
16 June 2021

ADS and MH Breakout 
session

The webinar will begin shortly



House Keeping
• If you are in the wrong break out room, please click leave and select Leave Breakout room 

and you will be taking back to main event to be reassigned
• Microphones off unless asked to speak or speaking
• For questions, please add these to the chat box, we will come to these at the end, you may 

be asked to elaborate over the microphone



Agenda
Learning from LeDeR

Core Capability Framework Learning Disability and Autism

National Mental Health education Framework

Education 

Agency Support

Q&A



What is LeDeR?
The LeDeR Programme Started in April 2017 to review the life and death of a person with a learning disability. 
Everyone with a learning disability aged four and above who dies and every adult (aged 18 and over) with a diagnosis 
of autism is eligible for a LeDeR review.

People with a learning disability often have poorer physical and mental health than other people and may face 
barriers to accessing health and care to keep them healthy. Too many people with a learning disability are dying 
earlier than they should, many from things which could have been treated or prevented.

The learning from deaths of people with a learning disability (LeDeR) programme was set up as a service 
improvement programme to look at why people are dying and what we can do to change services locally and 
nationally to improve the health of people with a learning disability and reduce health inequalities. By finding out 
more about why people died we can understand what needs to be changed to make a difference to people’s lives.

Oversight has now moved to NHS instead of Bristol University and there is a national policy which can be found 
here. This policy aims to set out for the first time for the NHS the core aims and values of the LeDeR programme and 
the expectations placed on different parts of the health and social care system in delivering the programme from 
June 2021.

https://www.england.nhs.uk/publication/learning-from-lives-and-deaths-people-with-a-learning-disability-and-autistic-people-leder-policy-2021/


What is a LeDeR review?
In a LeDeR review someone who is trained to carry out reviews, usually someone who is clinical or has a 
social work background, looks at the person’s life and the circumstances that led up to their death and 
from the information they have makes recommendations to the local commissioning system about 
changes that could be made locally to help improve services for other people with a learning disability 
locally. They look at the GPs records and social care and hospital records (if relevant) and speak to family 
members about the person who has died to find out more about them and their life experiences

Reporting the death of a person with a 
learning disability?

Anyone can notify a death to the LeDeR programme and the more deaths we are aware of the more accurate 
the information we have will be.
To report a death please use the online form on the LeDeR website

https://leder.nhs.uk/


LeDeR Core Principles
1. LeDeR is a service improvement programme aimed at improving local services for people 

with a learning disability and autistic people, and reducing premature mortality. 

2. We value the on-going contribution of people with a learning disability and autistic 

people and their families to all aspects of our work, and see this as central to the 

development and delivery of everything we do. 

3. LeDeR reviews will be conducted by dedicated reviewers working in multi-disciplinary 

teams with appropriate supervision and administrative support. 

4. Reviews will be completed in as timely a way as possible so that where good practice is 

identified, or issues identified these can be shared and addressed as soon as possible. 

5. We take a holistic perspective, looking at a person’s life as well as their death. 

6. The key principles of communication, cooperation and independence will be upheld 

when working alongside other investigation or review processes. 

7. The programme overall strives to ensure that reviews lead to reflective learning which will 

result in improved health and social care service delivery. 

8. LeDeR reviews are not investigations. 



Outcomes
We will know that the LeDeR programme is effective when local areas identify: 

• a reduction in the repetition of recurrent themes found in LeDeR reviews 

• reduced levels of concern and areas for improvement in reviews 

• reduced frequency of deaths that were potentially avoidable or amenable to good quality healthcare. 

• evidence of service improvement actions as a result of learning from reviews. This can often be quite simple 

changes put in place by health and social care providers like ensuring proper communication between family 

members and carers or between carers and hospital staff, making sure that people’s care plans are followed, or 

that postural support is provided or that annual health check health plans are followed. 

We expect the LeDeR programme to deliver: 

• a positive experience of the LeDeR process for bereaved families 

• decreasing numbers of preventable deaths 

• greater use of reasonable adjustments in health and care services for people with a learning disability and 

autistic people 

• better outcomes for people as a result of local service improvement projects 

• increased awareness of the main causes of death for people with a learning disability and autistic people 

among health and social care professionals both locally and nationally 

• improved data about the lives and deaths of autistic people. 



National Themes
Respiratory conditions remain the most significant
causes of premature mortality for people with a 
learning disability where deaths have been 
reviewed as part of the LeDeR programme.

