
Referrals Management System (Choose and Book) and Learning Disabilities
Introduction
Kernow Health Referral Management Service (RMS) in Cornwall has taken an inclusive approach to supporting people with learning disabilities who need a first outpatient appointment from their GP.  A system has been designed which ensures that communication for patients and the hospital staff is       optimised, where both are fully aware of each others’ expectations of the appointment, so when the appointment is booked reasonable adjustments can be made to meet any additional specific needs when attending the appointment.
What is the Referral Management Service (Choose and Book)?

In Cornwall and the Isles of Scilly, GP practices use a Referral Management Service(RMS) to refer patients into secondary care. The RMS acts as a central point for managing referrals in order to make sure the patient gets to see the right person at the right time in the right place. It’s also about ensuring that an advisor from the RMS can talk to the patient about choice.  A member of the RMS team will contact the patient.

• In most cases the patient will have a choice of hospital.

• They will have the choice of time and date; this will help if they need to have a carer with them.
In the East of Cornwall, patients will be referred into secondary care using the Tamar Referral Appointment Centre (TRAC) but most patients will be referred via Kernow Health Referral Management Service.
Why do people with Learning Disabilities require reasonable adjustments?

People with learning disabilities may require additional choices and reasonable adjustments to the appointment to ensure it is accessible for them.  As an example before the RMS pathway was introduced, an elderly gentleman that lived on his own with a mild learning disability, received a letter in the post from the hospital confirming the time and appointment at his local hospital.  He was unable to read the letter and hadn’t written down the appointment time agreed with him on the phone.  The additional support required to help ensure this gentleman attended his outpatient appointment was not identified by the RMS advisor, or the hospital, as they were unaware that he required reasonable adjustments. He missed two appointments because he couldn’t read the letter and was eventually referred back to the GP.  This was a very poor patient experience and also wasted hospital resources. 
NHS Cornwall and Isles of Scilly, the Primary Care Trust (CIOSPCT), working together with the Royal Cornwall Hospital Trust (RCHT)  making Reasonable adjustments for Patients with Learning Disabilities.

A process had to be designed that helped identify what reasonable adjustments were required for patients with a learning disability using the Kernow Health RMS.  The acute trust already had an Acute Liaison Nurse Service (ALNS) to support patients with a learning disability in hospital, their skills and knowledge of reasonable adjustments and their patient group was the key to the design of new process.

The manager of the RMS, with the support from the PCT commissioner suggested that the referrals sent by GPs were vetted by the ALNS first to identify the reasonable adjustments required.   The RMS Team, Choose and Book lead, and manager for Outpatient Waiting List from RCHT redesigned the pathway by creating a new bookable ‘service’ within the Choose and Book service for all patients being referred for a new outpatient appointment.  Practice staff would book into this service and the RMS would then send all of these referrals to the ALNS team directly, regardless of whether they were orthopaedics, dermatology or gynaecology.  The RMS had to initiate a change in practices by notifying them to use the new service for learning disability.  The ALNS manager agreed to trial this process.
When the ALNS received the referral from the GP they contacted the patients and carers directly to ask what reasonable adjustments were required.  An example of the benefits of this will be documented in the table and headings below.

When the ALNS has completed their enquiries the information gets sent to the relevant booking team, as any other referral would, for consultant vetting and to book the appointment with the reasonable adjustments identified.

