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    Learning Disability                  
    Professional      
    Senate

                                               MINUTES

Learning Disability Professional Senate
Meeting held on Monday 4th March 2024
09:00am to 12:30pm via MS Team

	1. 
	Welcome, Introductions and Apologies


	
	Viki Baker welcomed all to the meeting and introductions were made


	2. 
	Minutes of the last Meeting


	
	The minutes of last meeting were agreed as a true record of events.



	3. 
	Action Log


	
	The Senate action plan was shared and updated – (see below)
Conference is underway further updates will be provided
Obesity position statement has been paused until June 2024.  
Lynette is leading on this – it was agreed for AR VB to contact Lynette. 





	4.
	National Updates (9.30 -10.30)


	
	Wales – Dr Ruth Wyn Williams


See slides above.

Ruth advised the Action Plan delivers services in Wales and is delivering the policy direction across health and social care, employment and housing.





Action Plan

Specialist Practice - Audit Cycle
There are five Learning Disability specialist inpatient services audit cycles.  The aim of the audit cycle is to identify individuals who are delayed in their progression and to provide reassurance that individuals with care and support needs are progressed and are on the right pathway.  
They also aim to create a dashboard of relevant measures for Learning Disability which will include information from this audit.  Data has been collecting over 12 months and from now until the end of March they will be looking at the quality of some of the data collected to get a report on how it works to provide bespoke regional and national reporting.

Building Blocks Report 
The building blocks report has been reviewed – awaiting final report which will be shared publicly.   

Learning Disability Assurance Group 
Explores and captures any plans that is going forward on a national level. 

Mortality Review
An agreement has been reached between the Welsh Government Improvement Cymru which in the NHS Executive now.  The Medical Examiner is also sharing data for the first time.

The Minister has agreed on the final report of their mortality review, which covers period 2012 to 2022 and publication is imminent. They are currently looking at a spotlight analysis of any specific issues which may come out of the review and this will be shared publicly.  

Ruth shared the findings are very similar to LeDER  i.e similar mortality gaps in avoidable and preventable causes of death which include respiratory infections and cancer which is also high in Wales.  She also advised there is no sign in the 10 year period of reporting of any reduction in any of the deaths around intestinal obstruction or dysphasia which is worrying and they will be looking at the recommendations to improve their strategy in obtaining data in Wales

Education and Training
Paul Ridd Learning Disability Education and Training programme Foundation Phase launched April 2022 and is mandated by health boards.  
· Tier 1 is mandatory and is ongoing.  Once training has been picked up, it will be reviewed on an annual basis. 
· Tier 2 is the enhanced training and they have just finished consultation and will go to test phase from the end of March 2024
· Once Tier 2 has gone through the test phase, Tier 3 Advanced will be looked at by the end of this year. 

Developing Quality and Safety Standards
Developing Quality and Safety Standards for Adult Learning Disability Services is ongoing.  

Learning Disability Annual Health Checks 
It was reported that this year they have been provided additional funding for each health board to assist in improving access.  They have now received the evaluation reports from health boards and are waiting for the next funding round to go out after March to ascertain whether the additional funding has worked.  Each health board has adapted a different approach and how they use lighter funding to ensure best use of the money.


Plans are being developed for a cluster based approach to the delivery of the health checks 
together with digitalisation of the health equality framework.  In consideration of this there is a service user outcome tool and they are looking at  how this data will improve and shape services in the future.

Physical Health Improvements
They are progressing with the validation of a bowel screening tool. The first meeting was held in November 2023. They worked alongside Public Health Wales for the Vaccine Preventable Disease Programme.  The project looked at how people with a Learning Disability are mainstreamed into all public health Wales guidance that goes out i.e. ensuring guidance and materials are easy to read.  This campaign ran from autumn to winter and they are now looking to ensure Covid vaccines are continually available.

They have received the final reports of the health profile and evaluation and are in the process of considering the findings.  Some of them and recommendations are about increasing ownership among people with a learning disability and their families.  This is a health profile for people to go their pharmacy or their GP and it is not just for the acute sector.

Discussions are ongoing with the Welsh Ambulance Service around their patient records and their capability of flagging reasonable adjustments within the Welsh Ambulance.  They are currently looking at the care bundle and joining that up with a health profile which are all around the safety and quality of care for people with Learning Disability.

They are exploring the role of the function of the acute and community liaison nurses in Wales and developing a dashboard to make sure they have the right information for those
going into hospital or providing healthcare.

Action continues around recruiting and retaining Learning Disability Nurses.  It was reported recruitment in Wales this year is 120 (over 3 universities).  They are looking at solutions and one of them is around how health boards advertise nursing jobs and are working alongside Health Education Improvement Wales to try and focus on the retention.  They have also employed retention leads in each health board to look at the health and well-being of staff and how we ensure that staff retention. 
Wales has signed an agreement has been signed with India for the recruitment of international nurses and international students to Wales in mental health. 
 
Children and Young People
A literature review has been commissioned on models of CYP with a learning disability and  have now commenced two primary research areas looking at the CALDS Model across the 2 services in Wales that use the model and will consider whether it will be a national model or not.

The community practice for children and young people continues to grow and now has approximately 400 memberships.  Improvement projects are being funding across children's services from early intervention to transition into adult service.
They completed some work with schools for the first time and are trying to work closer with education to look at those needs.

There are plans to put a lens for learning disability on the NEST Framework (this is the framework for the wellbeing and mental health of children and young people).  This will provide a guidance to children's services on the well-being of children with learning disability.   The plan is to ensure the action plan materialises into a long term plan for children and young people and adults in Wales

Viki thanked Ruth for her comprehensive overview.

[bookmark: _Hlk164784426]Questions
1. Viki Baker
Asked whether speech and language therapists are involved in the national steering around Dysphagia?  Ruth advised they will be, however this is something coming out of the mortality review and has not been published yet, thus no firm action plan.  Ruth also raised the need to ‘shine a light’ on people with profound complex needs around the issues of dysphagia.  She also advised there are a few learning disability nurses who work in dysphagia services in Wales alongside speech and language therapists. 

1. Kirsten Lamb
Kirsten thanked Ruth for her impressive feedback and asked for a response to the following:-

1. Whether the Mortality Review was a one off review of all deaths over a 10 year period and whether they will stop reviewing and work on what to do about it?
1. The Learning Disability Annual Health Checks - whether they require anyone particular in the practice to do the check and how and how will it be monitored?  What is done in it and what the quality is as this is a deficit in England.  
1. The  bowel health tool kit. - Is this about how to do cancer screening or is it bowel health in general?

Response to questions - Ruth Wyn-Williams
1. Mortality Review - will be recommended to be a continual review.  Their analysts are currently looking at a process of how they can do it efficiently with the goal to collect data annually but they do not have a specific LD data strategy and are working towards this.   Regarding the mortality review Kirstine asked whether they were being more meticulous around ethnicity recording as this is proving to be a really big dilemma.  Ruth replied, it was identified within the report that they should do it better and that some of the information they have around flagging within their services are not accurate, these are things that need to be put in place.  Ruth acknowledged there is room for improvement.

1. Annual Health Checks - at the moment it is a directed enhanced service for the GP practices.  Some GPs have advanced nurse practitioners that will work with the GPs to facilitate health checks. Currently as a directed enhance service GPs claim for each health check completed.  There are plans for offering health checks at cluster level, with 2 pilot areas identified, those pilots will be looking at quality and not just the quantity, identifying resources and workforce requirements.  

1. Bowel Health – the need for a bowel health tool was a response to the number of deaths due to constipation noted and recognising the need to upskill all stakeholders. Thus a tool to help people with learning disability and their families to screen bowel health early, as often they come to health care too late. The validation of the tool was done with people with learning disabilities and for families and is a way to assist families and people with learning disabilities to identify signs and symptoms early.





Scotland - Isla McGlade

Isla thanked Ruth for her feedback.

Feedback

Consultation in Learning Disability 
It was reported that the biggest overarching policy driver for Scotland at present is the  Consultation in the Learning Disability, Autism and Neurodiverse Bill that is now out. This covers a wide range of topics in Scotland, including mandatory education in relation to people with learning disabilities, health checks and data communication.  The consultation opened in the 29th of December 2023 and it closes towards the end of April 2024 and this policy will inform the policies across all of the group areas in Scotland in future including Learning Disability Nursing.  Isla agreed to share the outcomes once they have an understanding of what the consultation returns. 

Health Checks
This has been rolled out and is now in process and the first data point for the health checks will be the 31st of March 2024. 

Differing from the direct enhanced services across the rest of the countries in the UK, Scotland have a directive to NHS Scotland.  There are 14 NHS boards in Scotland and there is a legal requirement on those boards to deliver the health checks for adults age 16 plus with a learning disability. This must be delivered by a registered nurse/medical practitioner across any of the 4 fields which includes general practice and primary care.  

The Scottish Ambulance Service has a Key Information Summary (KIS) which is a collection of information about a patient extracted from a patient’s general record.  Going forward they would like to be in a position where the outcome of the health check is added on to KIS which will enable clinicians to see what the health care needs are of  somebody presenting out of hours. 

For the first time in Scotland and as part of the 2030 strategy the Scottish Ambulance Service have a policy specifically in relation to people with learning disabilities.  This will primarily be looking at reasonable adjustments and the service be made better for people in an out of hours service and also a similar position in terms of NHS 24.  Both organisations will present at Learning Disability Week which is held every year on first week in May and there will big push this year on 
digital inclusion. 

Funding
Funding in Scotland is based on NRAC and is anchored on the general population.  Currently funding in relation to the evaluation of the different modalities that are going to be rolled out across Scotland is being considered.  Isla confirmed the census outputs will be published at the end of August/September 2024

All 14 territorial boards in Scotland have had their share of the funding and have been asked if they were to achieve 100% up take of health checks in a variety of models, in a way in which they see as best practice, how much money would they would need going forward.   However given he census point they do not know exactly what the population is of people with learning disabilities. Realistically it will not be achieved in this financial year, but the idea is to build it into civil servants asking ministers to approve those kind of monies going forward.


There is no negotiation in terms of healthcare support workers delivering health checks in Scotland and this is a clear directive from the Chief Nursing Officer.   There will be opportunities and discussions around other professionals in the future being involved in the accountability of 
the health checks.  If there are other professionals across health and care who has a particular relationships with individuals, they are welcome to be a part of that health check, but they are not accountable for it.  These directions allow the territorial boards to come up with different models of Scotland and will be different to the other countries. Scotland currently has 4 primary care led territorial boards delivering a local enhanced service, however if any of the primary care practices do not sign up they must provide an alternative in terms of the delivery of the health check.  The other ten boards in Scotland are a nurse led models and within that there are a variety of models within that and it may be that it is all delivered by learning disability nurses or primary care nurses or a combination of both.

National Screening Programmes
A lot of the work in terms of health sits within the health checks. NHS Lothian led on gathering information in different language and from different forums and that piece of work for the three cancer screening programmes and for the other three screening programmes in Scotland which is Diabetic Retinal Programme AAA and pregnancy screening was launched in December.  This is still linked to NHS Lothian site but it will moved to NHS Scotland site.  Link to be shared.

Data Lead
In terms of data there are gaps but the Scottish Government has employed a data lead who previously worked with the Scottish Learning Disability Observatory in Scotland and has been in post for 3 weeks and will be introduced to the Senate in the future.

‘Coming Home’
Another big piece of work is in relation to ‘Coming Home’.  This is focussed on delayed  discharge from inpatient services. The Scottish Government provided 20 million pounds to health and social care partnerships, of which there are 31 in Scotland. 

These are all divided within the health boards.  The health and social care partnerships have been asked how they are spending or have spent their money and what their intentions are in relation to supporting individuals.
One of the biggest challenges remains recruitment of staff across health and care.  
Isla agreed to share the data set.

Recruitment
Recruitment across health and care in Scotland remains challenging.  Scotland has a nursing and midwifery task force and it fair to assume that marketing to attract, recruit, retain and support employees across Scotland will be high on the agenda

The Scottish Learning Disability Nurse Leads Group are focussing heavily on what the educational support of senior learning disability nurses in Scotland is and can we support  more of them in terms of PhD, Professional Doctorate etc.  The data for this is now available.  In 2013 a nursing and educational framework was developed for learning disability nurses and this has been agreed as part of the Learning Disability, Nursing Education and Workforce Review to be  a key outcome.  

Allied Health Professions
In terms of health checks they have kept both the Scottish Learning Disability Allied Health Professions and the Scottish AHP Federation up to date regarding the involvement or not of AHPS as accountable clinicians at some point in the future.  They are also looking at Scottish Ambulance Service and whether or not this is a possibility in terms of supporting health checks.  However it is recognised there has to be a  registered nurse, registered medical practitioner and if they go along that line it will have to be supported by a pilot and various research.  
Research in Scotland sits within Primary Care and is based on registered nurses, and registered medical practitioners delivering the health checks to date.

Isla extended thanks to colleagues who have been in touch with over the last few months, Kirsten in particular.

Viki thanked Isla for joining whilst she is on annual leave.

Questions

Kirsten Lamb

1. Are you prescribing exactly what the content of the health check should be and how it's to be recorded, therefore how it's to be audited
2. what pre-check training are you requiring your registered nurses and registered medical practitioners to do?

Response to questions – Isla McGlade

1. The health check is called the Scottish Health Check for Adults with Learning Disability and everyone needs to follow the same pattern. In Scotland there is a variety of IT systems across health and care and it is a challenge in terms of ensuring that that data is captured in one system and needs to be transferred to another.   Data is pulled through via public health. It was Spire however Spire is now closed and it will be replaced by Alba.  

2. There are guidance notes for all practitioners.   In terms of education, support, NHS Education for Scotland (NES)  is one of the small number of specialist boards in Scotland and there is a health check section dedicated to the delivery of the health check which includes guidance support for professionals, the requirements for example, if somebody wants a supportive care, relative or paid with them, that must be adhered to.  

Kirsten thanked Isla.  She asked whether Isla could let her have sight of the Scottish Health Checks for adults with a Learning Disability; and offered for information purposes to link Isla with a colleague in the North East (Kathy Peterson) who has presented at the Senate recently and who has developed the concept ‘Adult not Brought’ which now is has coded terms available using SNOWMED and is therefore auditable.  

Isla thanked Kirsten and advised they are moving to SNOWMED and any help in relation to it in terms of data codes would be very helpful.

Jason Crabtree
1. Jason raised that he was recently made aware of the Scottish Green Party taking a vote against/or banning applied behaviour analysis and positive behavioural support and asked whether this is filtering down in and whether we may need to be concerned as organisations  in terms of supporting people with learning disabilities.

Isla replied she is aware of this and feels it is not got the coverage in Scotland that perhaps it has elsewhere, but they are keeping an eye on things.

Viki advised Jason that it is on the Agenda for discission later.  

Indermeet Sawhney 
Complimented Isla on the innovative and creative annual health checks and urged all nations to think creatively about health inequalities, how to improve health outcomes for patients,  increasing access and how they are delivered.  Isla acknowledged this and   felt that sharing learning from each other is extremely helpful.   
Isla also raised that due to financial constraints there is a ‘no travel ban’  in place for staff in Scotland and that they will not able to attend any face to face meetings which includes Senate.  She is happy to have discussions regarding this offline. 

David Nuttall – Department of Health and Social Care 
David Nuttall thank Ruth and Isla for their interesting updates.  

Feedback
Oliver McGowan Mandatory Training on Learning Disability and Autism 
The main focus has been on getting the Code of Practice required to produce under the relevant legislation.  It has been to a public consultation and feedback has been received.  They are now getting close to publishing the document (subject to cross government clearances) and he will
provide a further update in the near future.  The main point to raise is that as the Code is concluded and finalised it will set the parameters for the mandatory training and will determine how it will be done and implemented so that costings can be finalised to allow it go through the process of getting formal clearance.

In terms of roll out, a good number of people have completed the e-learning component.  They are now in the process of rolling out a 90 minute webinar for Tier 1 with people with lived experience to complete the Tier one stage.  Tier 2  is a one day training session.

Building the Right Support
In regard to the programme of work to reduce the number of people with Learning Disability and Autism who are using or who are in specialist mental health inpatient settings through investment community support.  They are seeing 2 distinct trends emerging in the data for people with a learning disability and are seeing significant reductions in the numbers inpatients of 50 to 60% reductions.   In  contrast to that they are seeing the number of people who do not have a learning disability diagnosis who are in patients in predominantly mental health pathways and they thinking about the right response to this.  

In regard to data there are 2 things to note.

1. Their data for January, which is due to be published in February, was delayed due to issues with the data.  This has now been resolved and the figures should be published this week.  
2. The data for February will be published in March and will provide a sense of progress

Down Syndrome Act 
The Department are currently doing a focussed piece of work to describe the needs of people with Down Syndrome across the areas covered by the legislation i.e. within health, social care, housing and education and quite a lot of work will be looking at the academic and professional evidence underpinning particular needs of people with Down Syndrome.  Alongside the needs development, an exercise has been undertaken to map all of the statutory requirements that relate to this group of people and their needs, and bringing it together in one place.

There has also been extensive piece of engagement with people Down Syndrome themselves around their call for evidence results and the Draft Guidance to be developed to ensure it includes the views of people with Down Syndrome  to inform the work they are doing but also ensuring they are explaining how they are developing the products and the documents and what they are doing ahead of going to formal consultation.

The next steps will be to head towards publishing both the draft Guidance for Consultation and a summary of the call for evidence results.   There is no timetable for this as yet.  

Update of the Autism Strategy Guidance 
As part of the Autism Act there is a requirement of to have statutory guidance to ensure it is relevant and they are in process of updating it.  It was reported they have a version which brings together the relevant statutory provisions and have been working with the Autism stakeholder groups and will be sharing a further draught with them shortly.  They will be heading towards completing a final draught of that Guidance around the same time as the Guidance on Down's syndrome.

