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This report is to give clear 
information about what 
we have learned about the 
lives and deaths of people 
with learning disability 
and autistic people from 
the North East and North 
Cumbria who died in 2024.

This report is called, 'LeDeR: 
Learning into Action'. This means 
it is a collection of lots of examples 
of work that has already happened 
in North East and North Cumbria as 
a result of what we have learned 
from LeDeR reviews.

It also includes examples of best 
practice work that has happened 
because of what people with 
learning disability, autistic people 
and family carers have told us in a 
variety of events, focussed group 
discussions and informal feedback 
throughout the year.

It is very important for the 
North East and North Cumbria 
Integrated Care System to 
understand this information 
to make sure commissioning 
decisions and service 
improvement initiatives for health 
and social care are relevant, current 
and based on good evidence to 
improve the lives and wellbeing 
of people with learning disability 
and autistic people from all the 
North East and North Cumbria.

Section 1 - The green part 
What is this report about?
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Section 1 - The green part 
What is this report about?

The North East and North 
Cumbria Integrated Care 
System's four goals are:

•	 Longer & healthier lives
•	 Fairer outcomes for all
•	 Better health & care service for 

all
•	 Giving children & young people 

the best start in life

Our plans are to reduce the health 
inequality gap by 10% by 2030 for 
the whole population, this includes 
people with learning disability and 
autistic people.

This 'Learning into Action' report 
is key to being able to reassure 
our population that the North 
East North Cumbria plans and 
LeDeR are fully joined up and we 
have taken every opportunity to 
make sure we deliver LeDeR as a 
'service improvement programme' 
rather than a 'mortality review 
programme'.

We know the health inequality gap 
is wider for people with learning 
disability and autistic people, so we 
are fully committed to using every 
opportunity we have to improve 
the lives, health, and wellbeing of 
people with learning disability and 
autistic people across North East 
North Cumbria.
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Section 2 - The yellow part 
Introduction

I am delighted to introduce 
this year’s “LeDeR: Learning 
into Action” report for the 
North East and North Cumbria 
Integrated Care Board. This 
report is more than a record 
of our work, it demonstrates 
our shared commitment to 
listening, learning, and acting 
together to improve the 
lives of people with learning 
disability and autistic people 
across our region.

This report gives us a valuable chance 
to reflect on what we have achieved, 
celebrate the dedication of our teams, 
and recognise the voices of people 
with lived experience. The progress 
highlighted here shows how learning 
from LeDeR reviews and direct feedback 
has already led to meaningful changes, 
improving care, reducing inequalities, and 
supporting people to live longer, healthier 
lives.

Yet, there is always more to do. The 
insights from this report help us identify 
where further improvements are needed, 
ensuring our commissioning and service 
developments remain relevant and 
evidence based.

The NHS 10 Year Plan gives us a real 
opportunity to commission services that 
are fairer and more inclusive for people 

with learning disabilities and autistic 
people, as well as the wider population. 
As we transition to a new role as Strategic 
Commissioners we can take practical 
steps, analyse local data to identify gaps 
to co-produce services with people who 
have lived experience. In doing so we 
can ensure accessibility and reasonable 
adjustments are made and clear targets 
set to reduce health inequalities, monitor 
outcomes, and work closely with partners 
across health, social care, and the 
voluntary sector to achieve this.

But our work is far from finished. The 
health inequalities faced by people with 
learning disabilities and autistic people 
are urgent. Every day, your actions, no 
matter how small,can help close this gap. 
Please take what you learn from this 
report and put it into practice, challenge 
the status quo,and champion change in 
your teams and services. Together, let’s 
act now and make sure everyone in our 
communities receives the care, respect, 
and opportunities they deserve and 
without delay.

Thank you for your ongoing commitment 
and partnership.

Samantha Allen, Chief Executive, 
NHS North East 
North Cumbria 
Integrated Care 
Board
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Section 3 - The blue part 
What we learned, what we did, what happened? 

The most common cause 
of death in North East 
North Cumbria in 2024 was 
pneumonia and respiratory 
conditions.

We learned 38 people died 
from pneumonia and 13 
from respiratory problems. 

