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Accountable Officer Kim O’Keeffe, Director of Nursing, Midwifery & Allied Health 

Professionals 

Author(s) Jane Rees, Manager for Learning Disabilities and Autism team. 

Purpose of Report To provide an overview of the work the Learning Disabilities 
team has completed during 2018. 

What is the question for 
the meeting to 
consider? 

Will the actions identified bring about the recommended 
improvements in care required? 

Recommendation  The Trust Board is recommended to: 
• Receive the annual report for information, noting it was 

presented to the Quality Assurance Committee on 28 May 
2019 

Consultation 
Undertaken to Date 

Reported to the Director Of Nursing, Midwifery and Allied Health 
Professionals and the Medical Director 

Signed off by Executive 
Owner 

Kim O’Keeffe 18 April 2019 

Reviewed by Executive 
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N/A N/A 

Reviewed by Board 
Committee (where 
applicable) 
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28 May 2019 

Reviewed by Trust 
Board (where 
applicable) 

Trust Board (For 
information) 

6 June 2019 
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previously discussed 
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Next Steps To work through and complete the actions identified by the multi-
professional Task and Finish Group. 
Extra training to be planned and provided. 
Develop a communication tool to help support children with LD 
and Autism. 

 
Executive Summary 
 
There has been an increase in attendance to hospital for patients with a learning disability 
and/or autism for 2018, and the LD has restructured their skill mix to accommodate this 
increase.  
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From a thematic review completed on deaths of patients with a learning disability and/or 
Autism, themes identified will be addressed and recommendations are being put in place to 
improve practice within communication and escalation of care.  
 
The team are working closely with the paediatric wards and making sure children are flagged 
at an early age and stage to make sure they receive the right quality care while attending 
RCHT. 
 
The team are providing bespoke training in many areas throughout the hospital where issues 
have been highlighted as concern; to recognise deterioration and pain recognition for staff. 

Actions 

• Developing a communication tool for children to help and support them when coming 
to   hospital. 

• Learning disability alert has been added to eObs. 

• Learning disability team to develop posters, for recognising deterioration and sepsis, 
based 

• on the LeDeR recommendations. 
 
  No risks identified at this time to complete the actions.  
 
 
Financial Risks None identified 

Key Risks  That the actions are not completed within the identified 
timeframe. This is not currently identified as an issue 

Disclosure Statement No identified disclosure relevant at this stage. 

Equality and Diversity 
Statement 

The report does not have any negative impact on the protected 
characteristics under the Equality Act.  
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Introduction 

2018 has once again seen an increase in attendance to hospital for patients 
with a learning disability and/or autism and their families, plus a substantial 
increase (43%) in the number of child referrals to the team. It has been a 
challenging yet exciting year for the Acute Learning Disability Liaison Service 
(LD) during which the service has seen considerable re-structure to better meet 
the needs of the people it serves.  The LD service was established 11 years 
ago and this is the 10th annual report representing the period from 1st January 
2018 to the 31st December 2018. 

1.  Service Profile  
1.1. The Trust’s protocol sets out the commitment to ensure: “All people with 
Learning Disabilities get the healthcare and the support they need to live 
healthy lives”.   

1.2. All patients, including those with a Learning Disability (LD) or Autistic 
Spectrum Disorders (ASD) follow the care pathway for their specific health 
need. The Service supports and liaises with the appropriate health care 
professionals, in order to identify and make what reasonable adjustments are 
required. 

1.3. Reasonable adjustments could include, but are not limited to: 

• Producing accessible and understandable patient information 
• Ensuring that a hospital passport accompanies the patient throughout their 

admission 
• Providing support to carers, in line with the RCHT Carers Policy 
• Offering frontline staff specialist information about supporting a patient with 

a LD or ASD and recognising and responding to any risks that make the 
patient vulnerable during their stay 

• Admission planning and complex case management 
• Facilitating appointment and surgery times to suit the requirements of the 

individuals 
• Ensuring that patients are appropriately flagged in line with the 

recommendations of the Confidential Public Enquiry for Learning Disabilities 
in 2012 

1.4. The LD Service supports patients, carers and their families, based on their 
individual needs through their journey in the acute hospital setting.  This report 
aims to reflect that essential liaison work in order to prevent Death by 
Indifference (Mencap 2007). The service also provides transition support to 
patients and families as they transfer over from children services to adult within 
the acute setting, where admission plans are developed to help service users 
receive good equality care and reasonable adjustments are made where 
needed. 
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2. Strategic Development 
2.1. The LD Service is vital as a strategic resource; this includes the 
development of policies, procedures, care pathways and education. 