Independently Chaired Care Education Treatment Reviews
These are reviews carried out on the care of people who are detained in long term segregation as part of quality improvement work.  It was reported they have effectively commissioned the Care Quality Commission, the regulator in England and work is under way to develop a slightly revised process for this and they are expecting this work to recommence this year with the aim and purpose is to ensure people can be moved out of restrictive environments as quickly as possible and that the right steps are put in place to ensure that people are moved back towards Community support and preventing people from entering restricting environments in the future.

Finally the report by the Race Quality Foundation ‘We Deserve Better’ which looked at the disparities people of learning disability and people from particular ethnicities is out.   The Race Equality Foundation hosted a round table event which  he attended last week which looked at how can we can implement  some of the recommendations.

Viki Baker stressed are many different voluntary sector organisations working on behalf of people with a Learning Disability who are producing a series of campaign materials which relate to the ineffectiveness of the Building the Right Support Programme and in particular what that means for the lives of people with a learning disability in terms of the numbers of people in inpatient care and how that money could be spent differently in terms of community support.  

In response David Nuttall stated that potentially there is a need for differential approaches for individuals with Autism, who do not have a learning disability, and who are on mental health pathways and the appropriateness of these arrangements and whether some of the approaches taken on Building the Right Support are relevant in such cases.  

Viki thanked David for his feedback. 

Questions 
Kirsten Lamb

Kirsten raised the following 3 points but stated she is happy to pick them up outside of this meeting. 

1. She is getting a lot of concerns raised by GPs about the Tier 2 face to face Oliver McGowan Training from Primary Care and she would like to discuss this further.
2. The Down Syndrome Act and in particular  the  potential unexpected repercussions for the non-Down Syndrome population with a Learning Disability.  She stated that only 5% of patients on her practice register had with Down Syndrome.  A lot of  patients had undiagnosed causes of their Learning Disability, Learning Disability with Cerebral Palsy or extraordinary rare syndromes etc.  
3. We Deserve Better – work was completed in Hertfordshire some years ago which revealed which revealed a discrepancy between the ethnic profiles of their LD patients known to the local authority against the demographic profile of the county.  It found that people from ethnic minority populations did not seem to be known to the local authority or to primary care and the problem was how do you find and support people who are not known; and how could this be recorded.  

Response
David Nuttall acknowledged there is lots to say on all the queries Kirsten raised and requested she pick these up outside of the meeting.  
With regard to Tier 2 training – as mentioned earlier he is attending all day training on Thursday. Mainly to absorb first hand and figure out whether it is doing what it is supposed to do and whether we need more time for it. 

Jonathan Beebee

1. Oliver McGowan Training
Jonathan said he is looking forward to seeing the consultation.  It was felt the training was rushed through and a lot of their members had concerns about the package. He also mentioned they would like to see support for alternatives to the Oliver McGowan training for meeting the standards and how providers the support with this. 

2. Social Care
He also wanted to raise Social Care and in particular the financial situation that Isla mentioned and how this may impact on ambitions to discharge people from hospital. He has heard from local authorities who are not giving providers at any uplifts at all this year, despite there being a 9.7% rise in minimum wage and packages being recommissioned on mass to try and get cheaper providers which will remove some of the skilled social care support and he is concerned how some of the financial pressures may impact on ambitions to discharge people from health settings

Response
David Nuttall acknowledged it is  a legitimate concern and there are a lot of different factors.  However he is conscious there is a budget coming up which will have an impact in terms of the achievability of some of the things that we're talking about.

Siobhan Rogers
Raised that as far as she is aware the Down Syndrome Act is UK wide as opposed to England and asked whether there is anyone from Northern Ireland involved in work around developing the Act.

David Nuttall stated that territory was ultimately England. Initially there was a lot of interest in it being UK wide but for a variety of reasons it was not supported.

Vicky Romilly – Royal College of Speech and Language Therapy
Picking up on some  of  David’s points around Autism Guidance.  She stated that she did not feel familiar whether that had come to professional bodies but both the Royal College of Speech and Language and the Royal College of Occupational therapists would welcome some direct involvement.  



David Nuttall stated he did not thing they had formally come out to all of the professional bodies yet, and will take this back to check with the teams in terms of what the intent and plans are around this.  

Joanna Dwyer
Echoed what Vicky said above and added she has had a conversation regarding this with people from the Royal College of Occupational Therapists and they have received some feedback but they would welcome some further involvement.  


Siobhan Rogers - Northern Ireland

Learning Disability Strategic Plan
The feedback below was shared and verbalised by Siobhan.



Siobhan stressed the need for  clarity on the role of specialist learning disability inpatient care for people and asked whether there is a document that clearly defines the role of in-patient care for people with an LD - if not, should Senate develop this?

Response

Ashok Roy
Ashok Roy felt the answer is yes and no, because we have talked about Quality Standards and 
and various aspects of long term restrictive practices but we have not re-visited who it is best for and what else should be there to make it actually function in the way we want. He stated he is happy to take advice from Ken and there is a forum where this can be picked up but he feels 
it is reaching a crisis point in their area.  

Siobhan stated that not only is it reach crisis point it is at risk of being lost or defined inappropriately. There is a role for it but there needs to be a very tight definition around it as it  has been used inappropriately. People have come to harm but the question is do 
we want to lose IP care completely?

Jonathan Beebee
Advised there was a lot of publications in the early 1990s/early 2000s, around how mental health hospitals were not appropriate for people with learning disabilities.  A lot of the direction, particularly in England, over the last 10 years has been to group mental health and learning disability hospitals together and to push towards a closure of these hospitals.

Indermeet  Sawhney 
Stated our patients needs that specialist A&T and will be very vulnerable in  mainstream mental health units.  What is needed is robust inpatient standards to ensure they receive effective high quality and safe care in inpatient units.

Viki Baker asked Ashok Roy what we should do next as a Senate.  Ashok Roy felt that advice would need to be taken from National Lead.  We are not short of standards for inpatient care but the question is who is it for?  We need to think about how the Senate articulates this particular question.  It is naive to think that everybody with a learning disability will get a great service in a mainstream mental health and suggested the Senate produces a discussion document which talks about the role of the service, not just in the quality.

Ken Courtney
Agreed with Indermeet and felt it is around the quality of care that is being provided and in services and we need to emphasise that and do more work around it. It's a really thorny question, I have to say, but this is how it is at the moment.
In terms of NHS England, Ken advised he is new to the role and is currently getting to grips with what is going on. 

Ashok raised there is a similar crisis in children's inpatient services and there is again this belief that the existing CAMHS LD Services are not functioning well, are too expensive and outcomes are not great and the response is ‘let’s just close them’.  Again children have been found to get a really poor service in mainstream CAMHS Services and felt it needs to be looked at from a all age perspective. 

Heather Hannah raised that she will be speaking about the Children’s inpatient services later on the agenda.

Muckamore Abbey Hospital is due to close in June this year and work.   There is a Regional Oversight Board which continues to focus on the remaining 25 people that need to be resettled.  It is unlikely all of those people are going to be out by June however the Minister is committed to achieving this date and there is ongoing discussion regarding interim arrangement i.e. where will people go if their community placements are not available or ready?   The PSNI investigation and judicial process is ongoing however the public enquiry has been delayed.  It was due to have heard all of the oral evidence by June but this has now been pushed back to October.  The reason for the delay is because the chair has had urgent heart surgery.  

The Belfast Trust currently have the consultation on the plan to close Muckamore and that is why there is no real clarity about the role of inpatient care for people with the Learning Disability and it would be helpful to get that clarity.

The Department of Health are currently undertaking work across the five trusts to ensure Implementation and roll out and the aim is to ensure children and young people can access specialist therapeutic support in the community.  The biggest challenge is that they do not have a workforce across health and social care that want to work within LD services and this is one of the biggest reasons why resettlement is such a problem.   She asked if there was any work happening across the 4 countries they would love to be involved in this to celebrate what they do.

Leanne Gelder 

NHS England » Commissioning framework for mental health inpatient services
Leanne shared the above link to the commissioning framework published in December for anyone who hasn’t already seen it.  The framework talks about acute inpatient care for people with Learning Disability and Autism.  

Action for Senate

1. Members to let Viki and Ashok know if anyone is interested in meeting outside of this meeting and before the next meeting to discuss its content further.
2. Debbie to add as an Agenda Item for the next meeting

Regional Policy on Restraint and Seclusion




Leanne reported they have a Regional Policy on restraint and seclusion which is causing a lot of anxiety across Adult Learning Disability Services and there is a lot of resistance to implementation.   Some people are actually suggesting that Social Care providers will hand back packages and that it may impact on resettlement.  

	5.
	  Rolling Items (10.30 -11.30)

	
	
STOMP – Dave Gerrard/Carl Shaw/Emma Clark

(please see updated presentation given by  below)




David Gerrard thanked Carl for his presentation  and advised Carl’s survey results have not been finalised and he will come back with more detailed themes in due course.   

He reported that since the STOMP programme was initiated as a call to action in 2017, all use of antipsychotics and learning disability, be it for serious mental illness and or other indication as such as behavioural indications, has reduced as is the use of antipsychotics, where there is not a serious mental illness diagnosed.  Looking at comparisons, to rates in general population there is still a significantly higher chance of people being given this medication because they have Learning Disability, and this needs more work. 

The use of Benzodiazepines around rescue medication has fallen more significantly than the other rates of medication, and that is to be welcomed.  However the caveat against that is that the use of anti-seizure medication where there is no clear diagnosis of seizure activity or epilepsy was reducing but has now levelled back out again and the rates of antidepressant prescribing, particularly where there's no indication for anxiety and depression, is significantly rising and is  mirrored across the general population.  He mentioned the BMJ article a few months ago where there was some quite significant questioning around what needs to be done about that and he feels this fits nicely with this STAMP/STOMP Agenda.

Carl's survey has picked up some really vital themes that we do need help and support with.  He raised there is still as much as 2/3 of people plus who have never having heard of the STOMP/STAMP Agenda and the critical change for STAMP/STOMP is the need to focus on good optimization across the sectors of care, focusing on holistic outcome, person centred care, excellent, reasonably adjusted care to ensure the care and support is better than it has been at any other time.   There is now a Specialist Practitioner Group that focuses directly on medicine optimization. The group is very active and has 80 or so members who are primarily pharmacists, but with quite a number of nurses.

Regarding MindEd they are currently in the process of signing off modules 7 to 10 these will hopefully be launched in June 2024.

Standards of Practice will be picked up again at future meetings as they will require representation across Senate members and across the Royal colleges to get a balanced and consistent set of updated standards that allow people to understand what it is being asked of them around STAMP/STOMP practices.

Valproate

Noted there has been a change in guidance.

Multicultural STOMP presentation  deferred

Martha Claxton-Kane - Autism and LD Position Statement
Martha shared her presentation – awaited.

Conference Planning Update – planning is well underway , post meeting note -conference postponed to Autumn 2024



	6
	New Items for Discussion

	
	Judith Reep/Diana Ramsey – Occupational Rights shared their work 

https://prezi.com/view/3WrCmzJlVgfAdVUcYbbh/ .

Heather Hannah - CAIDPN update re inpatient settings for children (Presentation) – Heather shared her presentation :




LTS/Solitary Confinement (Discussion) 

Scottish Green Party ABA (Discussion) 




	
	

	
	Dates for future LD Professional Senate meetings:
3rd June 2024            9:00am -12.30pm
2nd September 2024  9:00am -12.30pm
2nd December 2024   9:00am -12:30pm
LD Senate Conference 17th October 2024
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		Minute number

		Date of Meeting

		Agenda Heading

		Action no.

		Discussion

		Who

		Deadline

		Status & update



		5.9

		2.12.19

		LD Senate Conference

		35.4

		Programme for LD Senate Conference on Complex Physical Health 

The conference will be held on the  7th May 2024 - Free Venue at the RCPsych



		KD/AR

		2.3.2024

		steering group in place and planning well underway 



		6.1

		5.12.2022

		Obesity



		42.1

		Agreed to produce a LD Senate position statement.  

Postponed–to 2024



		Briony Caffrey

		6.6.2024

		Obesity position statement has been paused until June 2024.  





		6.2

		5.12.2022

		Handover between services

		42.2

		Agreed to draw up guidance.  

Need a replacement for Karen, Ashok, Sandy and Karen.  Volunteers for replacement 

Position statement for the Senate required.

Kirstine happy to Join representing Physical Health.

Jason happy to link in

Ruth UK paper and do we need to look at a draft from each country.  Would like it to be a UK paper but would other people from other parts of the UK to be part of the group.

Siobhan – Volunteer/challenge for other countries only 1 or 2.  Siobhan to be the link and nominate contributors.

Sandy reminder that this linked into the old responsible commissioning stuff. There was a protocol.  There should be less problems now that there are fewer CCGs/now ICBS there are still disputes he is in involved.  Suggested each nation looked at their protocols to start with  to manage people’s participation.  

Sandy to try and dig out the papers everyone including the Welsh paper 

		Lynette Kennedy

		6.6.2024

		Lynette is leading on this – it was agreed for AR VB to contact Lynette



		6.4

		5.12.2022

		Long Term Segregation

		42.4

		Guidance to be produced re the use of LTS

Action for AR to write to Kiran – heading the RCPsych group who is developing guidelines

There is a group looking at this.  Kiran/BPS.  Further discussion is needed 



		Kirin Jeenkeri

		6.3.2024

		Discussion on agenda 4-3-24







	

LD Professional Senate action log 4/12/2023
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Llywodra h Cymru
Welsh Government

Wales update
Learning Disabllity Professional Senate

Meeting 06.03.24

Dr Ruth Wyn Williams
Swyddog Nyrsio Anabledd Dysgu | Nursing Officer Learning Disability (Ruth.Wyn-Williams@gov.wales)




mailto:Ruth.Wyn-Williams@gov.wales



Learning Disability Specialised In-Patient Services

(Action 3.1).
Mortality Review and Medical Examiner Service (Action Learning Disability Strategic
3.2). Action Plan 2022 to 2026

Our plan for developing and implementing learning disability
Learning Disability Education and Training Framework ooy Tom B8 2
(Action 3.3). R
Learning D|Sab|l|ty Qua“ty and Safety Standards for Learning Disability Strategic Action Plan 2022 to 2026
adult LD services (Action 3.4).
Learning Disabllity (annual) Health Checks (Action 3.5). Priority area: Health,
Development of a Digital Health Equalities Framework '”C'”ﬁ:gglﬁﬁt‘i’;'”gnzea'th
(HEF) (Action 3.6). avoidable deaths. ‘
Improvements to Physical Health Provision (Action 3.7). G Anoess o

Learning Disability Nurse Workforce (Action 3.14).

Children and Young People with a Learning Disability
(Action 5.1).




https://gov.wales/learning-disability-strategic-action-plan-2022-2026-html#:~:text=Overview%20This%20action%20plan%20sets%20out%20the%20Welsh,contains%20specific%20actions%20with%20timelines%20for%20each%20commitment.



Action 3.1 Learning Disability Specialised In-
Patient Services

» 5 LD specialist inpatient services audit cycles focused upon the occupancy
and length of stay has enabled us to understand the current position.

» Understanding quality of care is the focus of the in-depth inpatient review
January-March 2024.

= The National Collaborative Commissioning Unit (NCCU) conducted a
physical environment review of inpatient settings — ‘Building Blocks. A
Foundation for the delivery of Safe, Efficient and Effective Provisions. A
focused review of Learning Disability Inpatient facilities across Wales In
2023°. Awaiting final report.

* LD-NIAG (National Implementation and Assurance Group). Explores how
to capture health board transformation plans, reduce variation of NHS
specialist LD service delivery across Wales I.e. universal core offer of
community services and ATU's.





Action 3.2 Mortality Review and Medical
Examiner Service

» Data sharing agreement reached between Welsh Government, Improvement
Cymru (NHS Executive) and Medical Examiner.

= Mortality overview report Wales 2012-2022 (n=3299) (publication imminent).

* Next stage discussion with NHS Executive re: - spotlight analysis of specific
ISSues.

= Similar mortality age gap as other UK nations.
» Avoidable/preventable causes of death include respiratory infections and cancer.

= No sign of a reduction of deaths from intestinal obstruction or from dysphagia
during review period.

* Recommendation for annual reporting and further work in relation to a data
Improvement strategy for learning disabillity.





Action 3.3 Learning Disability L
Education and Training Framework VR G

Paul Ridd Learning Disablility Education and Training
programme Foundation Phase launched April 2022 & TP —
mandated by health boards. i
n=55,362 (Dec 23) public facing NHS staff completed

training.

n=2913 others accessed training via Learning@Wales.
NHS Executive continue to monitor uptake.

Adapt & update training for use within social care and
across wider public sector.

Health Education and Improvement Wales (HEIW)
developing Tier 2 Enhanced (test phase from March
2024) & Tier 3 Advanced (2024-25).






Action 3.4 Learning Disabillity Quality and
Safety Standards for adult LD services

Llywodraeth Cymru
Welsh Government

Under consideration:
Learning Disability Standards for Wales. Briefing Paper, December

2023 (Improvement Cymru, NHS Executive).

“There is an appetite from the health boards for an agreed set of
standards to benchmark themselves and all services who provide
health and social care for people with a learning disability, ensuring
a clear consistent approach across all regions in Wales”





Action 3.5 Learning Disabillity (annual)
Health Checks AR

Additional funding allocated to each health board to assist in improving access to /
frequency of health checks.

Mixed results to date — Challenges include resourcing and recruitment.

Developing plans/test phase for a cluster-based approach to the delivery of LD
health checks.