The table below shows the progress since it went ‘live’ in April 2012. 
Underneath the table and headings describe the benefits this service has made to patient choose and care.
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Referrals

The referrals sent directly to the ALNS are seen in the table coloured blue. The referral numbers varied starting off steadily in April and May, reducing in June and July.  The ALNS manager contacted the RMS manager to investigate the reduction in referrals and the RMS sent out a reminder to all practices to use the new service for this group of patients.  The following month referrals began to increase.  The Choose and Book manager for RCHT has also recently been promoting the service to GP’s printing an article for their newsletter, to ensure they use the service.
ALNS Leaflet

This is recorded next to the referral column in the table above coloured light purple.  It shows the number of ALNS information leaflets that were sent to patients and carers.  These patients didn’t require any reasonable adjustments to their appointment, and didn’t know about the ALNS, but could need it in the future.  This was an ideal opportunity to promote the ALNS to patients and to promote the benefits they could receive when in hospital.  This could range from accessible information to support for them and their carer with reasonable adjustments.  
ALNS input

This is displayed in yellow in the table and indicated when the ALNS supported the patient and carers before or at the outpatient appointment.  This input increased in October and November with the employment of a third nurse to the team.  The service could now offer a nurse to attend the outpatient’s appointment if required.  The assessment of the need of the nurse attending was decided on the initial call by the ALNS, in consultation with the patient and carer.  However, there were three cases when the consultant requested the nurse to attend to support them at the appointment as well as the patient.  The ALNS input also gave the opportunity for the ALNS to ensure that the patient had received accessible information for any procedures that may be required at the appointment or an accessible appointment letter. 
Example - two patients were referred to Post Menstrual Bleed clinic, where they were expected to have an internal examination with a scanning instrument as part of their outpatient appointment.  Easy read pictures and information was given to patients and carers before they arrived for the appointment.  The ALNS also attended the appointment.  In both cases the carers, on hearing what was expected, felt the patient wouldn’t tolerate the procedure and couldn’t retain the information to understand why they needed it. The ALNS invited all those needed to make a best interest decision if the patient couldn’t tolerate the procedure at the appointment. The procedure was attempted but both patients couldn’t tolerate it, ensuring the less restrictive option was attempted.  In both cases the patient required a general anaesthetic to have the investigation (serious medical intervention).  The capacity assessment was completed for this intervention and the decision was made with the involvement of ‘significant others’ and the procedure was booked, all at the outpatient appointment. Further work by the ALNS was done to support the patient for the proposed inpatient appointment. 
If these issues were not identified at the initial booking of the outpatient appointment, the booking of the procedure under anaesthetic would have been delayed until ‘significant others’ could be identified and involved in the best interest decision.  This had previously been an identified delay, by the ALNS, in patients getting a swift accessible service; a delay while best interest decision were made.

RCHT has an electronic flagging for patients with a learning disability on their Patient Administration System (PAS).  The ALNS service has the ability to add a flag to the patient’s records with their consent. The new RMS process helped identify patients that were not already flagged on PAS, and the flag could be added before the outpatient’s appointment; reinforcing to hospital staff that reasonable adjustments maybe required for this patient.
Identifying the patient with the learning disability to the ALNS before at the initial referral has been the biggest success of the new service.  The nurse could help make the required reasonable adjustments before they had even attended the hospital, informing the outpatient staff of any additional needs the patient may have.  Examples of reasonable adjustments will be seen below.  It also promoted the ALNS service and helps with data collection.
MCA issues

The initial call to the carer or patient by the ALNS could identify if there were any issues for the patient and consenting to any procedures or investigations that the acute consultants may request.  As stated above this had previously been identified as an issue in the gynae example.
1. best interest decisions being delayed, because ‘significant others’ not attending the appointment.

2. potential lack of preparation for the patient to help maximise their capacity prior and at the appointment.

