses.  However, one commented that they felt if the patients stay had been longer, ‘some of the staff are not LD friendly through lack of knowledge’. 
It was reassuring that all the carers felt they were given the information required to enable them to look after the person they cared for following their discharge from hospital and all the needs of the patient had been met by then.  However, one family had to wait for medication to take home coming from pharmacy which delayed the discharge. 
Findings from the User Checklist 

The questions on the Checklist established staffs knowledge about provision and services for patients with a learning disability ranging from ‘Who is the trust lead for Learning Disabilities?’ to ‘Can you show me any information to support patients with a learning disability on the ward/area?

It was evident that there were examples of good practice, however, this was not consistent throughout the areas surveyed. Interest in the project and how the teams were welcomed onto the wards/areas varied, however, overall staff seemed to appreciate the project had raised their awareness of what was available. 

Examples of good practice:

· Resource Pack available on the ward/area

· Staff knew where nursing guidelines were kept

· Easy read and patient information which supports the needs of people with a learning disability were available, such as, photographed patient information e.g. specific journeys of care which are commonly accessed by learning disability patients in a photograph format
· The Learning Disability Life Book was found to be very useful source of information about the patient and their needs, but not all areas were aware to ask for it

· There was good awareness about learning disability patients having a double time slot for appointments and being first on the theatre list

· Carers were encouraged to stay with the patient, but sometimes the facilities were poor
· There were good examples of learning disability link staff who were very active and good back up for staff in areas where learning disability patients were not admitted very often.  This provision was not consistent throughout

Areas of concern:
· In areas were only 2 – 3 patients were admitted with a learning disability per year didn’t see having learning disability expertise or services as a high priority for them, however, when a learning disability patient was admitted, problems had been experienced as specific preparation or management was required.  Consequently sometimes these patients had an extended hospital stay.  Generally it was felt in these areas that information from the Resource File especially having key contacts easily accessible and in pictorial form would be useful to access when required and staff training would be really useful.  
· Some areas commented that they didn’t always detect the patient had a learning disability especially if their current symptoms were masking this.  
· Some of the Resource Packs contained out of date information, such as, the PALS leaflets.

· Involvement in the Mental Capacity Act training varied.

· Making information and leaflets accessible to patients is a problem in some areas due to either not being allowed to display them due to fire regulations or limited wall space.

· A member of the Learning Disability User Group commented that some wards were not conducive to learning disability patients as there were a lot of bays and cubicles and the  environment was ‘stark and soul less with no evidence of social activities and the day room was like a meeting room’.  From this it is clear that a general ward is not the ideal environment for a learning disability patient to be cared for, so it is especially important that staff are aware of their difficulties and how best to care for them.

Actions
It is evident that there has been a number of excellent initiatives and improvements to practice developed centrally and locally in specific areas, however, this good practice is not always being shared or getting to front line staff, especially in areas with low incidence of learning disability patients.  To try and raise awareness and get these important messages to those that need it a newsletter is being compiled quarterly by Rose Bollands and emailed to a wide range of staff.
The newsletter highlights recent changes and improvements which includes:

· a new learning disability Resource pack has been distributed to all areas

· learning disability contact information 

· the revised PALS leaflet informing patients that the Learning Disability PALS Officer is Debbie Fletcher.  
· a book called ’Let the children be’ (a collection of stories) has been distributed to all areas to be kept in the learning disability Resource pack
· awareness about a 4 hour e-learning programme that has been developed and accessible via the hospital intranet
· a copy of the annual report to TEG 

Further actions implemented:

· Jo Evans (Patient Information Officer) has been invited to be a member of Learning Disability User Group
· Members of the Learning Disability User Group have been invited to include anything they feel pertinent to go in the newsletter
· Whole case register has been downloaded into PAS system so patients attending with a learning disability will be easily identified
Recommendations for future data collection
An approach to integrate establishing perception of learning disability services into routine practice was felt the most efficient way forward, especially with the difficulties experienced identifying learning disability patients (sample) and capturing their views. 
An existing framework was identified and instead of focussing on learning disability patients, standards of care for all vulnerable adults (e.g. patients who have safeguarding issues, cognitive disability, hearing or visual impairment, learning disability, mental health problems, mental capacity issues etc) has been included into the revised version of the Clinical Assurance Toolkit (CAT) for 2008/09.  Standard 5.2: ‘Responsive to patient need’ includes references to questions in the patient, staff and Matrons spot check to assist scoring the standard.  Responses across the Trust will identify aspects of service provision that need to be actioned centrally and also highlight individual areas where there are gaps in the service.
This will mean that perception of patients with a learning disability and their carers and the standard of service provision will be assessed each year.  The questions will be reviewed annually to ensure they are relevant and take into account any recent developments etc. 
Conclusion
One of the main priorities of the Trust is to ensure good quality health care for all patients.  It continues to work in partnership with internal and external health and social care colleagues in the provision of care to people with a learning disability and their carers, which are open to internal and external scrutiny.  Actions from this project and ongoing evaluation of the service via the CAT in the future will continue to support the needs of people with learning disabilities who use our services.
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