 

The LD Service was restructured in August 2018, to reflect the growing needs 
of clients accessing our service. The service now comprises of: 

• 0.6 WTE Team Manager (management of the LD Team) 
• 1.00 WTE Acute Liaison Nurse (Admission planning and complex case 

management) 
• 2 .00 WTE Assistant Practitioner (Specialist LD and ASD healthcare) 

2.2. The Service operates Monday to Friday; 08.00 – 17.00 hours. The team 
members provide a degree of flexibility in this regards, however, this has not 
been significantly required.  The team are based within the wider safeguarding 
team, which supports with backfill if and when required. 

3. Service User Groups Covered  
3.1. People with a Learning Disability, in line with the definitions provided by 
Valuing People (2001) need to include the presence of: 

• A significantly reduced ability to understand new or complex information, to 
learn new skills (impaired intelligence), with: 

• A reduced ability to cope independently (impaired social functioning): which 
started before adulthood, with a lasting effect on development. 

3.2. The National Autistic Society Provide the following definition for Autism: 

“Autism is a lifelong developmental disability that affects how a person 
communicates with, and relates to, other people. It also affects how they make 
sense of the world around them”.  “It is a spectrum condition, which means that, 
while all people with autism share certain difficulties, their condition will affect 
them in different ways. Asperger syndrome is a form of autism”.  

3.3. The service supports children and adults who fit the above criteria and 
require access to secondary healthcare. 

4.  Education and Practice Development 
4.1. The LD Service recognises the importance of the continued professional 
development of the team and the wider hospital. The LD Service has recently 
refocused to ensure: 

4.1.1. The team are supported to: 
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• Participate in continued professional development including local and 
national study days, conferences and workshops 
• Undertake continued academic development  
• Keep up to date with current local and national initiatives and best 
practice 
• Attend partnership boards to be up to date with services for people with 
learning disabilities and autism, so they can provide advice to patients 
where needed to access services in regards to health. 
• Support the LeDeR mortality reviews/ investigations and feedback the 
learning outcomes within the trust for good practice. 

4.1.2. The team provide: 

• Training presentations on Learning Disabilities and Autism for 
Mandatory training (4000+ frontline staff) 
• Bespoke presentations for Child Health, Maternity, Senior Medical 
Staff, Clinical Imaging and the Emergency Department 
• Pro-active education and care planning  
• Learning from incidents and responsive toolbox training delivered at 
ward / department level 
• Development of Link Practitioner roles in each clinical area 
• Contributing to undergraduate education programmes and Assistant 
Practitioner training 
• Provision of a half day insight placement experience for students and 
RCHT nursing and healthcare staff 
• Learning Disabilities Student placements in partnership with Bristol 
University, offering a 12 week placement. 
• 2 study days every year open to all RCHT staff to attend. 
• Complete the NHSI LD Improvement standards. 

4.2. Training provided by the team is often supported and contributed to by 
Cornwall Health and Making Partnerships (CHAMPS). They attend the Trust by 
invitation to consult on practice development issues and service user audits. 
They provide an enthusiastic ‘fresh eyes’ approach and fundamental service 
user advice on practice changes and development. 

5. Complaints and Serious Incidents 
5.1. There have been 9 complaints received by the Trust involving people with 
Learning Disabilities and/or ASD or their carers during 2018, compared to 5 last 
year. Nearly all the complaints have been in relation to communication and how 
patients have been treated while in hospital verbally, which the team have been 
addressing through education and training for staff. 

5.2. All complaints, Serious Incidents and safeguarding alerts received in 
relation to people with learning disabilities and/or autistic spectrum disorder are 
investigated and managed as per the Trusts policy and procedure. With the LD 
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Team learning is identified and shared as required both internally and 
externally. 

5.3. Actions that are identified for specific clinical areas within the Trust and 
captured within any serious investigations will be managed by the relevant 
division, with a nominated lead. 