Winter Planning / Flu
Over the last 5 years, the uptake of flu vaccinations 
among people with learning disabilities has declined by 
more than 10% in NENC despite the continuation of a lot 
of communication resources in previous years.

In Winter 25/26 we've implemented a new 'Local Links' flu vaccination model 
bringing together Primary Care Networks, community pharmacies and 
learning disability day services (social care) across NENC.

The idea is for flu vaccinations to be offered to people with learning 
disability and the social care workforce in their neighbourhood in day 
services by local community pharmacies.

A huge amount of planning and  
promotional work has been 
done during recent months for 
implementation from October 2025.
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Section 3 - The blue part 
What we learned, what we did, what happened? 

To support the delivery of the 'Local Links' project an 
extensive set of tools and resources has been made 
widely available and circulated across NENC.

These include:

•	 2 comprehensive strategic NENC wide communication plans, 1 for adults 
and 1 for children and young people. 

•	 New lived experience promotional films explaining why the flu 
vaccination is important for people with learning disability. 

All the Winter 2025 learning disability flu resources can be found HERE

Established a respiratory and learning Disability 
Community of Practice in March 2025 

This brings together colleagues from North East and Yorkshire. The main 
purpose of the group is best practice sharing, sharing of practical tools, 
ideas, and useful resources. Each meeting has a focus on work happing to 
reduce the health inequalities associated with respiratory illness in people 
with a learning disability. For example, Bradford's Keeping My Chest 
Healthy Project.

 

 
 
Best practice guide for increasing flu 

vaccination uptake in people with a 

learning disability 

Top tips for general practice 

Introduction 

The flu vaccination is a crucial preventative measure, especially for those with a 

learning disability who may be more vulnerable to severe flu complications. General 

practices play a vital role in ensuring that individuals with a learning disability receive 

their flu vaccination. This guide provides best practices and top tips to increase the 

uptake of flu vaccination in this group. 

Why we need your help 

• Over the last 5 years, the uptake of flu vaccinations among people with a 

learning disability has declined by more than 10%. 

 
• As reported through the Learning Disability Mortality Review Programme, 

people with a learning disability are dying 22 years sooner than the general 

population from preventable deaths. 

 
• One of the highest contributing factors to early death among people with a 

learning disability is respiratory illness. 

Top tips / best practice 

• Reasonable Adjustments: Under the Equality Act 2010 some people will 

need reasonable adjustments to support them to have a successful 

vaccination. RA_A4_posters_01-Top-Tips-HSC.pdf 

 
• Ensure reception staff are aware of reasonable adjustments and how they can 

offer support go to www.necldnetwork.co.uk/work-

programmes/reasonableadjustments  
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Section 3 - The blue part 
What we learned, what we did, what happened? 

Learning Disability  
Dysphagia Diamond Standards
These were co-produced and designed by a wide range of stakeholders 
including colleagues from acute and primary care, social care, speech 
and language therapy, specialist learning disability and mental health 
trusts and people with learning disability and their families. 

We learned 31 people died of aspiration pneumonia.

The Learning Disability Dysphagia 
Diamond Standards aim to:

•	 Upskill both the workforce and family 
carers

•	 Provide adjusted pathways
•	 Signpost to workforce education 

option(s)
•	 Provide resources and information to 

support and provide high quality care 
for people with dysphagia

•	 Reduce the number of avoidable deaths 
from aspiration pneumonia in our region

Included are:

•	 A set of reasonably adjusted 
pathways for primary care, secondary 
care, families, carers and social care 
for both adults and children

•	 Workforce education 
•	 An extensive library of resources and 

films

Screening tools 
The resources can be found HERE. 