Digital health check process being considered.

Action 3.6 Development of a Digital Health Equalities
Framework (HEF)

Considering final report of the Service User Outcome Tool.
Alpha phase finalised.

Improvement Cymru at the NHS Executive continue to support all health boards.






Action 3.7 Improvements to Physical Health
Provision

Llywodraeth Cymru
Welsh Government

= Bowel health tool kit, progressing with validation.

= Needs of people with LD embedded in Vaccine Preventable Diseases
Programme developed by Public Health Wales .

» Health Profile evaluation report imminent (to promote as a patient
safety tool).

= Ongoing discussions with Welsh Ambulance Service NHS Trust re: their
Electronic Patient Record & capacity to flag reasonable adjustments.
= Awaiting final LD Care Bundle report with initial discussion re: digital
solutions.

= Exploring role and function of Acute/Community Liaison Nurses in
Wales, plus development of dashboard.




https://phw.nhs.wales/services-and-teams/improvement-cymru/our-work/learning-disability-health-improvement-programme/health-profile/health-profile-for-professionals/

https://phw.nhs.wales/services-and-teams/improvement-cymru/our-work/learning-disability-health-improvement-programme/resourses-learning-disability-health-improvement-programme/care-bundle-2022/



Learning Disability Nurse
Workforce (Action 3.14).

Addys

7\ GIG
aL?o CYMRU Cyer:m
NY7 INHIS | ety

ind
s (HEIW)

Retaining and Valuing Nurses
within the NHS in Wales

A Nurse Retention Plan

Implementation of retention plan commenced,
alongside specific workstream from Health
Education and Improvement Wales (HEIW)

focusing on learning disability workforce.

ng &

dwife

The number of learning disabilities nurses
increased marginally in Wales from 988 to
903.

Adult nurses

1.9% (+530)

Children’s nurses

4.9% (+136)

Mental health nurses
2.5% (+131)

Learning disabilities nurses

0.5% +5

Nyrsys oedolion

1.9% (+530)

Nyrsys plant

4.9% (+136)

Nyrsys iechyd meddwl
2.5% +131)

Nyrsys anableddau dysgu
0.5% 5

There are just over 400 learning disability

nurses working in the NHS in Wales.
(RCN, 2021)




https://www.bing.com/ck/a?!&&p=60f23264db3e0483JmltdHM9MTY5ODYyNDAwMCZpZ3VpZD0zYThmZjllZC0yNmFhLTY1YmItMjM0MC1lOGE5Mjc0YTY0MDUmaW5zaWQ9NTE5MA&ptn=3&hsh=3&fclid=3a8ff9ed-26aa-65bb-2340-e8a9274a6405&psq=RCN+LD+report+2021&u=a1aHR0cHM6Ly93d3cucmNuLm9yZy51ay8tL21lZGlhL3JveWFsLWNvbGxlZ2Utb2YtbnVyc2luZy9kb2N1bWVudHMvcHVibGljYXRpb25zLzIwMjEvanVuZS8wMDktNDY3LnBkZj9sYT1lbg&ntb=1



Action 5.1 Children and Young People

Llywodraeth Cymru

(CYP) with a Learning Disability

= Commissioned a literature review on models of CYP with a
learning disability.

= Primary research commenced - explore the CALDS model
across 2 services.

= Community of practice - continues to grow and mature.

= Commissioned six Improvement projects to explore innovative
ways to improve service delivery of health and social.

» Direct school engagement sessions.

= Continue to develop a national vision for the future of CYP LD
services based on the NEST framework.




https://www.gov.wales/nest-framework-mental-health-and-wellbeing-introduction
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Learning Disability Strategic Action Plan

The Department are overseeing a Strategic Action Plan to address the growing pressures across
learning disability services and to provide a focus for future strategic planning and regional
commissioning of learning disability services.

The Group are progressing a body of work across four key actions in two phases:

Phase 1:

e To undertake a review of learning disability evidence and data — took a thematic reviews
approach under six key headings

a.

Life Changes — outcomes have been updated to reflect evidence and guidelines with
a clear requirement to begin transition planning at age 14. A range of actions have
been outlined for Trusts, which seek to better consider both healthcare and social
care at points of transition.

Health and Wellbeing — outcomes have been updated to reflect statutory equality
duties relating to reasonable adjustments to primary and secondary care. A range of
actions have been outlined for Trusts relating to the availability of supports and
services.

Carers and Families —outcomes have been updated to better recognise the role of the
carer and their needs. A range of actions have been outlined to better identify carers,
monitor and respond to need, and involve them in decision making.

Meaningful Lives and Citizenship —outcomes have been updated to facilitate a greater
shift towards community-based day services, promotion of managed budgets, and
integration with local community infrastructure. A range of actions have been
outlined to expand the provision of Day Opportunities and expand Shared Lives.

Home — outcomes have been significantly updated to reflect HSC's role in providing
housing and accommodation. A range of actions have been outlined to address issues
in transitions, bespoke placements, regulation and links to mental health services.

Mental Health & Behaviours of Concern — outcomes have been significantly updated
to facilitate a shift towards a stepped model of care, providing interventions at the
earliest possible stage for people with learning disabilities. A range of actions have
been outlined to better connect adult mental health and learning disabilities services,
commission services, and address issues relating to inpatient access and delayed
discharge.

Phase 1 largely complete and is being used to inform phase two actions.





Phase 2:

e Tofinalise the Adult Learning Disability Service Model - ongoing with further
revision/finalisation of LDSM, aiming that it will be ready for public consultation in April
2024

e Tofinalise and implement the Children with Disabilities Framework - ongoing
e To develop Learning Disability Governance Structure Options — ongoing

Main challenges/differences of view relate to how best to meet mental health and behavioural
needs of people with a learning disability and particular what the role of inpatient care is, and within
that what the role of specialist learning disability inpatient care is.

Urgent regional consideration of pressures currently in the system regarding inpatient capacity, as
evidenced by recent judicial review. This will be further exacerbated in light of closure of MAH (see
below).

Question for Senate — is there a document that clearly defines the role of in-patient care for
people with an LD - if not, should Senate develop this?

Restraint and Seclusion Guidance

The Regional Policy on the use of Restrictive Practices in Health and Social Care (HSC) settings was
published on 20 March 2023

A lot of anxiety and concern across adult LD services about impact of this policy with some providers
suggesting it could impact resettlement (despite people awaiting resettlement not requiring
seclusion). Some social care providers have ‘handed back’ packages to HSCT’s citing guidance as
issue.

Further circular issued from DoH with essentially further clarification on term seclusion (attached)
DoH have set up a Restraint and Seclusion Policy Working Group — has met twice.

Government

NI Assembly back up and running — means that decisions can now be made and funding allocated

Muckamore Abbey Hospital

Due to close June 2024 — work on resettlement ongoing with fortnightly meetings of the Regional
Resettlement Oversight Board continuing under the leadership of Dr Patricia Donnelly, with detailed
planning discussions held for each of the remaining in-patients.

As of 30 January 2024, the number of patients in the hospital is 25. This is an increase of 1, due to
the admission of a patient on 26 January 2024 following a Judicial Review. 24 of these individuals
are delayed in their discharge from Hospital.

Unlikely that all patients currently in MAH will be discharged to community placement by June 2024
this is due to availability of social care providers/social care workforce. Minister Swann remains





committed to achieving this date, interim arrangements being developed for this patients who will
not be discharged. This is understandably causing distress to people with a learning disability and
their families/carers.

PSNI investigation and associated judicial processes ongoing.

Delay to inquiry hearing due to chair requiring surgery for heart condition. Plan was all oral evidence
heard by June 2024 however this has now been pushed back to October 2024. Hearings due to
recommence 6 May 2024. Inquiry continues to operate, but not sitting to hear oral evidence.

BHSCT currently have Consultation on Equality Impact Assessment on Belfast Trust Implementation
Plan to close Muckamore Abbey Hospital — closes 30 April 2024. There is a need for clarity on the
role of specialist learning disability inpatient care for people. This is becoming a challenge across
the region. As above, —is there a document that clearly defines the role of in-patient care for
people with an LD - if not, should Senate develop this?

CAMHS-ID

Department of Health are currently undertaking work across the five HSC trusts to ensure effective
implementation of the CAMHS stepped-care model. Aim is to ensure that children and young people
can access specialist, therapeutic intervention in a community setting (including early intervention
and crisis intervention).

In general workforce challenges across both health and social care is our biggest challenge
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FOR ACTION 

Chief Executives, Public Health Agency/HSC Trusts/NIAS

Deputy Secretary SPPG
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Stormont Estate

BELFAST
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Our Ref:   AMHU 01/2023

Date:	     15 November 2023





Dear Colleague



Regional Policy on the use of Restrictive Practices in Health and Social Care Settings and the regional operational procedure for the use of Seclusion



Introduction



1. The Regional Policy on the use of Restrictive Practices in Health and Social Care (HSC) settings was published on 20 March 2023 and can be accessed through the following link:

Regional policy on the use of Restrictive Practices in Health and Social Care Settings – Public consultation – Consultation Analysis Report and individual responses | Department of Health (health-ni.gov.uk)



2. This policy provides the regional framework to integrate best practice in the management of restrictive interventions, restraint and seclusion across all areas where health and social care is delivered in Northern Ireland, with the emphasis on minimisation, and ideally elimination, of their use. It is applicable across the lifespan - children, young people, adults and older people, to all health and social care staff and within all health and social care services.



Recent updates/ clarification 



3. Since publication of the regional policy in March 2023, a number of updates have been added to reflect requests for clarification, as follows:



(i) Three Steps to Positive Practice – An updated framework on The Three Steps to Positive Practice was published by the Royal College of Nursing on 1 June 2023.  A weblink to the framework has been updated on Page 6, para 3.7 of the Regional Policy, as well as in the References and Endnotes sections of the policy.



(ii) Clarification has been provided on the definition of the term ‘seclusion’ within the policy.  Paragraphs 5.59 and 11.1 have been updated as follows (additional clarification shown in italics):



Seclusion is the confinement of a person in a room or area from which the person is not free to leave.  The term seclusion refers to a specific intervention. It is not intended to be interpretated broadly to cover circumstances where a person is being cared for in an environment (such as care home or supported living service) where they are not free to leave and there may be a deprivation of liberty authorisation in place. Should seclusion be considered necessary, it can only be used in accordance with the specifics at 5.62 and within Standard 7.



Implementation



4. It is important that all HSC organisations understand their individual and collective roles in the implementation of this regional policy and that it is implemented in full.  I would therefore draw your attention to the roles and responsibilities required by organisations in relation to monitoring, reporting and governance, which are outlined in Standard 6 (pages 44-48).  In particular, statutory organisations must appoint an identified Director who is responsible and accountable for realising the minimisation of restrictive practices, restraint and seclusion within their organisation.



5. Whilst the regional policy cannot make requirements on non-statutory organisations, it does provide best practice recommendations that should be implemented to minimise the use of restrictive practices across all services.



Reporting



6. Work is underway with key stakeholders to clarify the monitoring and reporting arrangements set out within the policy.  Further communication will be issued once this work is complete. 



Action



7. You are asked to note the contents of this circular and to cascade to staff within your organisation, as well as to any non-statutory providers, as appropriate.  Should you have any further queries regarding the regional policy, please direct them to mentalhealthunit@health-ni.gov.uk.



Yours sincerely



[image: ]







PETER TOOGOOD		
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STOMP and STAMP

March 2024 Update

Presented by:
Carl Shaw and Dave Gerrard

NHS England









Standard title slide

1



Clear Messages of Health Inequality













































STOMP and STAMP aim to improve quality of life and decrease health inequality

A focus on physical, mental and emotional well-being

Appropriate use of ALL medications through person-centred and structured medication reviews.

Making sure that reasonable adjustments using the Digital Flag are implemented across England for those who need it. 

Focus on preventative healthcare interventions

Consideration for non-medication alternatives including social prescribing and behavioural support where appropriate.

Focus on responding to the annual LeDeR report

Support for the CORE20PLUS5 programme to decrease health inequality

Consideration for health inequality across minority ethnic communities. We deserve better









EVERYONE’s BUSINESS to promote health improvement and banish inequality

CARL



‹#›



How do these slides align with your work and what else do we need to include and consider – we are updating our core message slides to be more focused on health inequality rather than a fixation on deprescribing psychotropic medication

2



STOMP and STAMP resources 



CYP STAMP webpages



Leaflets in different languages



Leaflet for Autistic people 







STOMP overview leaflet



CBF Pathway for families and carers



GP prescribing leaflet



Mind Ed training



VODG leaflet for social care organisations



Leaflet for Advocacy organisations















Carl





You can find out what the Royal Colleges have committed to do. position-statement-ps0521-stomp-stamp.pdf (rcpsych.ac.uk)

Supporting treatment and appropriate medication in paediatrics - our pledge | RCPCH

Stopping Over-Medication of People with a Learning Disability, Autism or Both (england.nhs.uk)



Videos of how medication affected people’s lives



You can see what resources are available and what NICE guidance says. Overview | Medicines optimisation: the safe and effective use of medicines to enable the best possible outcomes | Guidance | NICE
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Performance

Prescribing Rates





‹#›



STOMP prescribing changes 2017-23

Data source Health and Care of People with Learning Disabilities, Experimental Statistics 2022 to 2023 - NHS Digital

		Medication		22/23		17/18		Change		To General Population

		Antipsychotic - all		14.4%		15.5%				16 x more likely

		Antipsychotic – no SMI		8.9%		9.1%				20 x more likely
(growing year on year if autistic)

		Benzodiazepine
		6.8%		7.5%				4 x more likely
(growing year on year if autistic)

		Anti-seizure medication – no epilepsy diagnosis		4.9%		4.9%				2 x more likely 


		Antidepressant – no indication
		12.1%		11.3%				3 x more likely



















Please use this slide in your presentations where relevant – encourage all local system planners to utilise the dataset, as relevant to their locality, within evaluation of progress. I think there needs to be a wider push to use this dataset proactively as it contains rich data about a number of interventions for people with a learning disability

5





Current Workplans

Specialist practitioner Group for medicine optimisation

Call for input from MDT professions

Communication in consultation

Sensory and environmental issues

Alternative therapies

MindEd

Modules 7-10 launch

STAMP scoping

Standards of practice

Valproate guidelines











Plain slide with subhead and bullets
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Developing Arts Therapies Practice Guidelines: 
A co-produced project with arts therapists & people with learning disabilities 



2017

Art therapy specific guidance using consensus methods & consultation with people with LD



Online practices

Trauma-informed

Behaviour considered challenging

Changes

18 months













Academic & accessible outputs











In 2017, we produced art therapy specific practice guidelines with 10 key areas for competent practice. 

Since then, a lot has changed – we’ve seen rapid practice developments brought about by the pandemic and changes in understanding of trauma informed practice, as well as greater awareness of behaviour as a means of communication. 

No other arts therapy – music, drama or dance-movement have practice guidelines. We want to change this. 

Over 18 months, arts therapists and people with lived experience will work together to review and expand the existing guidance. We will then send our updated guidance out to members of the four arts therapies professional bodies for review. 

The final guidance will be published for commissioners and families, along with an accessible video made by The Lawnmowers Independent Theatre Company. We’ll also write up our process in an academic journal. 

Currently we’re getting our ethics sorted and expect to be recruiting in the next quarter. 



Reference: rt Therapy Practice Guidelines: UK art therapy practice-based guidelines for children and adults with learning disabilities: International Journal of Art Therapy: Vol 22, No 2 (tandfonline.com)



7



End slide



 Thank You

        	@nhsengland

        	company/nhsengland

	england.nhs.uk

‹#›
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UK art therapy practice-based guidelines for children and adults
‘with learning disabilities
Simon 5. Hacket, Liz Ashby, Karen Parker, Sandra Goodly and Nick Power

At thrapy is 3 fom of peychotherpy tha s art media 35 ks primary mode of
Communicaton.Haviog sl and expenerce i art s ot 3 prequiement ot people 1o

At therapy practice guideline for working with cil
dren and aduls who have 3 learming disabilty were
developed by the Britsh Associaton of Art Thera
pists. A defiition of art therapy s presented, fol
lowed by a review of the literature related to art
therapy and leaming disablties. The process of
developing the practce guidelines s then described.
This included secking views and experiences from
people with a leaming disabilty who have received
art therapy, which is. briefly reported. In total, 10
practice quideines have been generated and they
are presented in full and discussed in the latter part
of this aricle.

Art therapy

At therapy (or art pychotherapy) is a form of psy-
chotherapy that uses art media 35 it primary made
of communication for cints, where having kil and
experience in art i not requird. This can offer the
‘opportunity for expresion and communication in the
context of a psychological therapy to people who
find it b to express thei thoughts and felings verb.
aly.The overalim of the therapy st enable. person
@ achiove positve change and personal growth
tvough working with the therapist and the art
materls (Bkish Association of Art Therapists, nd).