The questions about capacity had to be sensitively assessed when speaking to carers and patients and the expert skills of the ALN were essential in this process.  One such example was in October when the ALNS had assessed that the patient may lack capacity because of her profound learning disability and that a best interest decision may be required at the outpatient appointment which was to discuss an insertion of a PEG.  The ALNS spoke with the care home manager on the phone, enquiring who the ‘significant others’ and requested them to attend the outpatient appointment along with the community specialist dietician and any other keyworkers involved; as a best interest decision maybe required at the outpatients appointment.  Capacity was assessed and the decision was made and she was listed that day for the procedure, if the ‘significant others’ were not there the listing could have been delayed until ‘significant others’ were consulted.
Another good example – the ALNS identified there was no involved ‘significant other’, only paid carers and the patient may lack the ability to make a decision about their care; and was being referred for consideration of a serious medical intervention. The ALN spoke with the consultant prior to the appointment identifying that an Independent Mental Capacity Advocate maybe required to make a best interest decision and a referral was made to the IMCA service.  The IMCA attended the outpatient’s appointment.    
No reasonable adjustments required
The incidents of no reasonable adjustments are displayed in dark purple in the table.  Carers and patients have been involved in the decision.  The reasons have varied from the patient ‘doesn’t mind waiting’ to parents and carers ‘not wanting any adjustments’.  Some patients were very able and said they just wanted the appointment as soon as possible (this happened in five cases).
Reasonable adjustments (RA) required

Additional needs can vary between each individual and the reasonable adjustments required to cater for their needs will also vary.  The adjustment was never exactly the same for any of the patients.
The reasonable adjustments were mainly made to the appointment time and place.  The carer may report that the person was not very good at waiting and the beginning or the end of the clinic would be chosen.  However, further information would be discussed about how;

· They would get to the appointment.

· Would they need reminding the day before, or need support.

· Did they require an easy read letter to confirm the date and time. 
· Or easy read information about any procedures that would be required.  
Even the smallest RA had a great impact on the appointment, however this was only the perception of the ALNS verbal feedback from patient and carers, the next step would be to survey them and get written feedback.
Referral onto other agencies

These were referrals that were for the specialist Learning Disability Trust.  They ranged from requiring specialist learning disability dietician input to challenging behaviour advice.  The ALNS passed these referrals directly to their referral service (Cornwall Foundation Trust).
Why was the Acute Liaison Nurse Service the most appropriate service to support this process?

The ALN knowledge and skills of the potential problems that patients with learning disabilities could face in hospital was essential to the success of this new service/process.  Their expert knowledge of their patient group and their additional needs aided communication between the patient and the hospital staff.  Not only were the patients supported, but the hospital staff felt supported also.  They were informed before the patient arrived about their required additional needs. For example -  telling the staff that the patient was not very good at waiting and they may not be able to participant in the appointment if they were kept waiting too long.  Although, the appointment may have already been made to reduce waiting the additional information on the day of the appointment to ensure that communication of the patient’s needs were reinforced. The hospital staff were always thankful for the advanced information, this would also be a proposed survey for the future; to improve the service and gain feedback.
Problems that were encountered
1. The ALNS were aware of referrals that were sent straight to Choose and Book without going through their new service option.  The ALNS had picked these up after the first clinic appointment when their service has been requested to help liaise the admission; this was mostly identified at the pre-admission service.  There are no direct numbers at present of how many patients didn’t go through the LD RMS.  To help encourage the GP’s to select the LD option more work has to been done to promote the benefits to the patients.

2. There was an Impact on the ALNS initially in outlay of the time spent on each GP / RMS referral, each referral could take up to half an hour to assess and identify required RA before passing it on.  However, in balance the time attempting to facilitate those Best interest decisions, after the outpatient’s appointment; could sometimes take a lot longer; finding out information about procedure and carers etc. trying to ‘catch up’.  Using the initial outpatient’s appointment to act as a best interest meeting reduced workload in the long run and was much better for the patient’s time as well.
Future

The ALNS intend to send an easy read Patient feedback form for patients and their carers to complete; asking them for feedback, aiming to highlight potential improvements needed.  There also needs to be feedback from the outpatient staff; assessing if knowing about the patient before arrival was helpful.
Conclusions

When a GP decides their patient with a learning disability needs to be referred to secondary healthcare the patient’s additional needs must be taken into consideration, to ensure they receive equal access in secondary care.  The Kernow RMS service has demonstrated the advantages for patients in doing this.
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