Sepsis is a life-threatening reaction to an 
infection. It happens when your immune system 
overreacts to an infection and starts to damage your 
body’s own tissues and organs. Sepsis is sometimes 
called septicaemia or blood poisoning.

Constipation is easily preventable and 
treatable.
It is unacceptable that, of the deaths reviewed as 
part of the LeDeR programme in
2018, 12 people died from constipation.

Cancer. The rate of deaths from cancer for people with a 
learning disability (13% for men and 15% for women with a 
learning disability in 2019) are half that for the general 
population but the 2018 report showed that, for the 
deaths reviewed as part of the programme, gaps in 
services and support for accessing cancer screening may 
have contributed to the death of 7%

Epilepsy People with a learning disability are 

much more likely than the general population 
to have epilepsy:
About 1 in 3 people (32%) who have a mild to 
moderate learning disability also have epilepsy.
The more severe the learning disability, the more 
likely that the person will also have epilepsy.

Do not attempt cardiopulmonary resuscitation
Whilst there are situations where do not attempt 
cardiopulmonary resuscitation (DNACPR) directions may be 
appropriate, the 2018 report raised concerns about instances 
in which a learning disability was cited as the reason for 
making a DNACPR order.



Hertfordshire Themes
Commissioning 
There have been some cases where people have been moved from a LD home to a mainstream home as care needs 
have changed. E.g. they have developed dementia. However the learning disability suddenly just doesn't disappear, 
they still need specialist support and it is becoming more apparent that this is not being addressed correctly.

Cancer screening 
Review of 110 deaths from June 2019 to Dec 2020
22 due to cancer (20%)

Often people with LD are not supported to attend appointments., due to no reasonable adjustments being made

Avoiding Hospital Admissions
Encouraging monitoring of physical health and base line abilities.  There has always been push back from care staff 
are they are not regarded as professional members of staff.  However during Covid, care staff have embraced the 
pulse oximeter and monitoring temperatures and taking blood pressures.  They are seeing the benefit to their 
residents with this, the momentum just needs to be kept going as the pandemic eases



Hertfordshire Themes
Diagnostic overshadowing - when things get missed!
When all that is seen is the learning disability and people don’t look at the reasons for a change. A non verbal person with a 
sore throat may not be able to communicate that they are feeling ill. When offered food its pushed/thrown away. This is 
put down to negative behaviour etc……unpicking a reason is often missed and this can lead to significant health issues as 
times such as missing earl signs of cancer.

End of Life Care
Training needed for support staff and other professionals that have input into the lives of people with LD. EOL is often left 
until too late, this has been greatly highlighted by the pandemic. Planning is either not done or left until a person is too 
unwell to have any input or understanding of what is going on.

EOL planning ideally needs to be discussed when a person is still well and their health hasn't started to decline. The planning 
should be done in ways so that the person has their wishes followed

People then need to be aware of where that plan is and they know to follow it. We have reviewed a number of cases where 
people have repeated admissions to hospital, when all the person really wanted was to die peacefully at their home. But the 
records weren't available or agreed etc

Dignity in death is something that lacks, for people with learning disabilities



Hertfordshire Themes

Communication,  information and care co-ordination

There is often a lack of good communication between services, especially when a person doesn't have a family member to 
advocate for them and to chase issues up for them.  Some people would really benefit from having a care co-
ordinator/keyworker/champion that oversees their lives to make sure they receive the support needed.  Services do not 
always have conversations with each other when needed, do not see the bigger picture and call for multi disciplinary help.

Information is often not passed on from one service to another so that assessment are accurate.

Purple folders are a great tool, but they aren't always up to date or accurate or even filled in at all.  …..  Its all little things that 
need to be got right that can then have a huge positive impact on a person life.



www.hertfordshire.gov.uk

Case example – Keith

Service user independently used the toilet. 
Carers supported Keith to learn that if his 
wee was ever colours 7 or 8 he must tell 
the staff. Keith came out the toilet one 
day and showed the carers his wee was 
colour 8. After investigation he was 
diagnosed with cancer of the bladder and 
started treatment. Without the carers 
supporting him to know about the colours 
of wee this would never have been picked 
up. 



www.hertfordshire.gov.uk





Core Capability Framework
Framework for Supporting 
Autistic People
Click here to download the framework
Click here to download the Easy Read version
Click here to download a summary briefing paper

The framework comprises of 19 capabilities grouped 
into 5 domains:
Domain A. Understanding autism
Domain B. Personalised support
Domain C. Physical and mental health
Domain D. Risk, legislation and safeguarding
Domain E. Leadership and management, education 
and research