At therapy with people who have a learning
disability

Since thelate 19705 there has been a growing recog
iton of the emotional necds of people with a earn
ing. disabilty and an increasing awareness that
emotional experiences remain intact regardless of
having a learing disabilty (Bicknel, 1983; Sinason
& Stokes, 1992). Historcal, people with a leaming
disabiity were excluded from receiving peychother
apy (Royal College of Psychiatrsts, 2004), though
this changed significantly during the late twentieth
and carly twenty fst contury, with psychotherapy
and arts therapies now viewed as valid specalist
interventions o support people who have a leaming
disabiity. Using the membership of the Art Therapy
and Leaming Disabiity Specil Interet Group, we.
estimate that 20% of the 1600 members of the
British Association of Art Therapists have some.
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Senate discussion re inpatient services.pdf
Children and Young People with
Intellectual Disability:
Inpatient Psychiatric Services

Discussion at LD Professional Senate
4t March 2024










Potential adverse outcomes

* Institutionalising response to crisis (not child centred)

e Geographical and psychological separation from family, school &
community (often 100’s of miles)

* Trauma (direct & vicarious)

e Delayed discharge & default ‘placement’ in hospital — negative impact
on wellbeing & development (‘deconditioning’)

* Human rights violations

* Magnified with inappropriate admissions or delayed discharges





Have a valuable role in the context of effective
step-up and step-down

* Assessment when there are high levels of complexity and/or risk (some diagnostic questions can
be answered in a more robust way in a clinical setting)

* Treatment that cannot be provided in community setting (helpful approaches can be established
more safely and effectively)

* (Allow families and systems to ‘reorganise’)

* Must be part of a continuum with robust community-based services so that assessment can
happen in a timely way when necessary

* Interventions should be time-limited and evidence-based
» Effective & collaborative discharge planning in essential

* Generic CAMHS facilities are only appropriate for some young people with ID, while others need a
more specialist service (environment, therapeutic approaches and staff skill-set)





Lack of appropriate access to inpatient care
can also lead to poor outcomes

Children and young people with ID do not have the same access to inpatient care as their
peers. Commissioning of CAMHS inpatient beds lack coherence across the system & does
always not meet the needs of children and young people with ID.

Not having access to hospital when it is needed leads to...

Overuse of medication and restrictive practice (sometimes without relevant procedural
safeguards) across a range of settings

Family break down and trauma

Lack of access to education

Admission to inappropriate settings (e.g. paediatric wards)
Young people coming into hospital too late

Fatigue and conflict within the young person’s support network — education/social
services/health





National picture

* England: inpatient provision
varies from region to region;
NHS and private providers;
concerns about bed closures

Northern

Western

e Scotland: need for a 4-bedded
Belfast unit for adolescents has been
agreed but has not progressed

South Eastern

* Northern Ireland: 6-bedded
inpatient unit (admissions
highest from trusts without

community CAMHS-ID)

Southern

0 2 4 6 8 10 12

Admissions to Iveagh (Belfast) over past 3 years





‘These are our children’ (7 years later)

“When the system does not meet
children’s needs, we know they
are at greater risk of social
exclusion, prolonged admission to
hospital, deprivation, physical
harm, abuse, misdiagnosis,
exposure to ineffective
interventions, and failure to
access evidence-based
interventions”

Dame Christine Lenehan, 2017

We need:

e A focus on the rights of the child
* An improved model of care

e Leadership & accountability

* Professional responsibility

* Comprehensive, well
coordinated care

* Coherent strategy &
commissioning





Potential next steps?

* Ask for an update from NHSE, Scottish government and others?
* Invite inpatient consultants to speak at senate — via CAIDPN?

* Senate and CAIDPN to produce a joint paper on the role of inpatient
services for children and young people with ID?

“In the community when possible, in hospital when necessary”
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scottish green party discussion.pdf
Discussion regarding Bylines articles and Scottish Green Party position on ABA

11/1/2024
Meeting notes

- Outlined current situation with Scottish Green Party motion and following Bylines article

- There are also ongoing discussions regarding banning conversion therapy in Scotland,
and discussions across UK as it was not in the Kings Speech.

- The concerns raised appear to be comparing ABA/PBS to conversion therapy for autistic
individuals

- UK-SBA - Maggie outlined what the UK-SBA were currently doing in terms of regulating
ABA/PBS within the UK and the updates to the ethics code following concerns raised.
They are also working on a policy to explicitly outline that we will not target behaviours
for reductions associated with autism.

- The concern is that whilst changes are being made to the UK-SBA they need to be
mindful about public responses

- Iltwas identified that there may be a need for some clarity around PBS implementation in
Scotland as there may be some disparity

- Thereis a PBS community of practice in Scotland that would be good to approach to see
if they are aware/planning any action

- Previously there has been misinformation shared by the Labour Party and the UK-SBA
wrote to them, this was felt it may not have the same impact with the Scottish Green
Party

- The Royal College of Nursing has a good relationship with the Scottish Green Party and
may be able to reach out to have an informal discussion, a representative from the UK-
SBA will look to join

- We need to be clear that banning behaviour approaches is not the answer and what is
needed is adequate regulation.

- Discussed about whether a national enquiry would be beneficial into PBS to address
some of the concerns raised

- Discussed a position statement to be developed by the UK-SBA and to be signed up to
by other professional bodies/colleges e.g. RCN, RCOT, RCSLT, education representatives

- If aresponse is needed to be shared with Bylines, UK-SBA would support but not write
this

ACTIONS

- RCN and UK-SBA to arrange a meeting with Scottish Green Party to make them aware of
the concerns - Jonathan/Niki

- Discuss issue with PBS Community of Practice in Scotland to identify if they are
planning on taking action/willing to support with any actions - Tracey/Linda

- PBS SIG to lead on writing a position statement, this will need to be agreed by the UK-
SBA but to go ahead and begin coordinating a working group — Chloe/Sam

Potential future actions

- Respond to Scottish Bylines article — dependent on discussion with Scottish Green Party
- Request a National Enquiry into PBS
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    Learning Disability                  

    Professional Senate





                                           MINUTES



                                  Learning Disability Professional Senate

                                Meeting held on Monday 4th December 2023

                                              09:00am to 12:30pm via MS Team



		1. 

		Welcome, Introductions and Apologies





		

		Prof Roy welcomed all to the meeting and introductions were made





		2. 

		Minutes of the last Meeting





		

		Following amendment to the final paragraph under section 6.1 – Policy Related Updates requested by Dave Nuttall the minutes of the meeting held on the 4th September 2023 were agreed as true record

`









		3. 

		Action Log





		

		







(See updated action log above)



LeDeR report – has been published. 

Positive support meeting – is being set up.

Obesity PP update - After some reflection following the comprehensive feedback from Scotland it was felt as though the position statement needed to take a different angle, one that was more steeped in evidence and connected to  other national guidance such as https://www.gov.uk/government/publications/obesity-weight-management-and-people-with-learning-disabilities/obesity-and-weight-management-for-people-with-learning-disabilities-guidance



Whilst acknowledging the amount of work that has already taken place, yet being realistic with the time that is required to amend the current document we have agreed the position statement is postponed until the spring and Briony will be in touch with colleagues.



Senior intervenor programme – pilot phase completed.



HOPE(S) pilot runs to December. 



Handover between services - in action log 





		4.

		National Updates (9.30 -10.30)





		

		Dave Nuttall – Department of Health and Social Care 

Long Term Segregation 

Response to Baroness Hollins report on reducing the use of LTS for people with LD and Autism and the Government response - was published on the 8th of November 2023.  Response to this as follows: - 



1. Transfer of the ICTR Programme over to the Care Quality Commission.  So far 2 phases of ICTRs have been completed and a there has been a lot of learning around how the processes have run, what has been good, what could be stronger.  One of those those elements is ensuring there is a clear connection with the work of the regulator.  

This work will be recommencing again in the coming months and will be run for the next 2 years.



2. Proposals to reform - some of the CQC regulations to make the use of LTS a notifiable event to the CQC of the CiTR process, proposals to guidance to make LTS a notifiable event to CQC to improve reporting/information and governance.



Other programmes currently underway are Senior Intervenor Programme – continuing to work with people who are being supported to move them out of restrictive settings and toward discharge and the HOPES Programmes.  When work commenced around ICTRs with Baroness Hollins and the Oversight Panel.  This was intended to be a swift piece of work however COVID happened and the impact of that was that a first round of reviews was carried over a range of different methods including hybrid and virtual components.  It was reported that when they got to the end of the first round it was clear they still needed to continue to review people’s care and the second phase was commissioned.  



Questions/Feedback



1. Viv – Are there any proactive actions from learning from the ICTR report supporting people before they get to solitary confinement.  



Dave stated all of the lessons they have picked up through doing ‘building the right support’ and transforming care before that apply equally in these circumstances.  One of the common features is that some people have been inpatients for a very long time and predates some of the work that has been going over recent support.  Inevitably it is better to get the care and support in earlier.  What they have trying to do with HOPES programme is to change cultures and approach.  Senior  Intervenors is about trying to get a person in who is a consistence presence and links together all of the statutory bodies and partnerships who might be involved in helping that person into better circumstances.  Senior Intervenor and HOPE(S) work will be evaluated before drawing lessons about what the next step will be.  There were a series of things identified by Baroness Hollins and the Oversight Panel which require some revisions to the Mental Health Act Code of Practice.  



2. Prof Roy raised whether the 2-year extended process would be linked to the Senior Intervenor programme and is that also for 2 years.



Dave advised regarding the Senior Intervenor, Programme the commitment has been made that people who had been supported by a Senior Intervenor would continue to have that support and the pilot phase has been completed.  The HOPE(S) model pilot runs to December 2024.  The ICTRs is a 2 year Programme and is currently being recruited to and set up. This work will be carried out by working closely with NHS England and will look at how they all interact as well before drawing lessons about what the next step is.



3. Viv raised all the things that have been discussed have been after people are in Long Term Segregation and asked whether the department are looking at the long term whole lifelong trajectory as it is difficult to see where the actions are addressing problems early i.e. proactive approach rather than reactive.  



Dave feedback that programmes such as the HOPE(S) Programme are not exclusively about working with people in long term segregation, they are also about changing the culture and approach to stop some of the progression into long term segregation for some people.  The wider work on quality improvement in inpatient settings is about reducing the use of restrictive practice and looking back at the case history and posing questions around what might have happened in different circumstances which goes back to building the right support space, and work going on looking a housing support and looking at different aspects of care.  These are not dealt with as separate processes they link across with people working on both sides to ensure we import lessons from the learning around LTS into building the right support.



Feedback from Leanne Gelder - Specialist Advisor of Quality Improvement 

Leanne raised it is critical to look at both prevention and understanding of the patient journey i.e. how people get there in the first place.  A lot of work has been done to move people out but looking at the overall numbers there are still people moving in.  Regarding the HOPE(S) model one the things they have been able look at in terms of supporting the system is the culture that leads to a higher use of Long Term Segregation (LTS) in some areas whilst in other areas LTS is not used at all.   To build on what Dave said earlier in terms of quality transformation there is a huge piece of work they will be starting in January 2024 around culture change and restrictive practice.



Dave reported that one of the things that that has become clear over the last four years is the importance of data and understanding what is happening.  In 2018, individual localities and regions may have been aware of where LTS was being used, but not the national picture which is why it is important the CQC lead on it.  When it was headed up by the Department there were challenges in terms of flowing some of the information around within the data protection rules and within appropriate information governance and the CQC’s Regulator can gain access to the information much more quickly.  Regarding regulation reform its about having swift access to the right information to be able to take action quickly and promptly which is important in order to be able to take action and start to draw that learning locally around what has been happening.  Dave asked all present to look at the report and the links within the report. 



Oliver McGowan Mandatory Training

Consultations have been closed, one in standard format and one in easy read on the code of practice for Oliver’s training and have proceed this and will be publishing a response and will revise the code if revisions are necessary.  

A couple of weeks ago there had been 1 million completions of the e-learning part of the training, which is phenomenal in terms of numbers required in order to make the impact and the change on practice.  Face to face Tiers 1 and 2 have now started rolling out.

The feedback has positive and there have been a lot of powerful vignettes and stories about how people have been doing the training and how it has led to changes in practice.

The Department are focusing extensively on what is the correct model for adult social care, whether or share of the features or is it completely separate to that which is being used within the NHS.  



Down Syndrome Act implementation

There is a lot of work being done in developing the draft guidance which is required under the Down Syndrome Act. The Guidance will set out how to meet the specific needs of people with Down Syndrome in the various domains covered by the Act, i.e. health, social care, housing and education and likely to also touch on other areas including employment support.

The Guidance is currently being produced and the draft will be issued early next year for full public consultation.  The update to the Autism Act Statutory Guidance, shares many features with the Down Syndrome Guidance and is also being produced.

Regarding work on children and young people.  The launch the Partnership for Inclusion Neurodiversity in School  Programme (PINS).   The PINS Programme is backed with additional funding is about getting early support into schools and upskilling staff to be able to support neurodiverse children building on the successful Autism in Schools’ Programme.  The intention is to try to get early help and upskilling to reduce queues for services.  This has been funded for 2 years working with 10% of primary schools. They are also in the process of working NIHR and are looking at a bid for research into demand for therapy as part of SEND Improvement Plan

 

Building the Right Support

Ahead of the March 2024 date there are a couple of key items ensure the action plan is taken forward and completed.  They will also be looking at and trying to understand some of the trends within the data.  NHS England have published statistics which demonstrate that within the headline numbers there are some very different trends for different groups within the population with significant decreases in the numbers of inpatients who have a Learning Disability but are offset by an increase of inpatients with Autism without a Learning Disability who are admitted into mental health pathways. 



Question/Feedback



1. Prof Roy asked for clarification around what will happen with the various Acts which were not acknowledged as part of the King’s speech. There will be a lot of people who are gearing up for a very new approach to things, who will now be wondering what they do with half written guidance and half written codes of practice etc 



Dave acknowledged the disappointment regarding what was exempt from Kings Speech but felt that the intent remains to bring forward the legislation in due course.  There is a Draft Bill on which there has been a lot of work and the next step will be a response to the Scrutiny Committees Reports. This remains outstanding as there is still work required on the Draft Bill.  

In terms of next steps one of the things they will be looking at is what elements can be progressed in the absence of legislation in the near term.

https://www.hssib.org.uk/patient-safety-investigations/caring-for-adults-with-learning-disabilities-in-acute-hospitals/investigation-report/



Wanting know next steps from NHSE perspective , Leanne shared the following report.

https://static1.squarespace.com/static/58d8d0ffe4fcb5ad94cde63e/t/653fb597472c6f26c0adfb46/1698674072786/Year+4+National+report+FINAL.pdf







Questions/Feedback

1. Viv -  asked when the that response to the recommendations is likely to be published.  



Dave responded he couldn’t answer that question.  He will check and feedback. 



2. Kirstin – asked for clarification around the Health Services Investigation Board report, the shared roles of NHS England and the DHSC around this and who takes responsibility for what, particularly in relation to funding.   



3. Another questions was around the Learning Disability Improvement Standards and benchmarking in Acute Hospitals the funding for which is due to come to an end at the end of this financial year as one of the recommendations was that it should be continued and be long term funded.  She raised that the report published in November suggests that its NHS England's responsibility.



Leanne replied she is aware of the recommendation contained in the NHSE report and are committed to taking the standards forward.  They have commissioned NHS benchmarking to undertake an impact assessment alongside year six year (which is the year we are in currently and is the final year they had committed funding around).  One of the things they want to look at longer term is whether they should be focusing on all of those but there is a lot of evidence pointing to the benefit of them in terms of physical health settings and whether it will be about looking in that around specifically.  She acknowledged and apologised that publication had been delayed. Year four has been published quite recently and year five is due for publication imminently and she will feedback as soon as she has a date.



Question

Lucy - raised there is a section 3 in the report on workforce that does not relate back to any tangible links to workforce in our national programme.  If it continues, she would like to have a conversation.  



Leanne advised Lucy she will cover workforce further during her discussion on the agenda.



Prof Roy thanked David for his feedback and said this is a high priority for all of us.



		

		

Catriona Jamieson/ Senior Educator MHLDD/NMAHP/ NHS Education for Scotland



Catriona introduced herself to the meeting and gave apologies for her colleagues Isla McGlade and Samantha McEwen who had not been able to access the meeting as she had not been invited.  

Catriona gave an update on the work being undertaken by the Learning Disabilities work stream. 

The NES LD Team (NHS Education for Scotland) are one of the boards within Scotland which supports workforce and education.  The team was set up to address the specific workforce learning needs around people who have a learning disability.



The team are Audrey Taylor, Head of Programme and Occupational Therapist, Jill Jones, Head of Programme, Clinical Psychology and Dr Allison Dougall, Principal Educator and Clinical Psychologist, Dr Doug McConaughey, Principal Educator and Clinical Psychologist, Claire Wakefield, Clinical Educator and Advanced Practice Occupational Therapist, and Rakesh Upadhyay, Principal Educator and Lead Physiotherapist, and herself Catriona Jameson, Principal Education and LD Nurse. 



Catriona explained the team are involved in multiple projects, including looking at work already being undertaken throughout other directorates but for the purpose of this meeting, she will be concentrating on one aspect of their work, the essentials of learning disability.  This was developed from a review of existing resources and conversations with the workforce around what their needs were post COVID. The existing resources required a considerable commitment to time from staff and services and their commitment was to transform learning, particularly for staff 



who are new to working with people with the learning disability and which reflected changes and needs across Scotland.  The essentials of Learning Disability consist of clusters of 30 to 40 minute modules at an introductory level.  These are intended to provide learning, which is accessible, sustainable and practical.  One of the main barriers identified was bringing learning into practice and being able to practice it with people who have a learning disability. Many of the 



topics are interlinked and there are links within each module to further information more generic resources and more specialist resources particularly around conditions such as epilepsy, trauma and psychological wellbeing.

Within the essentials of learning disability, they have devised learning pathways throughout the topics for people who have different educational needs and who are in different roles to enable them to access resources tailored to them.

The plan is to complete the topics below in the first wave and then add to these on an annual basis of putting some links into further resources 



(see presentation below)









Question 

Dave Gerrard regarding the first flow chart presented, he had observed that there was no mention around medication.  As the representative for the STOMP/STAMP Programme there are a lot colleagues north of the border who have  made the link to say what transfers into the Scottish system and asked whether there are plans to pick this up within the work they are doing?



Catriona  advised  that once they have the basics in place this will be integrated into the work.  