Overall Lessons learned 
Specific to AL team Action taken 

The need to increase 
awareness about the 
Learning Disabilities and 
Autism Team and the 
services they can provide. 

Learning Disability/Autism packs have been developed for 
every ward, for staff to access when needed for patients. So 
that ward staff can provide Hospital passports quickly for 
staff to adhere to their needs. 
 
 

Education regarding 
Learning disabilities and 
Autism and the provision of 
reasonable adjustments to 
ensure equitable care. 

The members of the LD Team will support education and 
awareness training internally and remain abreast of relevant 
research, national policy and best practice. 
 
The LD Team Manager and nurses will support the 
investigation of complaints and incidents, disseminate any 
learning and offer bespoke training as required. This is In 
addition to mandatory and on-going training. 
 
Face to face mandatory training for all frontline staff 
commenced in January 2018. Learning development staff 
was trained up to provide the training and took over from 
April 2018. 

Team Processes The team have a pathway which is followed for each patient. 
This will ensure each patient is offered (or where lacking 
mental capacity, and if in their best interest, is provided with): 
  

• A hospital flag 
• A hospital passport (LD, Autism, Communication) 
• A Carers passport 
• Maxims risk assessment and reasonable adjustment 

plan 
• Patient feedback (easy read) 
• Transition /Admission plan 

 
The team continue to offer a pro-active service making 
reasonable adjustments in advance of any pre-planned 
admission or outpatient or day-case service 

6. Service activity 
6.1.  The Service supported 2085 patients from January 2018 to December 
2018, compared to 1940 last year, an increase of 142 patients (7.5%). 

6.2.   Contacts recorded include telephone advice, face to face and support 
and advice during a hospital stay / day case visit / outpatient visit.   02000
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6.2.1. Graph 1: Total patient contacts  

 

6.3. The Service supports adults and children with Learning Disabilities and/or 
Autistic Spectrum Disorder; there has been a substantial increase in child 
referrals, from 245 in 2017, and 433 in 2018, which is a 43% increase. This is 
probably due to the transition work the team have been doing over the year, to 
support children and families as they transfer from children services to adult 
services within RCHT. 

6.3.1. Graph 2: Total Adult and Child Patients in 2018 

 

6.4. The members of the LD Team support pro-active admission planning with 
a Referral Management System (RMS). General Practitioners refer to the Team 
who contact the patient and their carers to discuss the admission and offer 
reasonable adjustments. The adjustments are then sent to the booking team 
who confirm the admission and support is provided as required. 

6.4.1. In 2018, the Team received 373 RMS referrals, compared to 
416 last year, so slightly less, 363 of these were adult and 10 children. 
Learning Disabilities accounted for 320 of the referrals and Autistic 
Spectrum Disorder accounted for 53 referrals.  

0
500

1000
1500
2000
2500

2015 2016 2017 2018

Year

Number of Patients 

Number of Patients

0
200
400
600
800

1000
1200
1400
1600
1800

2015 2016 2017 2018

Year

Adults

Children

Not recorded



Annual Report 2018: The Acute Liaison Service for Children, Young People and Adults with a Learning Disability and/or 
Autism Spectrum Disorder  
 

Page 10 of 14 

6.4.2. Graph 3: RMS referrals in 2018 

 

6.5. The LD Team make reasonable adjustments in line with the Equality Act 
2010. A range of Reasonable Adjustments are made based on the needs of the 
individual. There are some standardised Reasonable Adjustments that are 
offered routinely, however the team often provide and support innovative and 
unique adjustments.  

6.6. Case Studies 

6.6.1. Case Study 1: Child 

A young patient with autism and learning disability had a history of really 
struggling when coming to hospital, so a detailed admission plan was put 
in place to get him in for procedures and adhere to his needs. A colleague 
had previously been out to his home to give a pre-med and travelled in 
with him for a previous procedure as a reasonable adjustment. This year 
he required an MRI scan to investigate deteriorating mobility and allow 
him to be able to compete for the disabled GB surfing team. Four attempts 
to get him in were made and each attempt was a small step forward 
towards him being able to manage the procedure. The first attempt at the 
procedure did not happen as he read his own post and was aware of the 
procedure several weeks early.  This caused him to become too anxious 
and unable to come in. The second and third procedures he made it in to 
the department as part of a desensitization process and we were able to 
put a plan in place for the 4th attempt. The procedure was due to be 
carried out under general anaesthetic and when he arrived he explained 
that he had a four wheel driving experience that he wanted to partake in 
that afternoon with his dad. He knew that after a general anaesthetic he 
wouldn’t be able to do this, so he asked us if he could have the scan 
without the anaesthetic.  We explained that he could and with our support 
in the scanning room he was able to manage a 20 min scan without any 
sedation or anaesthetic. 
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6.6.2. Case study 2: Adult 