Framework for Supporting 
people with a Learning 
Disability
Click here to download the framework
Click here to download a summary briefing paper

The framework comprises of 25 capabilities grouped into 
5 domains:
Domain A. Understanding learning disability
Domain B. Health and wellbeing
Domain C. Personalised care and support
Domain D. Risk, legislation and safeguarding
Domain E. Leadership and management, education and 
research

https://skillsforhealth.org.uk/wp-content/uploads/2020/11/Autism-Capabilities-Framework-Oct-2019.pdf
https://skillsforhealth.org.uk/wp-content/uploads/2020/11/Autism-Fwk-easy-read.pdf
https://skillsforhealth.org.uk/wp-content/uploads/2020/11/Autism-Fwk-Briefing-Paper.pdf
https://skillsforhealth.org.uk/wp-content/uploads/2020/11/Learning-Disability-Framework-Oct-2019.pdf
https://skillsforhealth.org.uk/wp-content/uploads/2021/01/LD-Fwk-Briefing-Paper-23-Oct-19-2.pdf


Mental Health Education 
Framework

Click here to view

http://www.sonhset.com/uploads/6/1/4/3/61436309/mental_health_cstf_final.pdf


Subject 12: 
Biopsychosocial 

formulation in mental 
health

Subject 1: Mental 
Health Awareness

Subject 2: Establishing 
positive relationships 
with individuals who 
have mental health 

problems

Subject 3: Promoting 
general health and 

well-being for 
individuals with a 

mental health problem

Subject 4: Promoting 
mental health and 
preventing mental 

illness

Subject 5: Self-harm 
and suicide: 

understanding and 
prevention

Subject 6: Enabling a 
recovery focused 

approach to mental 
health

Subject 7: Coaching 
conversations in 

supporting recovery 
in mental health

Subject 8: Families, 
carers and friends as 

partners in promoting 
positive mental 

health

Subject 9: Supporting 
children and young 
people with mental 

health problems

Subject 10: Supporting 
children, young people 

and adults with a 
learning disability and a 
mental health problem

Subject 11: Mental 
health identification 

and assessment

Subject 13: Appropriate 
and effective use of 

medication in mental 
health care

Subject 14: Using 
technology to promote 
positive mental health 
and deliver effective 

support

Subject 15: Equality, 
diversity and 

inclusion in mental 
health

Subject 16: Law, ethics 
and safeguarding in the 

context of mental health

Subject 17: Research 
and evidence-based 
practice in mental 

health

Subject 18: 
Leadership in 

transforming mental 
health services

The boxes below are each hyperlinked to their relevant subject summary and outcomes to 
allow you to quickly view specific subject material. Please note that the greyed boxes are 
subjects out of scope and as such no outcomes have been recorded in this PowerPoint.



Training Offer June 2021



Mental 
Health 
Awareness

• This session will provide an overview of a range 
of mental health conditions (from the more 
common anxiety to less common psychosis) 
including their prevalence, signs and symptoms, 
causes and how they can affect people. The aim 
of the course is to help participants recognise 
the impact that ill mental health can have on 
individuals. The course will support participants 
to consider how they can protect their own 
mental health and wellbeing and that of others. 
Participants will be made aware of the 
importance of challenging stereotypes, myths 
and stigma surrounding mental health and 
championing inclusion. 

• For bookings please visit our booking website

https://hscb.event-booking.org.uk/events-list


Mental Health Awareness



Mental 
Health and 
Hoarding

• This session will provide a general 
introduction to the complex topic of 
hoarding behaviours and hoarding disorder. 
Delegates will gain knowledge and range of 
skills to motivate and support individuals 
that hoard with greater insight into how 
hoarding presents itself. There will be a focus 
on managing some of the more practical 
challenges of supporting individuals who 
hoard and how to approach this. 

• For bookings please visit our booking 
website

https://hscb.event-booking.org.uk/events-list


Mental Health and Hoarding



New Education Programs 
Starting 2021

Posture 
Friends

Culture, enabling and 
independence, 

communication, anatomy and 
physiology, posture and 
positioning, therapeutic 

handling and respiratory care. 

Mental 
Health

Awareness, positive 
relationships, promoting and 

prevention, self-harm and 
suicide, recovery, coaching, 

medication, technology, laws, 
ethics and safeguarding. 



Agency 
Charter of 
Excellence
Service to support the 
emergency staffing needs of all 
care providers in Hertfordshire

https://www.hcpa.info/ace/









businessdevelopment@hcpa.co.uk