Samantha McEwan - Scotland

provided an update and nursing review.  A review commenced in August 2022 and was completed January/February 2023.

Recommendations, action plan and this implementation period runs from April 2023 to December 2024. (please see presentation below)









This review was carried out following concerns around access for employment for learning disability nurses, particularly across remote rural areas in Scotland.  She explained they have quite a centralised delivery model for learning disability nursing education in Scotland.  The two main providers are both located in the central belt one in Glasgow and one in Edinburgh.  They also have Open University, but the numbers are very small (currently less than double digits).

The review was carried out to try and understand the impact of the delivery model on recruitment and to the education programs and progression through the programs and completion and then subsequent employment and NHS Scotland and what that would look like. 



Prof Roy thanked Samantha for joining and requested her slides be shared for circulation with the minutes. 



Wales – Dr Ruth Wyn Williams



		

		

Ruth provided an update on the following workstreams  



1. The LD specialist inpatient services are carrying out a focus review for which they have a Terms of Reference.  They have completed 4 inpatient audit cycles have been completed and they are looking at the pathways of care delay criteria and the focus review will be doing a deep dive to look at those pathways of care delay.   That audit cycle will give information quarterly.  

2. A physical environment review has been completed by their National collaborative commissioning unit.  Final report expected at the end December 2023 which will be presented to the CMO in January 2024.

3. National Implementation and Assurance Group who are capturing all the health boards transformation plans with a view to reducing variation at services across inpatients. She is looking at getting a core offer for community services and assessment and treatment units across Wales.

4. Proposals have been put together to reduce the length of inpatient stay.

5. Work around mortality reviews led by Medical Examiners Service which has agreement from the Welsh Government and Medical Examiners to get that data now and a report is expect at the end of December 2023 on the mortality of people with LD in Wales and that should cover 2012-2022.  They are in discussion with NHS exec about doing a themed report in 2024 from all those deaths. They are also able to collect some of the information from the deaths 

6. around general hospital admissions and death certificates.  To date the morality is very similar to what we are seeing across the UK.  Major causes are respiratory infections and cancer and.  There is no sign in the last 10 years of any reduction in death from intestinal obstruction, dysphagia or aspiration pneumonia.

7. Paul Reed Foundation training is mandated for public facing roles within the NHS, and that's well underway and doing well.  The Health Education unit is and looking at developing the Tier 2 and Tier 3 and this should be available early next year.  They are also adapting the training for social care.  The police force have also asked for a version of the foundation training 

8. Annual heath checks – each health board still receive additional funding to try and improve access.  There are plans to progress annual health checks to move to cluster approaches across GPs rather than reliance on GPs. 

9. A meeting is taking place tomorrow around the NHS Exec Wales and Leaders in LD regarding a safety and quality programme with a view to pulling together an overarching safety and quality programme which will sit within NHS Exec Wales.  Further workshops are being planned for the New Year

10. Work to digitalising the health inequalities framework has started.  This will also be translated into Welsh.  A child version will also be piloted across Wales.

11. A Bowel screening tool is being developed due to concerns raised around deaths by constipation.

12. Working alongside Public Health Wales to ensure people with LD are up to with their winter vaccines.

13. Awaiting a final report on an evaluation around their health profile.  They have an adult and child health profile which is similar to the easy read traffic light document used for people with a learning disability to explain what their health needs are.  They are also looking at linking the health profile and the needs of people and disability onto the NHS Wales app

14. The Welsh Ambulance Service is also looking at an electronic patient record that will flag reasonable adjustments for people with learning disabilities across Wales to the Welsh Ambulance service.

15. Awaiting a final report for the care bundle.  The care bundle in Wales is an acute pathway used when people go into acute care.   Work is ongoing around acute liaison nurses in Wales, and they are looking at a dashboard across Wales for the work they are doing and looking at the best way to evaluate their work.

16. Looking at evaluating the National Care Models.  They are now supporting a pilot and further research to look at CAMHs model of care.

17. They are continuing to grow as a Community of Practice for children and young people. There are currently around 430 members that meet quarterly, and this is working well.  They have commissioned 6 improvement projects that will work within health and social care. 

18. Reviewing the Learning Disability Ministerial Advisory Group.  The group advises the Minister, and they are looking at the membership.

19. Held 3 engagement groups with families and carers across Wales to look at the refresh of the LD strategic action plan which will take place this year. 



Ruth further advised that they are also doing some work around workforce development very similar to Scotland.  The reports from the NMC did show that there was a slight increase in the numbers of LD nursing in Wales but overall the UK is not doing very well.



Viv stressed that the work the National Implementation Group are doing to reduce variation is an important thing for families they support as there is a huge variation depending on where you and what is available.  



Ruth acknowledged this and shared that they have representation from the Local Authority and Health and the work is progressing well.  David O'Brien from improvement Camry is part of the group that implements this and suggested Viv could link in with him. 



Questions/Feedback

Viki – thanked Ruth for the brilliant update and asked whether she had a written record she could share for the minutes.



		

		Northern Ireland – Siobhan Rogan, Assistant Director for Learning Disability and Mental Health



Siobhan reported The Restrictive Practice and Seclusion Guidance was launched in March of this year and they are now moving towards implementation.  She advised they have come across some challenges particularly from providers saying they can no longer meet the needs of people with an intellectual disability, specifically citing that they are allowed to do things in other parts of the UK that they cannot do in Northern Ireland and that is around seclusion outside of the hospital setting and there is some concern about that.  A new term is developing called ‘handbags’ where care packages have been handed back over to Health and Social Care Trusts from independent sector providers, and although this work at an early stage there is a concern.  



Siobhan echoed what Leanne had highlighted earlier, that this is a cultural issue that needs to be addressed and changed within the system. This could impact on the resettlement programme, and she would be interested in discussing this further with other members of the Senate.  An emerging issue is that although people are not being secluded in hospital at present, providers may say we cannot take this person and care for them outside of the hospital setting because we cannot use seclusion.



There is also a significant piece of work around the Learning Disability Services Model.   Siobhan explained that in 2018/2019 there was a lot of transformation to develop a new Adult Learning Disability Service Model for Northern Ireland.  This work was coming to an end when Covid happened, and the Department of Health have undertaken a review piece of that work and have 



extended it to include children services.  This is about reducing the variation so that there is  a single offer for Northern Ireland.  It is slightly different as health and social care are integrated.



There are 6 themes of Key ambitions



1. Life changes/transitions 

2. Health and Wellbeing

3. Carers and Families 

4. Meaningful Lives and Citizenship

5. Home

6. Mental Health and Behaviours.  



Siobhan highlighted mental health and behaviours has been one of the most challenging in terms of getting people within Learning Disability Services to view themselves as a Mental Health Service within Specialist Learning Disability Services.  She explained it has become very apparent that there is a real misunderstanding of the role of inpatient care within the system and feels that this needs to be addressed.  She also raised that people at quite senior levels feel challenged by a change around this.  The expectation is the work should be completed by March 2024



The Muckamore Abbey Hospital Investigation and Inquiry is ongoing.  As far as she is aware some charges have been made but there have been no court cases to date. The inquiry resumed after the summer and has heard a lot of evidence from families and carers and are now starting to hear evidence from staff.   These are people who have put themselves forward to the Inquiry at this stage they have not called members of staff or any other witnesses so far. They have from organisations such as the Department and Trust, but not individuals.  This will be ongoing. 



Linked to the Restraints and Seclusion Guidance, the Department of Education recently put out a guidance for consultation on restraint and seclusion which had very significant implications for health and social care staff and was quite at odds with their 

social care guidance. They have not had sight of the outcome of that consultation, but they are aware that a number of professional bodies and organisations put a response into that saying you can seclude children in school in the Guidance.  She felt that they were surprised that people were upset about it.



There is also a consultation ongoing around the review of children’s social care which is relevant to this this group as despite it being a review of children’s social care, where the recommendation is an arm’s length body.  They have looked at the role of IVY (Interventions for Vulnerable Youth) which is their inpatient CAMHS Service for children with an intellectual disability and have questioned the role of it.  They have also queried whether CAMHS should come into Children’s Social Care Services, or what is described as the non-clinical part of CAMHS despite it being a Mental health Service.  This consultation closes next week.  She is also aware a number of the Royal Colleges and other professional bodies are put in responses into that.



They are also looking at ASD and ADHD pathways.  There is a significant demand for these services which is outstripping availability of services and they are seeing  children waiting for five years for an ADHD diagnosis and they are trying to look at ways to improve that 

In terms of our mental health strategy the CAMHS needs of children with an intellectual disability,

there’s a reference made in there and a recommendation made and CAMHS have made the development of those services in Northern Ireland their first priority and they are starting very early stages of work in relation to this.





		Break 10.30- 10.40 



		5.

		New Items (10.40-11.40):



		

		Katharine Peterson – Forum Family Practice

Katharine is a GP in Cramlington, Northumberland and is the clinical lead within the ICB and Northeast, North Cumbria in Learning Disability and Mental Health Neurodiversity in Children.

Kathy shared her presentation Adult not Brought and described it in detail 

(see presentation below)





Prevention of Adult Not Brought Strategy « Learning Disability Network (necldnetwork.co.uk)

In summary, patients without capacity or capability may not be able to bring themselves and they can now differentiate between this in their notes, and use reasonable adjustments to mitigate this across health and care.

Questions/Feedback

1. Prof Roy praised Kathy for the amazing work she has done on this project.



2. Viki shared that when Kathy sent the slides to her she thought they were brilliant and how much that should speak to across all our services.  In terms of this awareness the work Kathy has done in identifying those at risk groups and the profile raising of difference between DNA gives extra emphasis to that.  She felt that looking at that list around why people may not be being brought to appointments and linking it to social deprivation is extremely important.



3. Siobhan Brennan shared that she felt it was fascinating. Going back to what Kathy had said regarding flexibility of setting one of the priorities they attempted during Covid was remote appointments.  However, what they found was that the entire delivery of the care, even when it was a discussion appointment, the emphasis moved away from the individual themselves and onto the carer because they were the person who happened to be using the device.  There was also very little guidance around in terms of how to you could maximise remote appointments.



4. Linked to poverty, appointments which depend on technology may not be an appropriate for a lot of individuals.  Should there be more guidance around remote appointments and do you think this is warranted for these particular families?



Kathy thanked Siobhan for raising this interesting point and felt that it would depend on the carer/the family for some people.  They may not have credit on their phones or just do not have the ability to use the data that they have on their phone, and we have to consider digital exclusion.  Furthermore, a lot of their patients live in the lowest quintile of deprivation and she feels we need to be realistic about these thing..

She further advise that In her practice they start with how they interact with patients, which fits best for everybody and explained that for her it is around total flexibility i.e whatever, suits now.  

5. Jason Crabtree shared it was interesting to see where Kathy’s thinking has led and what sparked it.  He also felt that the Universal Care Plan will segway nicely into this.  He asked whether she had thought about the use of hospital passports and where they will fit?



Kathy acknowledged hospital passports are important however the challenge in both primary and secondary care

a) keeping the passports up to date

b) keeping patients engaged

c) having time to read and embed them into our reasonable adjustment flag.  



Another thing to consider is a carer may have five appointments that week for a patient.  



6. Sue Hastewell fedback  she really enjoyed the presentation and is heartened to see something is being done regarding appointments.  She asked whether Kathy had picked up on people who live in supported living?  They have come across some cases where somebody is off sick, or a member of staff just did not take them to the appointment and it is registered as a DNA?



Kathy responded that she works in a practice where they have a supported living environment for patients with learning disabilities.  They also have a care home for patients with dementia, the frail and elderly.  What she consistently sees is simple human error, for example

a) letter it typed and is sent to the patient, the patient keeps the letter but it does not get communicated to the manager and hence it is not entered in the diary, 

b) staff have the letter but the appointment has been entered in the work diary. Sometimes these errors  just needs highlighted and supported.  



Kathy advised she is happy to support anyone who wants to discuss this further.  If anyone has any further questions they can email her directly. 

Prof Roy thanked Kathy and stressed that this is such an important topic we need to work out how we keep it alive and weave into other things that we do.



		

		Leanne Gelder – Restrictive Practice Oversight Group  

(see presentation below)





Leanne shared her slides which advised on what they are doing around restrictive practices within NHS England.  This is primarily focused on inpatient mental health, learning disability and autism settings as part of our overall quality transformation programme.   This is a 3-year programme and their aim is about improving quality and safety of care for people in inpatient settings across mental health, learning disability and autism.  There are several key themes they are focussing on in order to achieve this.  (a link will be added to the chat with information members can look at regarding this on the web page)

One of these themes is about culture of care and how important it is to think about culture of care and reducing restrictive practices together, recognising that if we can get the culture of care right, we should see a reduction in restrictive practices.  Within their culture of care work they have co-produced some standards around culture.  They have not been published yet and are not 

available externally to the NHS.  (They have been uploaded to their Futures Platform and a link will be added in the chat to share this)

The third commitment is around relationships and how we prioritise trusting relationships.  There is evidence that the biggest indicator of improved outcomes for people is the therapeutic relationship that the people we care for hold with the people looking after them?

Some of the headlines of the work that we're focusing on is about how we can support people to implement at the Statutory Guidance and the use of Force Act.  She highlights that there have been some challenges for people in terms of how to put that into practice and interpreting some of the guidance and in particular thinking about settings that may be more complicated in terms of whether the acts should apply or not, particularly around acute physical health settings where people may be being treated for things that might be associated with their mental health difficulties.  They are working with the Department of Health and Social Care, and the key focus over the next 18 months to years is to think about how we can support people.

The aim of the Reducing Restrictive Practice Oversight Group is to ensure that they learn from things that have already happened or are already happening, i.e thinks like the HOPE(s) initiative has been running for some time now is due to conclude December 2024. 

There has also been a huge amount of work done through the Mental Health Safety Improvement Programme which concluded in April 2023 which focussed on reducing restrictive practice.  The National Centre for Collaboration for Mental Health led on this, and they are publishing some of the findings on their website.  

Work is also going on in the programme around early warning signs and restrictive practices has key part to play in that around how we use data and information around that to help us flag when things are not going well and we need to be concerned and step in and offer support.

Lastly, but importantly is around how do we get to a position where we have a common language around restrictive practice.  For example how do we and raise awareness of different types of restrictive practices and how we think about some of these definitions to ensure that we are not only raising awareness, but we are also talking the same language when discussing this.  

Leanne shared she is happy to link up with people individually if there are pieces of work you would like her to be involved in.

Questions/Feedback

1. Jason Crabtree fedback he is aware that there are group of colleagues which cover both psychology and psychiatry who have raised some concerns about the LTS for some individuals with Autism and Learning Disabilities when on inpatient wards which are predominantly adult mental health inpatients and their needs may not be meet in terms of their care plan.  The concern is that narrative about reducing long term segregation may actually be detrimental to people's experience.  He asked whether Leanne is aware of this group and the work they are doing?



Leanne replied she was not aware of this group and it would be good if Jason could connect her in terms of the wider issue.  She also advised there is a big piece of work being done around redesign in terms of commissioning for inpatient services, which will think about things such as environment, sensory needs and reasonable adjustments.



2. Viki Baker requested people in their professional rules to link with Leanne on behalf of their professional body.  Viki and Leanne had a conversation with the College of Speech and Language Therapists about how speech therapy could be involved in the various pieces of work. 

3. Viki asked how we maintain a link with this group.  There are so many pieces of work that is relevant to what we are doing in this Senate  She also asked if Leanne should be a regular member of the Senate or do we encourage people just to link in with her individually around particular pieces of work?



Prof Roy agreed Leanne should be a regular member and meet all the professions.  This will  avoid cross representations.  

Prof Roy thanked Leanne her for her huge contribution today.  



		

		Universal Care Plan – Jason Crabtree - Consultant Clinical Psychologist 

Tower Hamlets Community Learning Disability Service  



Jason reported that part of his role has been the Clinical Lead for Learning Disabilities and Autism within Tower Hamlets as part of the North, East London ICB.   One of the jobs he was tasked with a few years ago was to think about an electronic version of hospital passports developed from the Coordinate my Care Plan (see presentation below)

 



 



Questions/Feedback

Kirsten Lamb felt it is a great idea and it links with the whole hospital, passport work but felt that to just do this level of development in one region does not solve the problem as people do not live and move in one region.  The reasonable adjustment flag and the summary care record with additional information are universal within England and is held on the spine and the summary care record is constantly updated.  Her worry is around duplication and how we solve that problem. 

 

Prof Roy felt this was something we will need to think about.  He thanked Jason for the amazing amount of work he has done in this area 





		

		Jason Crabtree - TW v Middlesbrough judgement

http://www.bailii.org/ew/cases/EWCOP/2023/30.html



There are no slides for this (see link below)

Jason brought this judgement to the Senate as he felt  it has some implications more broadly for those working in the field of learning disabilities.   This was a Mental Capacity Act and Court of Protection around decisions of care and support.  The outcome of this, and where it may have implications, is that the judge suggested that people are given a diagnosis of learning disabilities 'in line with the BPS Guidance' around the best practice in relation to diagnosing learning disabilities or 'not in line with the guidance'.  Jason feels that this poses a challenge as the guidance reflects an articulation of the use of standardised tools to assess for the presence of 





the diagnostic criteria for intellectual disabilities, as recognised by the NHS and in terms of international diagnostic classification systems. (see link below).

BPS are reviewing their guidance on diagnoses and have responded  to this judgement- https://www.bps.org.uk/news/division-clinical-psychologys-faculty-people-intellectual-disabilities-responds-tw-vs 



Jason suggested that other professional groups may want to respond this too

There are concerns regarding what happens to those people who have cognitive impairments and their additional risk/ intersectionality issues especially if they are not deemed eligible for specialist LD services.