If acutely unwell 

admit acute 

paediatrics

If not acutely 

unwell urgently

• Refer appropriate 

community SALT team

• Refer appropriate 

community dietician

• Refer community 

paediatrics

• Consider Paediatric 

gastroenterology

• Consider ENT

• Consider learning 

disability team 

and multiagency 

working

Primary Care - Children’s dysphagia pathway

Risk factors

• Prematurity

• Low birth weight

• Hypotonia, any disorder of muscle 

tone
• Recurrent chest infection

• Cow’s milk protein allergy which 

is not settling with the treatment 

given
• Syndromes eg. Downs Syndrome

• Tube fed

• Failure to thrive

• Sensory perception difficulties

• Obesity

• Medications which cause 

dysphagia such as antiepileptics

Possible symptoms

• Vomiting/regurgitation of feeds

• Poor weight gain

• Crying, inconsolable

• Refusing of feeds

• Blood in poos or vomit

• Poor chewing

• Chesty wheezy unexplained cough

• Waterbrash

• Sore tummy

• Recurrent chest infection

• Dehydration

• Nutritional compromise

• Increase in behaviours which 

challenge around mealtimes

• Possible choking incident

• New swallowing difficulty

Dysphagia suspected

Learning Disability

Diamond
Dysphagia
Pathways

Primary Care  Children’s dysphagia pathway
What is dysphagia? 
• Dysphagia is the word used to describe 

difficulties when eating, drinking or 
swallowing.

• Dysphagia can be very serious and cause 
chest infections and pneumonia. • Dysphagia should not be ignored.

Learning DisabilityDysphagia
DiamondStandards
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Section 3 - The blue part 
What we learned, what we did, what happened? 

Skills for Living with 
Type 2 Diabetes
We have reviewed and redesigned 
skills for living to include people 
with pre-diabetes with aim to 
prevent people developing type 2 
diabetes. 

Diabetes and hypertension often occur 
together, significantly increasing the 
risk of cardiovascular diseases and other 
complications.

Ongoing delivery in South Tyneside and 
2 new courses being delivered in North 
Cumbria late 2025/26.

We learned 28 people died 
from issues relating to 
their heart.

We learned 14 people died 
from issues relating to 
their organs.

What?
Skills for Living is a Type 2 structured education, course designed 

for people with a learning disability and Type 2 diabetes. 

The Power of Co-Production

The North East and Cumbria Learning Disability Network 

lead the project. Skills for People a VCSE organisation were 

commissioned to produce the course materials and to deliver 

train the trainer programmes to VCSE organisations in other 

areas.

At the heart of the design work was co-designing and co-

delivering with a group of experts by experience with Type 

2 diabetes from across the North East and a range of health 

professionals and Diabetes UK.   

The course is delivered by a specially trained 

facilitator and a peer facilitator(s) (person with 

a learning disability). This model of co-delivery 

is both unique and highly effective. 

It is delivered using a range of highly accessible 

materials including PowerPoints, games, original 

films, and a personal learning journal. There is a 

great deal of emphasis upon people sharing their 

personal journey throughout.

Course Content
Week 1 - Getting to 

know each other and 

understanding the 

course

Week 2 - 
Understanding Type 2 

Diabetes part 2

Week 3 -
Looking after our 

own health

Week 4 - Let’s eat 

healthily to control 

our diabetes

Week 5 -
Exercise can really 

help

Week 6 -
Keeping strong

Why?
• People with a learning disability have much poorer 

health outcomes that the rest of the population.

• People with a learning disability die 24 years 

sooner than that of the general population.

• 49% of deaths were avoidable compared to 22% 

for general population.

• 17% of those avoidable deaths were linked to 

diabetes (LeDeR, 2021).

• Type 2 diabetes prevalence and obesity rates 

are higher in people with a learning disability 

compared to the general population.

The Skills for living course aims to empower people to understand, manage and 

live well with type 2 diabetes and reduce the related health inequalities.

The course was successfully piloted in 2021 by Skills for people ahead of the rollout 

in another locality of the North East that had commissioned the delivery of 5 

courses.

Addressing reasonable adjustments to existing lifestyle programmes is essential to 

support the health and wellbeing of people with a learning disability. 

A gap in accessible type 2 diabetes education was identified in our region as 

the nationally commissioned DESMOND programme is not accessible to the 

majority of people with learning disability and research, undertaken by the 

Network concluded there were no other programmes available elsewhere. 

What we have achieved
“It is worth to attend as the 

staff is so lovely and are non-

judgmental, they are there 

to help you. The content was 

informative, and I learnt a 

lot of different things about 

diabetes, things that give me 

a wakeup call.” 