A young lady with autism came into ED with abdominal pain and this had 
been an ongoing issue for several months.  When admitted onto the ward 
the family asked about the learning disability and autism team.  One ward 
member reported that we worked two days a week and another ward 
member explained they didn’t think the hospital had a team.  As the 
abdominal pain was an ongoing issue the surgeon felt it was unlikely to be 
appendicitis but he advised an exploratory operation to try and identify the 
cause of the pain. Her fiancé was unable to stay with her whilst waiting for 
the operation, due to being on an all-female bay, unfortunately there was 
no side room and the young lady had to wait in her own until her mum 
arrived.  This caused her to become very anxious. The surgeon decided 
to operate during the night as he felt that due to her anxiety it was not 
advisable to delay until the next day. The mum explained that she would 
need to be with her in the anaesthetic room and also when she wakes in 
recovery and the surgeon was happy for this to happen.  Unfortunately 
when the young lady was taken in to surgery the mum was prevented 
from going with her. The mum was told that they would come and get her 
after the operation; she waited a very long time to be able to see her 
daughter.  Mum became very distressed as she hadn’t returned to the 
ward so the nurse went to see where she was. It transpired that the young 
lady had been out of surgery for an hour and was on a different ward, 
causing her distress and the mother. In the morning different doctors 
came around to discuss the operation, and stated different information 
compared to the surgeon during the night and caused even more anxiety 
for her. She was discharged on Monday afternoon and the learning 
disability and autism team were not informed of her admission even 
though on every handover it was stated that she had autism. If we had of 
been involved we would have been able to support and put clear plan in 
place to prevent these issues causing so much distress. The family made 
a compliant which is how the team found out about the case and 
supported them at the local resolution meeting. There was lots of learning 
from this case for professionals for future admissions. 

6.6.3. Case study 3: Transition 

Seventeen year old female, who has a learning disability and autism, was 
diagnosed with leukaemia. She had been having treatment and inpatient 
stays on the children’s ward, needing to transfer over to adult services for 
her maintenance treatment. She can display behaviours that challenge, 
including physical violence to family members. There is significant anxiety 
from all involved regarding the transition from children to adult services. 
The Transition Nurse worked with all involved to: 

• Plan for visits to the Headland unit for follow up treatment 
• Plan in case of an emergency admission to the Emergency Department 
• Agreed base ward for each admission – providing consistency  
• Provision of a side room for each admission 
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• Allocated waiting area agreed   
• Developed communication picture cards 
• AL Team to support with the treatment admissions 
• Allocated care team comprising of female staff only 
• Planned parking spaces and routes in and out of the hospital  

 
Treatment is now underway within adult services, and she has had 
several emergency admissions to the allocated ward, which has worked 
well, and she is even attending treatment with a carer without mum or us, 
we are only called if needed, which is fantastic progress for her. All the 
planning prior to transition over has helped her immensely.  

7. Achievements and Developments 
7.1. There have been a number of achievements and developments that 
should be noted in 2018: 

7.1.1. The LD Team are working closely with a Domestic Abuse group, 
to support individuals with a LD, who have been abused, developing a 
group called, The Speak out Advisory Group. These individuals with an 
LD provide training sessions for professionals in the police force to help 
them have a better understanding when working with people with an LD 
who have experienced abuse. This work will hopefully help individuals 
with an LD have the confidence to speak out and engage with services to 
get the right support and feel listened to. 

7.1.2. The LD Team supported the Blue Light Day, which aims to 
break down barriers between adults with learning disabilities and/or 
autism and the emergency services.  A representative of the LD Team 
attended advertising the RCHT Hospital Passports and the service we 
provide, and got feedback from individuals on their experience when 
attending hospitals and if they felt supported while here.  