He also asked whether there was something to think about with the CQC in terms of their registration cause.   (see link below)

https://www.nottingham.ac.uk/research/beacons-of-excellence/rights-lab/resources/reports-and-briefings/2022/march/intersections-between-exploitation-and-cognitive-impairment.pdf



		

		

Kirsten Lamb - Health Services safety investigation report

Awaiting Slides



Kirsten share the report below which was published in November 2023, the reference case was a man of 79 who had a mild learning disability (see slides below)



https://www.hssib.org.uk/patient-safety-investigations/caring-for-adults-with-learning-disabilities-in-acute-hospitals/investigation-report/









Findings

· Patients are often cared for by staff in acute hospitals with no training and learning disability. 

· There is no defined model for acute learning disability in nursing liaison services.

· The hospital improvement standards and benchmarking is only being funded until the end of March 2024.

· Care passports and alert flags are unreliable and about the known health inequities for this population.

· There were recommendations around developing guidance about the learning disability liaison nursing role and also workforce guidance to acute trusts to continue the funding for the hospital standards and to develop guidance on the practical assessment of mental capacity

· To develop the care passport process with and reliable flagging to cover learning disability status and reasonable adjustment needs 



Points Raised 

· Most acute learning disability liaison services are 9-5 Monday to Friday at the absolute maximum and are often reliant on one person.  When that person is on leave, there is no learning disability liaison service, as has happened in this situation.



· Can we rely on there being an adequate supply of trained learning disability  nurses to be able to do this acute sector liaison work when the equivalent of registered nursing is not part of learning disability nursing training

· We now only have one learning disability nursing course in the East of England

· There is discussion about general workforce training within acute trusts but there is nothing specific about the physical health medical workforce 

· No doctor at present has any training in the physical health needs of people with a learning disability.

· Meeting the medical needs of adults with a learning disability certificate training program was RAG rated green.

· We are currently struggling to recruit doctors to that program for the next cohort, having had 90 applicants for the 40 places last year.  We are not getting that number of applicants this year.

· Strike action that's been taking place all year. This is inhibiting for acute hospital trust doctors and people's outcomes in acute trust will not improve until we improve the medical training of doctors in working in acute hospitals.  

· There was talk about getting a new GMC role around neuro disability.

· There is no discussion about trying to get a new GMC role about learning disability physicians.

· There is no encouragement through CQC or through health education England, about trying to and review and evaluate the existing.

· As far as she is aware we have three current learning disability physicians, one working in a mental health trust in Northern Ireland, one working in an acute hospital in London, and one working in Community learning disability services in Hull.  There has not been any clear evaluation of those posts.  

· Oliver McGowan training will be useful but it will not cover these sorts of complex medical problems.



Prof Roy felt it is disappointing to learn that the recruitment for that the recruitments for this course is proving to be difficult.



Questions/feedback 



1. Siobhan – felt it would it be helpful for a group of us to come together and really work out what exactly we need to do?  We have got liaison nurses and we keep coming up with ideas, some of which are evaluated so are not and as someone working in the public health agency in Northern Ireland. It is difficult to identify what would be the absolute best thing to do.  



Prof Roy suggested extra time is devoted to this.  Lucy will also need to be included in the discussion.



2. Viki – asked whether there is anything in terms of the QNLD for liaison nurses, or anything we could do proactively around what our expectations are around liaison through a QNLD type project.   We know from the outcomes of LeDER how key that that role but there is nothing from ICBs about what the expectation is around commissioning and asked if there is anything we can do on that?



Prof Roy feels it is a complex issue and we need to spend some time at a future meeting scoping it properly.  Viki suggested this could be a conference agenda item.





		6.

		Updates (11.40 -12.15)





		

		Senate Conference - planning for 7th May 2024- all age all nations.

Viki fedback that we had talked about the conference being a showcasing of some of the key priorities of the Senate for example things we want to give more attention to nationally though, because we do so such a large programme of work.  She asked that member give consideration to the following 





1. What are the areas we feel are priority areas to share and showcase at the conference. 



2. Working Group Volunteers – Viki raised that she would like to get some people together who will form part of a small working group and will work alongside herself and Ashok to develop a proposal for.  Viki is happy to pull this group together.  Heather Hanna, Viv Cooper, Siobhan Rogan, Marie Lovell, Ashok Roy  have agreed so far  but we need more volunteers.



Marie agreed to volunteer to help but it at present it would have to be as a family member as  Skills for Care are not being funded to do anything specifically about people with a learning disability.  There are some proposals and she has suggested some of the work that ICB have led on in terms of trauma.  A discussion has also taken place around some of the complex physical health work and the learning from LeDER Programme.



		

		

Dave Gerrard - Health Improvement Pharmacy Lead/Learning Disability and Autism

NHS England- STOMP/STAMP focus on MindEd 



Dave shared his presentation and discussed the content with members.



(See presentation below)







Dave advised Carl has been working on a survey which he has spoken to members about in and ask that all members view the following link.  He also requested this be shared more widely https://www.engage.england.nhs.uk/survey/5711c69b/ to recruit interested parties to the HEE MindEd STAMP stakeholder group. The Focus Workshop will be held in late January 2024 and requires all stakeholders/ Experts in the field across the professions.  Please send names by emails to Dave by 14th December 2023



Dave also asked members to look at the statistics contained in the slides (which we were not aware of).



		

		Workforce Update - Legiewicz-Preston – (to ask for presentation)	

Lucy provided an updated on the 6 core workforce objectives which maps back to the work that they do with what was formally Health Education England and their workforce training and Education Directorate what they are called now.   The strategic business cases span across the two and this is how they have secured investment for them moving forward. This was completed for all 42 ICBs and they have received a submission back and thanked everybody who participated in the data collection.



In terms of Oliver McGowan Mandatory Training, Keith Russ is the Health and Care Act ensuring that the workforce is trained appropriate to their role and this will link in to Kirsten’s health services safety investigation.  The key is that people are trained appropriately to their role, and that's links back to that employer duty.  The priority at present is securing more investment for education and training and a lot of the work they are doing in partnership with workforce training and education is aligned to upskilling.  

She also shared that her role will be moving into mental health and she will covering mental health and disability and autism from April 2024.



They are also developing a neurodevelopmental credential with Royal College of Psychiatrists and are looking at a neurodevelopmental qualification and linking to therapies in the children and young people so there is a psychological therapy for children and young people with autism and learning disability and the curriculum is being refreshed.

They are also looking at a newer developmental approach to that work, which will include learning disability, autism and ADHD and are defining the list of criteria that that covers the credential with the Royal College of Psychiatrists for pilot, hopefully.



Questions/Feedback



1. Jason had a question regarding therapist pathway for children and young people and asked why not make it all age?  He will be the Clinical Director of the UCL Doctorate of Psychological Therapies in the New Year and stated that if there is an opportunity for it to be a lifelong pathway he would be very interested.



2. Martha raised in response to Jason's comments she feels there is much more momentum around  all age pathways.  One of the problems they see continuously within LD services is the emphasis ends up going back on adults.   There are a lot of nuances that are quite different with children's LD services for psychological therapies. Families are at different stages to adjustment coming to terms with having a child with a learning disability and in some sense  thinks the interventions are potentially different.



Lucy shared the children's part has come from CAMHS in terms of the therapy work and that  is part of the refresh.  They are working with them to ensure it aligns for consistency.  They will also being looking at a neurodevelopmental practitioner.  She explained It is all in the curricula and is very early work.  It is in progression but they are looking at the nuances in terms of making sure the specifics are not lost and they have the right people.  She also stated that it also must be for all four Nations.



		

		Update re Autism : LD Position Statement - Martha Kaxton-Lane





		

		Update re QNLD - info to be recirculated 





		

		CQC – Ken Courtenay written feedback 



Restrictive Practices

This work continues led by Marie Cox. We are putting together guidance on acute behavioural disturbance (ABD) following cases reported to CQC of people being intubated in order to manager their behaviour. It does not only deal with intubation but with how managing people's behaviour prior to they being intubated in order to prevent it from happening.



Epilepsy

The working group is a collaboration between the Epilepsy Specialist Nursing Association (ESNA) and CQC to produce guidance for inspectors when inspecting services that people with epilepsy use. We hope to have it approved in the New Year.



Self-assessment Framework

The new Self-Assessment Framework is underway and staff are implementing it. It was delayed for many months but went live in November 2023.



Specialist Advisors in LD&A

I am very pleased that CQC has created a group of advisors with knowledge and experience of working with people with LD and autistic people. They will advise and support inspectors on their work in services and be a resource to the wider CQC on policy, registrations, and inspections. For me as the National Professional Advisor, it is a great support to have the group.



ICTR/CETR

CQC has gained the contract from NHSE for two years to oversee the management of ICTRS in England which is good news.  



Personnel

The work in the LD&A Programme is led by Rebecca Bushell-Bauers as the director supported by Stefan Kallee as her deputy.  





		

		Updates by Exception (12.15-12.30)



Heather Hanna - CAIDPN 

Concern raised about inpatient units closing for children with a LD and impact of this for children in the community and unsafe practices as a result. Recognition that inpatient provision has its place as long as of a high standard and only when absolutely necessary.



		

		Feedback from NHSE Regional reps to be sent 





		

		Feedback from Professions to be sent 





		

		Feedback from meetings attended on behalf of Senate.- no update 





		7.

		Any Other Business





		

		

Future Agenda Topics

· Multicultural STOMP - Hassan Mahmood

· OT Occupational Rights - RCOT

· BTS guidance and community acquired pneumonias - combined presentations. 

· CAIDPN update re inpatient settings for children

· Long Term Segregation/ Solitary confinement discussion 

· Scottish Green Party ABA discussion



Dates for future LD Professional Senate meetings:

4th March 2024          9:00am -12:30pm

3rd June 2024            9:00am -12.30pm

2nd September 2024  9:00am -12.30pm

2nd December 2024   9:00am -12:30pm



LD Senate Conference:

May 7th 2024
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LD Professional Senate Action Log





			Minute number


			Date of Meeting


			Agenda Heading


			Action no.


			Discussion


			Who


			Deadline


			Status & update





			5.9


			2.12.19


			LD Senate Conference


			35.4


			Programme for LD Senate Conference on Complex Physical Health 


The conference will be held on the  7th May 2024 - Free Venue at the RCPsych





			KD/AR


			2.3.2024


			1. What are the areas we feel are priority areas to share and showcase at the conference. 





2. Working Group Volunteers – Viki raised that she would like to get some people together who will form part of a small working group and will work alongside herself and Ashok to develop a proposal for.  Viki is happy to pull this group together.  Heather Hanna, Viv Cooper, Siobhan Rogan, Marie Lovell, Ashok Roy  have agreed so far  but we need more volunteers.





			6


			7.12.2020


			Complicity with poor practice


			38.4


			Complicity with poor practice by professionals / Clinical Contract / What to do IF document


Closed, published on the BILD website and circulated


			AR/KD


			1.3.2021


			


 





			6.2


			7.3.2022


			LD / Autism


			39.1


			Ensuring services for People with LD (with or without autism) are not impacted by autism services


On the Agenda for an update today – Complete/Closed


			Small group


			6.6.2022


			





			6.6


			6.6.2022


			STOMP/STAMP


			40.1


			Ensuring STOMP/STAMP is implemented well for children and young people


Dave to update this morning – Complete/Closed


			Dave Gerrard & Carl Shaw


			5.9.2022


			





			7.5


			6.6.2022


			CQC


			40.2


			Issues of different approaches and CQC


Still issues about differential registration requirements. 


Closed.


			Sandy Bering


			5.9.2022


			





			6.1


			5.12.2022


			Obesity





			42.1


			Agreed to produce a LD Senate position statement.  


Postponed–to 2024





			Briony Caffrey


			6.3.2023


			





			6.2


			5.12.2022


			Handover between services


			42.2


			Agreed to draw up guidance.  


Need a replacement for Karen, Ashok, Sandy and Karen.  Volunteers for replacement 


Position statement for the Senate required.


Kirstine happy to Join representing Physical Health.


Jason happy to link in


Ruth UK paper and do we need to look at a draft from each country.  Would like it to be a UK paper but would other people from other parts of the UK to be part of the group.


Siobhan – Volunteer/challenge for other countries only 1 or 2.  Siobhan to be the link and nominate contributors.


Sandy reminder that this linked into the old responsible commissioning stuff. There was a protocol.  There should be less problems now that there are fewer CCGs/now ICBS there are still disputes he is in involved.  Suggested each nation looked at their protocols to start with  to manage people’s participation.  


Sandy to try and dig out the papers everyone including the Welsh paper 


			Lynette Kennedy


			6.3.2023


			5.6.2023  - Awaiting date for small group to meet





			6.4


			5.12.2022


			Long Term Segregation


			42.4


			Guidance to be produced re the use of LTS


Action for AR to write to Kiran – heading the RCPsych group who is developing guidelines


There is a group looking at this.  Kiran/BPS.  Should do it in the context of Baron Hollins report.  Focus on LTS solitary confinement. 


Dr Roy suggested this could be another topic for May


Jason – in meeting with the Royal College and the Faculty of ID there was conversations about the challenging behaviour unified approach document requiring some rewriting and updating - 2016 most recent update to this document this may also fit in with thinking about LTS or whether they are separate areas  Prof Roy has received an email recently from the faculty representative in the Royal college.   It would be worthwhile  thinking about the content of both documents and how much they overlap


Viv supported this idea.  LTS and felt it would be helpful always focus on when things have gone really wrong and it good to review the unfied approach document and the focus on early intervention and support and the right time.





			Kirin Jeenkeri


			6.3.2023


			4.9.2023 – deferred to December





			6.3


			6.3.2023


			COULD


			43.1


			COULD animation for Police


Closed


			Kerry Anderson


			4.9.2023


			





			6.4


			6.3.2023


			CTPLD Document


			43.2


			Review of Senate documentation on Community Team roles


This will be one of the topics in the conference – Agreed.


Now closed to the Senate.  


			Small group


KD


			5.3.2023
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About NES 


Purpose 


To be a collaborative, innovative and inclusive learning organisation that provides high quality education, training, workforce development, workforce data and technology for Scotland’s health and social care workforce. 





Vision 


Supporting better rights-based quality care and outcomes for every person in Scotland through a skilled, capable and resilient health and social care workforce.
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Learning Disability Nursing Pre-Reg Education & Workforce Review


Explore the impact of the current, condensed, delivery model of Learning Disability nursing education programmes on recruitment, progression and completion, and subsequent employment in NHS Scotland.





Explore and understand workforce recruitment and retention, including for remote and rural areas. 











NHS Education for Scotland
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Learning Disability Nursing Pre-Reg Education & Workforce Review


Recommendations & Action Plan
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Pre-Reg Education: recruitment demographics & completion








Workforce: demographics –roles & areas of practice 








Career pathways








Education models & practice learning experience & access








Education & emerging workforce models & demand











Attract, Recruit, Retain








Ed Progs & Provision








Governance & Data
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NHS, About NES

Education
for
Scotland

Purpose

Collaborative, innovative and inclusive learning
organisation that provides high quality education,
training, workforce development, workforce data
and technology for Scotland’s health and social
care workforce.

Vision

Supporting better rights-based quality care and
outcomes for every person in Scotland through a
skilled, capable and resilient health and social
care workforce.
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NHS Education for Scotland Learning Disability Nursing Pre-Reg Education & Workforce Review

= Explore the impact of the current, condensed, delivery model
of Learning Disability nursing education programmes on
recruitment, progression and completion, and subsequent
employment in NHS Scotland.

= Explore and understand workforce recruitment and
retention, including for remote and rural areas.
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NHS Education for Scotland

Setting the scene

What is a learning
disability?

Learning Disabilities
& society

Stigma

Health
Inequalities

Supporting
People

Communication

Sensory Systems

|
Promoting Health

Common Health
Conditions

Physical Activity
for Health

Growing up and
growing older

Relationships &
Sexuality

Life stages &
Transitions

Grief

Trauma informed
practice

Trauma in people
with LD

Re-Traumatisation

Understanding
stress & trauma

Recovery from
trauma

Looking after
workers

Psychological
Wellbeing

Supporting people
with therapies

|
Identifying
psycholgical
difficulties
|

Psychological
formulation

Considerations for
psychological
therapies







NHS Education for Scotland
Links

Turas Educational Resource
https://learn.nes.nhs.scot/59009

Trauma and LD Animation
https://vimeo.com/814525759

Understanding PBS e-resource
https://lms.learn.sssc.uk.com/course/view.php??id=77
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Prevention of adult not brought strategy
secondary care briefing


Kathy Petersen katharine.petersen@nhs.net


GP partner and Clinical lead, Northumberland for the NENC ICB in learning disability, mental health, autism and children





























How did this start?





I realised that patients with a learning disability/mental health illnesses were not attending and I didn’t know whether they could have brought themselves?


We are sighted on this for children in health and care


NHS England are aware of it but do not make many recommendations about how to manage it


I asked for a clinical way of documenting this so we had could recognise it in medical notes


We then spent 4 years listening and engaging with health and care, patients and carers across NENC with the NENC learning disability network to develop a strategy to help


No blame, this is a system failure for patients and carer


























DNA versus ANB


Historically Did Not Attend [DNA] has been the only code available to use to record when an appointment was missed by a vulnerable adult. 


However, this is neither appropriate nor accurate when describing adults who cannot attend because they do not have the capacity or capability to attend alone.


In these situations, the adults who are not brought should be coded as adult not brought and reasonable adjustments made and documented to ensure they can attend. 


The same questions should be asked in the situation with vulnerable adults as with children not brought.