“What I’ve started look 

into the products now 

and see what’s got like 

loads of sugar and I’ve 

thought no not that 

I’ve swapped it around 

and read the labels now 

where I wouldn’t have 

done before.” 

“I’ve learned more and 

I’m still learning.”

“What I’ve started look 

into the products now 

and see what’s got like 

loads of sugar and I’ve 

thought no not that 

I’ve swapped it around 

and read the labels now 

where I wouldn’t have 

done before.” 
5 courses have been 

delivered in the region 

with further courses 

planned, feedback has 

been overwhelmingly 

positive.

The aim of the course is to: 

• Understand the nature of Type 2 diabetes; causes and 

consequences.

• Understand the importance of effective self-care via engagement 

with medical support, healthy eating and exercise.

• To understand the importance of good mental health and 

effective support systems to sustain long term diabetes. 
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Section 3 - The blue part 
What we learned, what we did, what happened? 

Learning Disability 
Cancer Workers
We employed 2 experts by 
experience to support the cancer 
work programme. 

They have already made an impact 
working on Urgent cancer referral 
documentation, the National Cancer 
Patient Experience Survey and the 
Lung Cancer Screening Programme.

We learned 20 people died from Cancer.
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Section 3 - The blue part 
What we learned, what we did, what happened? 

Lung Cancer 
Screening 
Programme
Lung cancer screening is 
reducing the stage lung cancer is 
found, this enables many more 
lung cancers to be successfully 
treated. 

We produced an easy read lung 
cancer screening booklet. This is 
now being used throughout the 
country for people with a learning 
disability invited for screening.

Be Cancer 
Aware and 
Be Screening 
Aware
Our peer education programmes 
continue to be delivered across 
the North East and North 
Cumbria. 

We have delivered 36 courses 
which have shown an increase in 
understanding for participants.

Together

Up
Speaking

Self-Advocacy

Beyond Boundaries

Together

Up
Speaking

Self-Advocacy

Beyond Boundaries

We work to reduce inequality of understanding, raise awareness and improve 

access to cancer services for people with a learning disability.

We are Be Cancer Aware, as individuals our voice is not heard, together we can 

speak as one, raise awareness and help people understand more about cancer.

People with a learning disability have a right to good quality information 

they can understand and an opportunity to receive that information in a safe, 

supported environment. 

Time to all talk about cancer

Why Be Cancer Aware

Everyone deserves to have good quality 

information,  shared in a way they can 

understand. By raising awareness we 

empower people to make informed choices 

about their health. We give participants an 

opportunity to talk about cancer, loss, fears 

and living with and beyond cancer

Strength in co-production

Co-production brings a range of experts 

by experience and professional experts 

together. By valuing everyone’s experiences 

and understanding we are able to produce 

resources that is able to reach our audience 

in the most effective way. 

Importance of respect

Respect gives people the confidence to 

speak up and share ideas. We respect 

the skills and talents of each individual 

member of Be Cancer Aware. This 

means together we are stronger.                                                                                         

Be Cancer Aware is paid work.

What have we achieved

Having training delivered by your peers, 

people with a learning disability and/or 

autistic people, creates an environment of 

trust and relaxes audiences, helping them 

discuss concerns, ask questions and share 

lived experiences.

Sharing
We regularly share learning at conferences, 

meetings and through social media. We are 

happy to share resources and our training 

to other self advocacy organisation who 

want to raise awareness of cancer.

necldnetwork.co.uk

Julie.tucker11@nhs.net

We have delivered over 25 

Be Cancer Aware courses, training 

over 250 people with a learning disability 

and have completed 4 online campaigns.

What trainers say...

Pam “I met new friends. It was interesting to work 

together to make the course. I felt happy because I knew 

how far I could push myself. My confidence is a lot better 

now. It was a teeny bit hard to understand everything 

when putting the course together. I need to be reminded 

in order to understand things properly. I’ve been able to 

help support others to go and get checked by their doctor. 

They went for a screening and got treatment.”

Lyndsey “At first I was a bit nervous of working with 

other people, but we are like a big happy family, we 

can come together and talk, it was really good because 

being able to get different ideas from different groups.”

Kirsty and Stephen “Lots of people with learning 

disabilities just don’t know about cancer, or the signs 

of cancer. It’s really important that people can get good 

information.”