7.1.3. LeDeR Programme; The Learning Disabilities Mortality Review 
(LeDeR) Programme has been established as a result of one of the key 
recommendations of the Confidential Inquiry into the premature deaths of 
people with Learning Disabilities (CIPOLD). All Registered Nurses within 
the LD Team have completed the LeDeR training and are actively 
participating in local areas to review the deaths of people with LD. This is 
in addition the usual RCHT Mortality Review. The LD manager attends the 
steering group to cascade any actions needed from reviews back through 
RCHT. Recent feedback has been passed on to the relevant areas such 
as End of Life palliative care team. 

7.1.4. Alert sticker; ‘This patient is known to the Learning Disability and 
Autism Team’ sticker is now in use across the Trust. Patients known to 
the LD Team will have the sticker placed in their notes to alert all staff 
caring for them, to ensure consideration is given to the Mental Capacity 
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Act, that reasonable adjustments are offered and that a hospital passport / 
Carers Passport are offered. 

7.1.5. The RCHT Safeguarding Team won the IMPACT bid (Integrated 
Multi-agency Prevention and Crisis Teams). The aim of the bid was to co-
locate services central to the support of vulnerable people in the acute 
Trust. The bid will include the LD Team and will offer additional services to 
those people with co-morbidity needs, i.e. Learning Disabilities, ASD, 
Mental Health, Drug and Alcohol, Homelessness, Children’s and Maternity 
Safeguarding and Advocacy. The new building will be opening March 
2020. 

7.1.6. Two Learning Disabilities and Autism Study days were held at 
RCHT in June and October 2018, which focused on the needs of patients 
who have a Learning Disability and/or Autism. Both days included 
sessions on communication, reasonable adjustments, the experiences of 
carers, and easy read material, and the response was extremely positive. 

7.1.7. The LD Team supported National Autism week with an event in 
the main entrance of the hospital, advertising our service for staff and 
patients. 

7.1.8. The LD Team are also supporting the Mencap “Treat me well 
campaign”, within the hospital, and are looking to develop more easy read 
documents. Specially looking at easy read appointment letters to try and 
prevent LD patients missing their appointments, due to not understanding 
the letters. 

7.1.9. Communication books were purchased for all the wards at 
RCHT, funded by Friends of RCHT, and has been very beneficial to 
patients; therefore we are hoping to purchase some more this year, which 
again Friends of RCHT have agreed to fund, and we are currently trying to 
get funding for St Michaels and West Cornwall.  

7.1.10. Consultant Nurse for Integrated Safeguarding Services 
completed a thematic review of three clinical episodes of care, where 
patients with a LD and or Autism have passed away. From the detailed 
review recommendations and actions have been developed to try and 
improve how the trust respond and care for these patients, ensuring this 
learning is shared through the task and finish group. Two main themes 
emerged, poor communication and delayed escalation of care and actions 
and recommendations are being put in place. 

8. Conclusion and Recommendations  
8.1. 2018 has been a year of positive change and innovative re-structuring for 
the Acute Liaison Team, ensuring that all relevant patients are at the centre of 
the services provided, against a backdrop of national change. 

8.2. Patient contacts continue to increase significantly. The team are proud to 
be raising awareness and educating patients, staff and the public about the 
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service’s provided. There has been a team re-focus on the foundations of the 
Service provided, including ensuring patients are flagged and have hospital 
passport and admission plans which are up to date, based on best practice and 
informative. 

8.3. The LD Team work in partnership with the RCHT Safeguarding Team, 
including Addaction, Shelter and SEAP to support and advice patients, taking a 
holistic life approach based on need rather than segregating due to diagnosis. 

9. Next Steps 
9.1 Recommendations and actions developed through the safeguarding task 
and finish group will be worked through to improve practice within 
communication and escalation of care.  

9.2 Working closely with the paediatric wards and making sure children are 
flagged at an early age / stage to make sure they receive the right quality care 
while attending RCHT, and the support from our team. The team are providing 
midwifery training as it has been highlighted more LD patients are having 
children than before. 

9.3 Training to be provided to staff to recognise deterioration and escalate care 
quickly within patients with a learning disability and or Autism, and highlighting 
the importance of observations quickly.  Working closely with the pain 
specialist’s on pain recognition for staff when supporting patients with LD and 
autism. 

9.4 Developing a communication tool for children to help and support them 
when coming to hospital. 
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