People can find our services hard to reach











Partners in this work





Experts by experience


Family carers and carer organisations


Learning disability network team Learning Disability Network (necldnetwork.co.uk)


Primary care, including out of hours providers


Learning disability community and acute trust liaison nurses


Adult social care [Northumberland]


Regional clinical leads in learning disability, frailty, mental health


Regional safeguarding leads


National group of  RCGP learning disability leads


VCSE organisations 


Teesside university 


























Drivers 


Reasonable Adjustment Flag - NHS Digital


The Oliver McGowan Mandatory Training on Learning Disability and Autism - elearning for healthcare (e-lfh.org.uk)


NHS England » Accessible Information Standard Health and Social Care Act 2012: fact sheets - GOV.UK (www.gov.uk)


LeDeR - Annual reports


Poverty proofing “Poverty proofing” and a national strategy for the cost-of-living crisis | The BMJ


Health literacy


Health inequalities


Inclusion NHS England » Core20PLUS5 (adults) – an approach to reducing healthcare inequalities


Parity of esteem


NHS England » Personalised care


Trauma-iNFORMED CARE- A TOOLKIT FOR CARERS (bild.org.uk)


Local intelligence re missed appointments


Healthwatch Newcastle- Reasonable Adjustments Accessing and using GP services in Newcastle .pdf









































Numbers











We do not know how many people this applies to








We do not know how many missed appointments there are








We do not know how many people are discharged from clinics








clinical experience from my own and other practices involved show a significant number of vulnerable people are not brought








Capacity/capability is hard to assess and needs multiagency work





























National reasonable adjustment flag











The national Flag contains key adjustment information promoted from local records to benefit the patient at reception, or on referral where information about adjustments or other special requirements may be incomplete or unknown.








The Flag provides an immediate visible alert, provides basic context, is a prompt for key adjustments and can signpost to further information in shared clinical records or from other organisations, other healthcare professionals, individuals’ carers or individuals themselves.





























People at risk – around 20% of the population











People with a learning disability and autistic people








People with severe mental illness or a multiple complex needs presentation








People living with frailty








People with dementia








People experiencing domestic abuse








People without English as a first language








Sight loss and or hearing loss








Vulnerable adults








People at risk of lack of capacity or fluctuating capacity








People under 18 but over 16 who have the right to make their own decisions





























Proactivity 











Recognise








groups of people who may be at risk








Mark








 notes of patients eg ‘vulnerable adult’








Make








 reasonable adjustments from the outset of appointment setting








Ensure








flexibility of setting








Follow up








Assertively follow up patients who do not attend who may be vulnerable











Reasonable adjustment campaign





Fliers for professional groups


Fliers for patient groups


Workforce education


National interest 



































Examples of reasonable adjustments












































Aims – reducing adult not brought 











 vaccination rates








Increasing








rates of annual health checks, long term condition checks 








Reducing








 ‘lost to follow up’ due to non-attendance








Reducing








discharges from outpatients due to non-attendance 








Increasing








completed investigations and diagnostic processes








Increasing








early diagnosis of illness, eg cancer, better health outcomes in long term conditions








Reducing








emergency admissions, late presentations of illness








Reducing








stress /trauma of attendance and carer stress 








Increasing











Primary care prevention of adult not brought to appointment


Workforce education


Proactive recognition


Asking about reasonable adjustments


National reasonable adjustment flag


Coding/documenting


Mitigating  - the doing


Risk assessing


MDT review


Remembering for next time


Turning passion into process



































Interface 











Referrals








Information transfer








Education








Support for when patients need referral








digital











Secondary care prevention of adult not brought to appointment


Workforce education


Interface


Proactive recognition


Flagging


Adding reasonable adjustments


National reasonable adjustment flag


Nurse liaison 


Referrals 


Review and remembering for the future


Turning passion into process
































Examples 











MRI autism friendly








Northumbria sedation pathway








Desensitisation








Easyread appointment letters








Autism sensory support bags








ICE/pathology requesting























The ask of trusts


Disseminate strategy amongst teams with expectation of implementation


Encourage multi-professional teams to look at the work and consider what implementation across teams might look like eg in radiology


Continue to implement National reasonable adjustment flag


Consider how to interface with policies in primary care  


Consider policies based on the TEWV model in secondary care settings


Consider contracting to include reasonable adjustments as standard in specifications 


Embed workforce training [acute diamond standards]


Consider a lead professional to ensure delivery


Research and evaluation























Child not brought











Embedded nationally over many years








Across health and social care








Work is being done to add this prevention work, proactivity and reasonable adjustments to the current work for children and young people








Pathways in the region to be standardised and relaunched as part of the children’s health and wellbeing network 




















Summary 











Patients without capacity or capability cannot bring themselves








We can now differentiate between adult not brought and DNA








We can use reasonable adjustments to mitigate this across health and care











Questions?
Strategy documents enclosed











katharine.petersen@nhs.net

















Resources


Reasonable Adjustment Campaign « Learning Disability Network (necldnetwork.co.uk)


Prevention of Adult Not Brought Strategy « Learning Disability Network (necldnetwork.co.uk)

















Reasonable Adjustment Campaign Resources



Healthcare – Reasonable Adjustment Campaign Poster


Social Care – Reasonable Adjustment Campaign Poster


Easy read Reasonable Adjustment Poster


People with a learning disability – Reasonable Adjustment Poster


Family reasonable adjustment social media banner


NHS admin reasonable adjustment social media card


Learning disability reasonable adjustment social media banner


Reasonable adjustment social media banner


Logo NENC






































Prevention of Adult Not Brought - Primary Care



FINAL Primary Care Prevention of Adult Not Brought Strategy


RA_top_tips_Primary


Reasonable_adjustments_flowchart


Reasonable_adjustments_level_of_concern_tool


A2A & GAPS Jun 23


Prevention of Adult Not Brought – Primary Care Workforce Education
































Prevention of Adult Not Brought - Secondary Care



FINAL Prevention of Adult Not Brought Strategy – Secondary Care


Reasonable_adjustments_top_tips_Secondary


Reasonable_adjustments_level_of_concern_tool


Reasonable_adjustments_flowchart


A2A & GAPS Jun 23


North Tees Easy Read Outpatient Letters


Northumbria NHS FT Sedation Pathway















































Autism sensory bags














The ask at place


Dissemination of the strategy and consideration of its implementation


Support across systems to work together to ensure the information we need is in the notes eg requires reasonable adjustments


Assurance that teams have the tools and time to do this work


Interface collaboration
































The ask of the ICB NENC wide


Disseminate among primary and secondary care teams with expectation of implementation


Encourage multiagency teams to look at the work and consider what implementation across teams might look like


Continue to implement National reasonable adjustment flag


Consider policies in primary care  


Consider policies based on the TEWV model in secondary care settings


 Consider contracting to include reasonable adjustments as standard in specifications 


Research and evaluation






































What next?











Support to primary and secondary care for roll out








Patient support bags in secondary and primary care








Regional flag work








Embedding the reasonable adjustment approach in contracting








Child not brought to appointment 




















Wider applications for reasonable adjustments











Reasonable adjustments in the workplace








Reasonable adjustments in schools/education








Services with reasonable adjustments built into the specifications








Wider application of autism and learning disability awareness training
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reasonable adjustments in place for
you, but it is important that you tell
them if you need anything else.
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Update on the Reducing Restrictive Practice Oversight Group (RPOG)


Leanne Gelder – Reducing Restrictive Practice Lead, National MHLDA Quality Transformation Programme





November 2023


MHLDA Inpatient Quality Transformation Programme 











MHLDA Inpatient Quality Programme 


2


Mental Health, Learning Disabilities and Autism (MHLDA) Inpatient Quality Transformation Programme Scope


The final programme scope has been informed by the voices of hundreds of people across the country including staff, people with lived experience, third sector partners and sector leaders from workshops, interviews, evidence reviews and lived experience networks.


Co-production is a fundamental part of how the programme has been designed and is being delivered.





‹#›   |





Culture standard on relationships


Theme 2: Improving the culture of care and supporting staff


Co-produce the model and standards for safe therapeutic inpatient care which is trauma-informed, autism-informed and equality-focused


Deliver a programme of support which includes a focus on leadership and considers ‘ward to board’ requirements to generate cultural change alongside broader workforce development and learning networks


Co-produce inpatient roles that enable and sustain therapeutic inpatient care, building on good practice where it exists, and reducing administrative burden


Identify the longer-term workforce 
requirements to deliver the vision in 
full





Standard of care – commitment 3: Relationships





We prioritise trusting relationships and understand that connecting with people is how we help everyone feel safe 	








‹#›   |





MHLDA Inpatient Quality Programme Scope


4


In addition to the 4 themes identified through programme scoping, the Quality Transformation Programme will build upon existing work in the field of reducing restrictive practices


Support Providers and Systems to achieve the culture and practice change the Use of Force Act intended.


Scope and support targeted interventions seeking to tackle Restrictive practices with particular focus on inequalities through a national Reducing Restrictive Practice Oversight Group


Support and embed learning from culture change and improvement approaches seeking to reduce restrictive practices such as HOPEs, Mental Health Safety Improvement Programme


Ensure improved approaches to Early Warning Signs and oversight capture key indicators of restrictive practices and the risk of such practices


Ensure all forms of restrictive practices are understood, 
captured and acted upon linking with key mechanisms 
such as the Patient Safety Framework 








Supporting least Coercive Care through Reducing Restrictive Practices


Reducing Restrictive Practices





‹#›   |





MHLDA Inpatient Quality Programme Scope


5


Ensure restrictive practice data captured has a focus on protected characteristics including racial inequalities and gender to help identify areas for more targeted intervention.


Build on the work with paediatric colleagues around reducing the use of restraint in acute physical health settings for children and young people


Continued focus on stopping mechanical restraint and reducing the use of long-term segregation


A focus on reducing restrictive practice in secure transport for people accessing inpatient care.


Raise awareness of different types of restrictive practices through a shared understanding of definitions - including


psychological restraint and coercion and blanket restrictions such as use of surveillance

















Reducing Restrictive Practice Oversight Group – Key Priorities





‹#›   |
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To improve the Quality and Safety of care people experience
in Mental Health, Learning Disability and Autism inpatient
settings by introducing a new bold, radical, reimagined model
of care for the future.

‘ To do this we need to: ~

Explore and accelerate different therapeutic offers, including Have a clear oversight and support structure that is sustainable and
community-based alternatives to admission and a culture within transparent, where issues are identified early. Services that are
inpatient care that is safe, personalised and enables patients and challenged will have timely, effective, and coordinated recovery

staff to flourish. support.

‘ What are the themes? ‘

Localising and realigning inpatient
services, harnessing the potential
of people and communities

Improving the culture of care Supporting systems and providers Making oversight and support
and supporting staff facing immediate challenges arrangements fit for the sector
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The Universal 
Care Plan (UCP) 
learning disabilities 
and
autism updates


https://ucp.onelondon.online/































‹#›


	What a UCP Plan is in a nutshell  ?





Developed from the Coordinate my Care (CMC) plan a web based, pan-London commissioned, end of life care plan for urgent care services.





April 2022, Urgent Care Plans (UCP) replaced CMC as an NHS personalised care plan to record patient views/wishes and choices about how they would like to receive care and treatment during urgent health care episodes. 





UCP is a digital plan which can be viewed 24/7 by health care services (Ambulance/111/Out of Hours GP, A&E, primary care, CLDT) when there is need. Increasing access to social care and care staff also planned.





UCPs created for patients by primary care and other health professionals e.g. staff in CLDTs.





UCP is a live document, and can be updated either at a specified review date and time or earlier if information changes. Certain data fields linked to the spine e.g. medication.





April 2023 – Urgent Care Plans become Universal Care Plans and work starts to develop individual LD and autism use case plan templates.

















‹#›


 Universal Care Plan


Our mission is to enable every Londoner who needs one, to have a digital personalised care plan, because ‘what matters to me’ is as important as ‘what’s the matter with me’.





The London Universal Care Plan (UCP) is a dynamic, integrated, digital care planning tool, which is accessible to all health and care professionals across London. 


Care plans meets PRSB standards and can be continuously co-created by any user in London, and are displayed via the London Care Record. 


Role Based access determines the edit rights. 





The digital architecture underpinning the UCP enables the development of multiple care plan templates, sections, or data fields that are not limited to a single cohort of patients. 


This means that the UCP system can be used to benefit further cohorts of people across London, including but not limited to those receiving urgent care or end of life care.  








Average of 1,700 new care plans per month and increasing


Regular system users per month:


5,529


Total care plans hosted on UCP: 60,000+








‹#›


Why UCP for people with LD and autistic people?





LeDER Programme highlights on-going, significant inequalities for PWLD, and health is poorer in LD than in the general population.  





LeDER also report that the most common cause of death was disease of the respiratory system.  





Many PWLD have long term health conditions are increased in PWLD – e.g. Epilepsy 20% LD (1% gen. pop.); Dementia over 65 22% LD (6% gen. pop.) general population.  Genetic conditions such as Down’s Syndrome can increase risk of poor health – obesity, hypothyroidism, and there are a number of genetic conditions with complex health needs and short life expectancy 





Therefore PWLD are more likely to access urgent health care. 





LeDeR reviews also show that common reasons for poor health outcomes for PWLD relate to poor information sharing and communication and coordination or care, lack of knowledge about the persons Learning Disability and support needs. The UCP provided a platform to share this information.  











‹#›


Benefits of a UCP for PWLD


The CMC can be viewed 24/7 unlike the current Hospital Passport and Health Action Plan. 





This will help support all aspects for health care, but with focus on unplanned/urgent care/emergency admissions to hospital.





Care in line with patient’s wishes/views/choices/needs from the moment an emergency call is made.





Can show reasonable adjustments required for successful treatment, triggers that can upset patient preventing treatment.





This benefits the patient who is unable to speak due to trauma or those with limited speech, and can benefit parents/carers who may not be able to recall such information in an Emergency situation. 





Can support Advanced Care Planning, and helping families to have difficult conversations.





Discussions can take place with families/cares and legal guardians when a PWLD lacks capacity for a UCP, ensuring those who know the person well can be heard in the process.





RIGHT CARE, RIGHT TIME, RIGHT PLACE.














‹#›





Clinical Networks propose a ‘clustered approach’ to evolving the UCP 














‹#›
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Renal








Diabetes








Older adults and personalised care








Frailty








Dementia








End of Life 








About Me








Advance Care Plan








Respiratory








Cardiology








Cardio-metabolic and Sickle Cell Disease








Stroke








Sickle Cell Disease








Personalised care








Learning disabilities and autism








What key improvements did users request, in re-procuring UCP?


Improved accessibility: Users accessing the UCP via interoperable Electronic patient Records will not need separate log-in credentials.


Reduced duplication: Care plan pre-populated with relevant information from the patient’s GP record and specified SNOMED codes written back to GP records.


Template development: Capability to create and edit care plan templates, making it possible to support a greater variety of clinical pathways, including, but not limited to End of Life.








‹#›


What will the updated UCP Template look like?





New prototype has been developed using same design as currently used:


Data split into 9 forms 


More focus on personalised care in ‘About You’


Less focus on End of Life Care – but no data lost


Additional data/sections to support people with dementia, frailty, learning disabilities and autism, and sickle cell disease.


System format and major functionalities have not changed.

















‹#›


Following a series of many meetings with colleagues in Cycle 1, we have developed a new prototype.


The prototype is comprised of 9 forms which are shown above. All 9 forms are displayed for all patients with a care plan, so none of the forms are condition-specific. 


The biggest changes are that there is more focus on personalised care through the About You form, which enables a person to tell their story to healthcare professionals by including additional support needs, their goals, wellbeing, concerns.


Expanding to new clinical areas means that we have incorporated a lot of new data to support people with dementia, frailty, learning disabilities and sickle cell disease. 


There is less immediate focus on end of life care, however all of the previous EOLC information is still included in the forms.





The Learning Disabilities and Autism Use Case Templates


What does a person’s learning disability look like?





What are their baseline health needs/presentation?





Reasonable adjustments





Communication needs – how does the person let others know they are in pain?





Likes/dislikes – focused on supporting engagement/preventing challenging behaviour/distress/anxiety





Sensory needs





Mental health














‹#›


Project Implementation Process and Timelines


Prototype forms  agreed with C1 leads


Send to Better


Better review and provide formal feedback


Test with end users


Iterate prototype


UCP approval and send to Better for implementation


Better conduct functionality and data model gap analysis


Better do data modelling and turn into templates


DCB activities


Complete any software fix and sign off


Better propose to continue to provide training in the hope that this can in the future be handed over to UCP


Compliance activities


Go live


Post go live support


Include IE11 fix


Include technical limitation (i.e. this will not work in IE11), and best practices, product feedback


Note: Due to IE11 issues, long forms are not supported and will require chunking.


Better need more context: What is the goal, context, what will be workflow, new user types to the solutions


August


August


September


August/September


August


End of September


October


October


October/November


November


December


January


January onwards








‹#›
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Next Steps…





Prototype signed off 06/10/2023


Testing with users – currently happening


Working with experts by experience to develop comms re UCP for their use case groups


Soft launch


Official go live Jan 2024








‹#›


UCP to be integrated with the NHS app














‹#›


Digital – NHS App: The Future








Patient role-based access


Summer 2024








‹#›


Summary / End 


ICB Transformation is critical for London to fully leverage investment in the programme


The London clinical networks have identified UCP as key enabler for pathway transformation and have defined the clinical data and clinical use


Personalised/Holistic care is set priority for each London ICS


Direction setting to support ICBs implement personalisation via the UCP Programme is required





ICB’s are asked to support UCP implementation of the frailty, dementia, personalised care and LD and Autism clinical cases into local pathways
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Appendixes
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Increased adoption enables urgent and emergency services to provide personalised care to more people


Model assumes that 30% of people with a personalised care and support plan will require urgent care
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UCP Adoption is dependent on increased clinical use


Model assumes that 30% of people with a personalised care and support plan will require urgent care
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Leading to individuals with personalised plans getting the right care, in the right place, at the right time, with a virtuous spiral as more pathways use the service, and clinicians expect to find high quality relevant info


When <name>(26) was having a sickle cell crisis and went to A&E, the staff could immediately follow her individual UCP pain management plan, resolving the crisis faster and reducing the likelihood of consequent organ damage.