Susie “Some of the people we have trained have got 

to know a lot more about cancer and all the different 

cancers there is. People survive from cancer too, 

that’s one of the things we try to get out, people 

survive, like me, I’ve had cancer and I’ve survived.”

Jodie “I wouldn’t go for a smear test, but since I’ve 

learnt more about cancer and done the training, 

I actually went with support to get it done and it 

wasn’t as scary as I thought it would be”

What participants say...

“This was fabulous!! Great range 

of activities. Lovely atmosphere. 

Everyone evolved.”

“I had a symptom of cancer, I 

knew it was a symptom because 

of the training so I went to the 

doctor, after tests I was told I 

had cancer, but we caught it 

early, I have had treatment and 

I am going to be fine.”

“I have a better idea what it 

will be like to have my breasts 

checked by the machine.”

“Great to use real examples 

of people with learning 

disability. Well presented by 

everyone. Well pace. Great to 

dispel the myths Well done 

everyone.”

“My sister had cancer, its hard but I am glad I got to talk about it.”
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Section 3 - The blue part 
What we learned, what we did, what happened? 

Be Epilepsy 
Aware
As shown within LeDeR 
Epilepsy continues to be 
the long-term condition 
that is most strongly 
associated with dying at a 
younger age nationally. 

Working with Epilepsy Action, 
experts with lived experience, 
expert healthcare professionals 
across NENC to co-develop and 
design an accessible Epilepsy 
Awareness Course. 

In 2024 the face-to-face course 
was piloted, 49 people attended. 
Online Training was launched in 
February 2025. 96% attendees that 
attended the face-to-face course 
reported learning something new.
recommend the course.

The course is a hybrid model and is 
can be accessed free of charge. 

As at September 2025, 2203, have 
enrolled on the online version with 
98% of people saying they would 
recommend the course.

You can find the work HERE. 

We learned 6 people died 
from epilepsy or seizures. 

We learned 6 people 
died from neurological 
conditions, related  
to the brain.
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Section 3 - The blue part 
What we learned, what we did, what happened? 

NHS England 
Epilepsy 
Benchmarking
Delivered a systemwide 
benchmarking review between 
October 2024 and January 2025. 
This included 'Stakeholder 
Mapping' to ensure full 
representation of the entire 
system, followed by specific 
engagement with identified 
organisations and individuals.

The report can be found HERE.

This will be used to influence 
improvement work in the care for 
people with epilepsy and a learning 
disability across North East and 
North Cumbria.

Sodium 
Valproate 
Medication 
We have developed two easy 
read leaflets around the use of 
Sodium Valproate for pregnant 
women and men.

You can find the resources HERE. 
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Section 3 - The blue part 
What we learned, what we did, what happened? 

Learning Disability 
and Autism Acute 
Diamond Standards
Alongside the acute learning disability 
liaison leads in every acute trust in NENC, 
we have fully refreshed the Learning 
Disability Acute Care Standards and 
Pathways. 

These are a set of reasonably adjusted 
pathways for people with a learning disability 
around planned admission, emergency 
admission and discharge. They are  
underpinned by a core set of values and 
principles which were co-developed with 
experts with lived experience. These have 
been adopted by all 8 acute trusts in NENC to 
improve health outcomes and experiences for 
people with a learning disability and reduce 
variation. 

This year has also seen us develop the Autism 
Acute Diamond Standards. Which are a set of 
reasonably acute care pathways focusing on 
the needs of autistic people. 

The resources can be found HERE. 

We learned 105 people died in an acute setting. 

Acute Autism Diamond 
Standards

Funding arrangements 

to be confirmed for carer 

support if required.

Contact Acute Learning Disability Team.

Planned 

admission

Yes

Outpatients

No

Ensure plan is recorded and implemented, evaluated and reviewed. 

Continue to review patients reasonable adjustments. 

Consider any environmental changes, communication changes and sensory needs. 

Record on clinical systems including consent to share.

Ensure as appropriate members of the workforce are aware of the patients individual 

needs and any reasonable adjustments.  Continue to plan and review with patient.

Refer to Autism Health & Care Passport.

Where available and if consented add 

autism flag. Follow Trust protocol. 

Consult with patient and offer Autism 

Health & Care Passport. 

Where available and if consented add 

autism flag. Follow Trust protocol. 

Planned Admission Autism Diamond Standard 

Implement Core Values & Principles.

Consider consent / MCA / DOLS. If applied ensure processes are followed correctly.

Ask the patient what reasonable adjustments may be needed. 

Record them on clinical systems. Reasonable adjustment flag needs to: Meet Equality 

Act definition. Impairment with substantial and long-term adverse effect on normal 

day to day activity SNOMED CODE: 1326341000000105. 

Does the patient have an Autism Health & Care Passport’? 

Additional Information 

Baseline presentation should be established and considered 

throughout discharge planning. Consider current living and 

support arrangements and any changes which need to be 

considered on discharge. 
National Autistic Society Autism Health Passport 

https://www.autism.org.uk/advice-and-guidance/topics/

physical-health/my-health-passport

Reasonable Adjustment Campaign 
https://bit.ly/3oZTpeG

All Behaviour Happens for a Reason
https://bit.ly/3FXXXud

Stopping the over medication of people with a learning disability and 

autistic people. Ensure Stopping Over Medication of People with a 

Learning Disability, Autism or Both (STOMP STAMP) acute principles 

are followed around awareness and prompt of specialist medication 

review on discharge. For more information visit: www.england.nhs.

uk/stomp Check if any medication needs to be reviewed.
Learning from the lives and deaths of people with a learning 

disability and autistic people. Anyone can notify the death of a 

person with learning disability or autistic person. 

It is everyone’s responsibility. Learning from LeDeR 

helps the NHS and social care make improvements 

in stopping early and preventative deaths.
www.necldnetwork.co.uk/work-programmes/leder

Notify a death here:
The Stop and Watch campaign provides people with information 

about the early warning signs of when a persons health may be 

deteriorating. Find out more at: www.necldnetwork.co.uk/work-

programmes/health-inequalities/deteriorating-health/ 

or follow your Trusts deteriorating health guidance.

easy

read

You can find more information and resources at www.necldnetwork.co.uk/work-programmes/reasonableadjustments

Having your Learning Disability Annual Health Check? Do you 

?

Personal information
Name:

I like to be called:

Date of birth:

NHS number:

If I am admitted to hospital, I would like the following person to be contacted:
Name:

Relationship:

Phone number:

Other people I would like you to contact in connection with my treatment and care:Name:     Relationship:  Phone:
Name:     Relationship:  Phone:

I have an Advance Directive: Yes   No

A really important thing to know about me is:

My Health PassportFor autistic people

 

Healthcare staff, please consult this passport before you assess me or carry out any interventions.
Hospital staff, please keep this passport with my notes at the end of my bed and return to me when I am discharged.

Please look at the guidance notes before filling out your health passport the notes are 
at www.autism.org.uk/health-passport

The guidance notes have examples of what to put here, please see www.autism.org.uk/health-passport for the guidance 

notes. It may help if you fill this out after completing the rest of the form.

All behaviour 
happens 

for a reason Instead of trying to stop it, try to understand why. Here are some suggestions to help you think about the reason(s). 

Attention
I might need to 

connect with you or 
someone else.

Escape or
avoidance 

I might need to 
get away from or

 avoid things.

Tangible or to 
get something

I might need to keep or get something that is important or of
 interest to me. 

Sensory 
I might need the 

feeling that certain 
behaviours 

give me.

Pain 
I might be in pain. The cause of my pain might not be visible to others. Establish and 
treat the cause 

of pain.

When you 
understand 

why, you can 
think of other 
ways to meet 

my needs.

Scan for 
feedback 

Scan for 
information 

North East and North Cumbria Integrated Care Board

Learning from the Lives and Deaths of people with Learning Disability and Autistic People
Annual Report
1st January - 31st December 2023
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Health and Care 
Passport
We have refreshed the NENC 
health and care passport. 

This can be localised by each acute 
trust in NENC. This is a patient held 
document to support people with 
a learning disability when coming 
into hospital. It documents their 
communication needs, reasonable 
adjustments and support 
requirements. They are designed to 
support health and care staff to be 
able to provide the best support 
to patients with learning disability 
and their family carers. 