The ambulance crew didn't take Grace (83) to hospital, instead following her UCP and calling her community nurse, likely saving her a inpatient stay


When after his appt, Jo wanted to talk to his family about the care preferences he'd discussed with his palliative care nurse, he used the NHS-app UCP to show them what the plan said, and that his EPA was there too so they would be involved in decisions.


When Tom's GP decided he needed a frailty care plan, she didn't have to email the forms around, but could start and access it live on UCP as her colleagues completed it, increasing their efficiency and getting it in place faster


Could UCP be a way for maternity teams to move ‘patient-held’ records to a shared online care plan? And have birth-preferences easily available if complications occur or in labour?


Could UCP be an effective way of sharing safeguarding information so it’s available across the systems?


When Y, a non-verbal autism sufferer, is picked up by an ambulance, they will be able to interpret her behaviours and make her as comfortable as possible allowing better and faster care


When the paramedic arrived at X's house (X unconscious) , they can see that X has penicillin allergy flagged on UCP, and avoided using any treatment that might cause reactions


GP A is seeing a patient Y, and Y expressed a change of pain symptoms. A updates the UCP there and then, meaning that all Y's symptoms management plans are up to date and visible by all UCP users


X has learning disabilities, and was able to express his likes and dislikes in a non-stressful environment at home, allowing his favourite ‘safe foods’ to be offered when he was admitted to A&E, and reasonable adjustments to his diet made when an inpatient


When P arrived at A&E with breathing difficulties, the team could see their existing medications, and avoid giving them incompatible treatments


When B (who has dementia) got lost, the paramedics were able to use the contact data in UCP to contact her son to take her home, saving time and resources.


Current EoL / Urgent use


Use-cases 
in progress


Potential use-cases


ILLUSTRATIVE INDIVIDUAL EXAMPLES
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CONTENT

1. About You (Prototype 2)

2. People who matter to you (Prototype 2)

3. Living Arrangements and Daily Activities
(Prototype 2) In progress

4. Clinical information and history
(Prototype 2)

5. Cardiopulmonary Resuscitation and
Treatment Escalation Decision (Prototype
2)

6. Physical Health (Prototype 2)

7. Cognition and Mental Wellbeing
(Prototype 2)

8. Crisis and Symptom Management
(Prototype 2)

9. Alerts (Prototype 2)
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Health Services Safety Investigations Body.pptx

Health Services Safety Investigations Body: Caring for adults with a learning disability in acute hospitals 
published Nov 2023


Kirsten Lamb








Reference case


Man aged 79, mild learning disability, lived alone with 10hrs care per week, no contact with relatives. He wore hearing aids, was unable to read or write, had cleft palate so speech was hard to understand. 


Had not attended GP for 5 yrs, refused blood tests, had oral antibiotics for cellulitis of lower legs then 2 wks later, deteriorated and was admitted with same.


In hospital for 2 wks. Under 5 different consultants during 2 wks. LD liaison nurse not available for first 5 days. Bloods only successfully taken at 2 wks. Patient died before results available. No capacity assessment. Hearing aids broken then lost. Nobody understood his speech.   








Findings 


Patients often cared for by staff in acute hospitals with no training in learning disability – ( no specific comment made re no training in learning disability medicine)


No defined model for acute learning disability liaison services


Hospital improvement standards and benchmarking only funded till 31/3/24


Care passports and alert flags are unreliable


Known health inequities experienced by this population and adverse societal attitudes











Recommendations 


NHSE develops guidance re LD liaison nursing and  workforce guidance to acute trusts


Continue funding for national learning disability improvement standards and benchmarking 


NHSE develops guidance on the practical assessment of mental capacity 


NHSE develops care passport process and adequate reliable flagging to cover learning disability status and reasonable adjustment needs 











Health Services Safety

Investigations Body: crns o st
i sningdeity st sl
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STOMP and STAMP NHSE Team Update


December 2023


Presented by:
Carl Shaw Learning Disability and Autism Advisor


Dave Gerrard Health Improvement Pharmacy Lead
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STOMP and STAMP Survey


Carl Shaw https://www.engage.england.nhs.uk/survey/5711c69b/ 


30% of respondents were children and young people under 18.





27% of respondents had heard of STOMP , 70% had not and 1.40% did not answer





62.56% of people were offered medication as the first line "treatment" rather than non-medication alternatives which are recommended in NICE guidance. 





36% of people taking medication could not remember having a medication review.





only 10% of people were given a Health Action Plan after their annual health check





Only 25% of people felt fully included in decision making about their care with a further 32.5% saying they were involved, but not listened to. 
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STAMP – Dave Gerrard


STAMP MindEd and Health Education England training modules
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Headline Figures
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There are currently 16,714 total enrolments in the MindEd STOMP programme








The most popular session is Inappropriate Medication Prescribing








10,802 total session launches since publication in May 2022








4,688 hours of learning completed since May 2022








*Activity Data details the number of times users have clicked ‘play’ on a MindEd session (launches). 








Activity Data


There were an additional 816 session launches (approx.) this quarter from AICC links on other Learning Management Systems (LMS) that house our sessions. Due to GDPR we have limited information on usage from these links.
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Completions 


Significant completion of all modules across the range with the introductory module receiving the majority of the hits.   


The platform saw a significant uptake from 2500 to 7200 modules completed in May and June 2023





‹#›








Number of completions	


How to challenge medication 1	How to challenge medication 2	Inappropriate prescribing	Psychotropic medications 1	Psychotropic medications 2	Psychotropic medications 3	866	1643	1991	1147	854	728	








Feedback Detail
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User Data for STOMP Modules 1-6


Main users by staff group


The biggest users of the STOMP sessions are students and employees from the Medical (GMC) and Dental (GDC) staff group


Initial usage was mainly pharmacy staff











The top four job roles accessing the STOMP sessions are: 


▪ students (nursing – adult branch); 


▪ nurses; 


▪ non-trainee doctors; and 


▪ pharmacists
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Plain text slide – with bullets - one column


Specialist audience


How to challenge medication


How to remain well


Video and e-learning resource


Focus on alternatives


Builds on modules 1-6





Modules 7-10 coming soon
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Plain slide with subhead and bullets
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Plain text slide – with bullets - one column


Scoping STAMP specific modules


Define and differentiate STAMP from STOMP


Family, young person focus


Strong co-production


Highlight STAMP principles


Highlight issues specific to a young person’s care and treatment





Next phase STAMP
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Plain text slide – with bullets - one column


Stakeholder group to be recruited


Expert reference group to be recruited


Stakeholder scoping event 30th Jan 2023


Representation required from all royal colleges


Please email Dave.gerrard@nhs.net by 14th December 2023





Next phase STAMP
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End slide





 Thank You


        	@nhsengland


        	company/nhsengland


	england.nhs.uk
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We pledge to make sure children and young people with a learning
disability, autism or both are able to access appropriate medication

(in line with NICE guidance), but are not prescribed inappropriate
psychotropic medication. Regular and timely reviews should be
undertaken so that the effectiveness of the medication is evident and
balanced against potential side effects. This will mean that children and

young people are only getting the right medication, at the right
time, for the right reason.
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             Learning Disability 


              Professional Senate


Learning Disability Professional Senate


Via MS Teams








Minutes of the Meeting held on Monday 4th September 2023





1. Attendees





			Name


			Profession





			Karen Dodd


			BPS and Co-Chair





			Ashok Roy


			RCPsych & Co-Chair





			Deepak Agnihotri


			NHSE NW & Chartered Society of Physiotherapists





			Viki Baker


			RCSLT 





			Jonathan Beebee


			RCN





			Sandy Bering


			NHS Commissioners





			Siobahn Brennan


			BASW





			Briony Caffrey


			British Dietetic Association





			Madeline Cooper  


			NDTI





			Tom Crossland


			BPS





			Ken Courtenay


			RCPsych





			Jason Crabtree


			ELNHSFT





			Matthew Dodwell


			NAS





			Jo Dwyer


			College of OT rep





			Dave Gerrard


			NHSE/I





			Heather Hanna


			NI rep





			Samantha Harker


			BASW





			Lynette Kennedy


			Nurse Consultant Network





			Kirsten Lamb


			Royal College of General Practitioners





			Lucy Legiewicz-Preston


			NHSE





			James McInerny


			HI, DHSC





			David Nuttall


			DHSC





			Janine Robinson


			NHSE





			Siobhan Rogan


			NI rep





			Wendy Ruck


			Arts Therapies rep





			Vicky Romilly


			SLT





			Andre Strydom


			LeDeR





			Sarah Swindells


			Dimensions





			Claire Swithenbank


			NHSE NW





			Katy Welsh


			RCN











APOLOGIES:





			Jonathan Beebee


			RCN





			Katherine Petersen


			GP





			Graham Carr


			NHSE/I Southwest





			Su Fox


			NHSE





			Anne Worrall Davis


			NHSE





			Isla McGlade


			Scotland rep





			Martha Kaxton Lane


			BPS CYP LD network





			Julia King


			NHSE





			Susan Hastewell Gibbs


			NHSE NW





			Indermeet Sawhney


			RCPsych





			Emily Williams


			NHSE











			3


			Minutes from Meeting held on the 5/6/2023





The minutes were agreed as a true record.








			4


			Action Log


			





			


			


The Action log was updated and is attached.





			


Attached





			5


			New Co-Chair





Viki Baker from RCSLT has agreed to take over from Karen as co chair.


Karen was thanked for all her amazing work and dedication she will be hugely missed


			





























			6


			National Updates


			





			6.1





			Policy related updates David Nuttall (DHSC) 





· Code of Practice for Oliver McGowan Mandatory Training – This is currently being developed jointly by NHSE and Experts by Experience.  It will be out for consultation shortly.  It will set out standards for training re delivery, format, and content. The easy read version has been produced with a later closing date for comment.





· Work with Baroness Hollins on ICTRs for people in long term segregation and seclusion – 2nd round of reviews were completed at the end of March.  There are recommendations for Government action, and the report will be published after ministerial scrutiny and approval.  This includes a proposed change in language e.g. solitary confinement rather than long term segregation an that long term segregation should become a ‘never’ event.





· Building the Right Support - There are 3 task and finish groups on Commissioning; Funding flow; Transition from Children to Adult Services.  There focus on understanding the variation between ICBs 





· There is cross government work on autism, ADHD and Disability Action Plan.





· Autism Act – Statutory Guidance supporting the recently launched Autism Act is being drafted and is expected to be out for consultation by the end of this year.





· Downs Syndrome Act – The Call to Evidence phase has been completed, with over 1500 responses, which are being grouped under themes.  Statutory Guidance for relevant Public Authorities is being written and there will be a Public Consultation later in the year.





· Mental Health Act reform – This is unlikely to be progressed in the lifetime of this parliament. 





· DWP – looking at improving employment rates for autistic people.





· SEND  - Research has been commissioned to look at the SEND workforce focussing on demand and supply





Concern was expressed about the high costs for Oliver McGowan Mandatory Training (OMMT) and about the implementation of the Down Syndrome Act and the SEND report. 

DN suggested that the legislation was passed before the implementation process had been fully agreed and this led to higher cost and delays. It was also clarified that OMMT had Tier 1 (universal) and Tier 2 (for service providers). “Tier 3” does not exist and should not be referred to. 


			

































































			7.0


			New Items


			





			7.1








			Audiology – Siobhan Brennan





· Higher prevalence 30-40% in LD  compared to  the general population  17%) still likely to be an underestimate


· High prevalence of poor ear health and compacted wax with adverse impact on quality of life


· Recent changes to primary care provision with reduced access to syringing


· Workforce pressures with 1 in 10 jobs being vacant, lack of hearing therapists supporting individuals re hyperacusis, postcode lottery in terms of specialists and domiciliary provision.


· Newborn screening programme changed the average age of fitting hearing aids from 26 months to 82 days


· Consider audiology as a possibility to include in future AP roles.





Action – Audiology representation on the Senate will be provided by Siobhan


			Presentation











			
7.2


			LeDeR report 2022 – Andre Strydom





· The LeDeR report is due to be published mid October subject to Parliamentary approval. 


· Delay in publication will allow for data to be collected. 


· The report included autistic people without ID.


· The report will not include child deaths


· There is no specific Covid chapter


· Coproduction emphasised by the Staying Alive Group


· More accessible to a general readership with greater pictorial content 


· A new National Child Mortality database (NCMD) is now being developed to include children with LD/Autism and will be published in 2024.


· Ata on autistic adults is not comprehensive as many deaths have not been identified and notified. About 100 were notified and around 36 have had a focussed review. The data is therefore incomplete and not representative.


Key preliminary findings


· More deaths reported


· Fewer focussed reviews


· In autism most deaths were male and the commonest cause was suicide, accidental and misadventure. 


· Median age of LD deaths has gone from 60 to 62.5 years with the commonest cause being disorders of the circulatory system. Covid deaths had fallen from 21% to 6%.


· Although there is an increase in referrals to the Coroner the rates are still lower than the general population. 


· A seasonal peak of deaths in July was noted possibly linked to heat waves indicating an increased vulnerability


· The Forward for the report will be written by the coproduction team


NHS England deep dives were carried out on Coding, Constipation, admission of children to psychiatric hospital and as well as deaths caused by Diabetes, Epilepsy and Pneumonia





Planned NHS Deep Dives include barriers to vaccination, DNACPR, causes and impact of cardiovascular disease, bowel cancer as well as issues related to ethnicity





There are plans to introduce a digital flag next in 2024. 


			Presentation could not be shared until report is published





			7.3


			Positive Support – Karen Dodd





There is a need to reframe PBS with a focus on “Positive Support” which in turn can influence behaviour





Action





VB/AR will convene a working group to develop a Senate position on this





Working group - Viv Cooper, Siobhan Rogan, Sarah Swindells, Jason Crabtree, Jo Dwyer, Lynette Kennedy  





			


Presentation





			7.4


			Obesity – Bryony Caffrey/ Justine Womack/ James McInerny





Obesity Position Paper and Regional Approaches in the South West and North West - SW LD health weight working group as part of Office for Health improvement and disparities,





Described a range of system wide public health approach in regions and their workplans 





Action


· Briony to continue the work on the position statement as a Senate guidance document.


			Presentation attached






































			8.


			Updates





			





			8.1


			LD Senate Community Teams document








Ken has some additional final comments, felt should be additional detail on expectation of competencies and standards. Agreed that this was  difficult to do this due to the range of commissioning arrangements. There needed to be an emphasis on care pathways and involvement of professional bodies. 





Action


Karen and group will add in additional comments from today’s meeting after which it will be sent to all ICBs


			
































SB





			8.2


			Senate Conference





RCPsych had confirmed that they would provide the venue free of charge on May 7th 2024. Enquiries will be made about catering and admin costs





Conference will touch on Health Inequalities but will also showcase Senate reports and documents. All professional groups need to suggest a topic each





			





AR





			8.3


			STOMP/STAMP


· Survey on the use of medication is being designed and the link will be shared for wider dissemination


· Ongoing work on Standardised Medication Reviews


· Concerns about the availability and the national shortages of medication especially for ADHD


			DG





			8.4


			‘What to do if’ document





Final version now in place. It is an  England only as it had not been possible to get involvement from other nations for final document. The issues covered are relevant across nations.





Viki - To be disseminated via BILD , senate members etc.





			








			8.5


			Autism statement





Deferred to December meeting


			


Martha Kaxton Lane





			8.6


			Autism Senate


An independent, multiprofessional, UK wide advisory body was being considered. LL and AR to report back on updates


			





Lucille Legiewicz





			8.7


			Handover between services


Deferred to December


			Lynette Kennedy





			8.8


			QNLD


As Karen was stepping down a new Senate representative was required


An Advisory Group was being formed – Karen could be contacted for details


			


All





			8.9


			CQC





KC to send email summary


			KC





			8.10


			Workforce update


LL provided an update (slides attached)


			





			8.11


			Feedback from other initiatives





Viki attends Restrictive Practice Oversight Group  


Action:  Viki to check and ask them to present at a future meeting , we may want to consider an alternative senate representation at this.





MH/LD Autism Quality Transformation Program – Improving Cultures in Inpatient Care.


A group has been set up – mostly Experts by Experience with MH/ Autism, and very few clinicians.  There is a National Quality Improvement Programme starting in the autumn, with £36 million to work with 200 wards over 50 Trusts.  A design specification is being written.  Action: See e-mail from Sandy that has been circulated for further information.





			








Viki


























ALL





			
9.


			Feedback


			





			




			Updates from Nations – to be emailed by reps


			





			


			Feedback from NHSE Regional reps 





No updates at this meeting





			





			


			Feedback from Professions





Update from the Arts Therapies  ongoing work with colleagues (NHSE and others) to find funding to revise with co-production with Service users and experts by experience arts therapies practice guidance for therapists working with adults with a learning disability. 








			





			9.6


			Feedback from meetings attended on behalf of the Senate – 





No update





			





			10.


			Any Other Business – 





None


			





			11.


			Dates for LD Professional Senate meetings 2023/24


Monday 4th December 2023         09.00 – 12.30 via Teams


Monday 4th March 2024                09.00 – 12.30 via Teams


Monday 3rd June 2024                  09.00 – 12.30 via Teams


Monday 2nd September 2024       09.00 – 12.30 via Teams


Monday 2nd December 2024        09.00 – 12.30 via Teams
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