It can be downloaded HERE. 

What to do 
when you're 
coming into 
hospital pack
We have refreshed the NENC 
'What to Do When You Are 
Coming into Hospital Pack'. 

This can be localised by each 
acute trust in NENC. It is an easy 
read information pack to support 
people when using hospital 
services. It can be downloaded 
HERE. 

Deteriorating 
Health
We have relaunched the STOP and 
WATCH resources across NENC. We 
have also ensured that 'Martha's 
Rule' has been promoted and 
referenced throughout our refresh 
of materials.

The STOP and WATCH resources 
can be found HERE. 

Section 3 - The blue part 
What we learned, what we did, what happened? 

 Page 3

My name is...

I like to be called...

My pronouns are: 

        he/his             she/her           they/them

NHS number...

Date of birth...

Address...

Mobile number...

Landline number...

My Details

This Health and Care Passport should be completed by you and the people 

that know you best. By filling it in, you are giving permission for your 

information to be shared with health and care staff who are caring for you. 

This is called consent.

  Tick yes if you agree to this. 

To those people providing care to me: This health care passport 

has information about me, to help you support and care for me.

You can get more information about my medical records through 

the Health Information Exchange on the Great North Care Record.
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Reasonable 
Adjustment 
Campaign
In June 2023 we successfully 
co-produced and launched the 
Reasonable Adjustment Campaign 
and supporting resources. 

The campaign has continued to 
expand throughout 2024/25. The 
aims of the campaign are to: 

•	 Help people to know their rights 
to reasonable adjustments

•	 Help health and care services to 
know their legal obligation to 
provide reasonable adjustments 

All the Reasonable Adjustment 
Campaign resources are HERE.

Reasonable 
Adjustment 
Digital Flag
We continue to lead the rollout of 
the reasonable adjustments digital 
flag for the North East and North 
Cumbria Integrated Care Board. 

We are now able to see the progress 
in uptake of the flag within Primary 
Care thanks to the support of the 
ICB Insight Team. We are focusing 
support on enabling full engagement 
with the flag and compliance with the 
Information Standard Notice.

In all the work we do it's important to raise awareness 
and understanding of learning disability and autism. 

Section 3 - The blue part 
What we learned, what we did, what happened? 

Do you know what THEY are? 
Health and care staff and services have a legal duty to provide 

reasonable adjustments under the Equality Act 2010.
Find out more about why Reasonable Adjustments are beneficial to you 

and the people you care for and resources to support you by scanning 

the QR code or visiting www.necldnetwork.co.uk/work-programmes/

reasonableadjustments

Are you 
providing

SCAN ME �

North East and North Cumbria

easy

read

in your 
role?

Do you know what THEY are? 

Health and care staff and services have a legal duty to provide 

reasonable adjustments under the Equality Act 2010.

Find out more about why Reasonable Adjustments are beneficial to you 

and the people you care for and resources to support you by scanning 

the QR code or visiting www.necldnetwork.co.uk/work-programmes/

reasonableadjustments

Are you 
providing

SCAN ME �

North East and North Cumbria

easy

read

in your 
role?

I need reasonable adjustments please ask 
what I need and record it on your clinical system.

North East and North Cumbria
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Section 3 - The blue part 
What we learned, what we did, what happened? 

All Behaviour 
Happens for a 
Reason Campaign
In September 2025 we have launched the 'All 
Behaviour Happens for a Reason' campaign. 

This is a campaign to raise awareness amongst 
mainstream health and care services to enable 
the workforce to:

•	 Understand that 'all behaviour happens 
for a reason' and instead of trying to stop 
it, try to understand the reasons why the 
behaviour is happening to enable you to 
address it.

•	 Tools and resources to support the 
workforce in their understanding

The campaign can be found HERE. 

All behaviour happens for a reason Instead of trying to stop it, try to understand 
why. Here are some suggestions to help 

you think about the reason(s). 

Attention
I might need to connect with you or someone else.

Escape oravoidance I might need to get away from or avoid things.

Tangible or to get somethingI might need to keep or get something that is important or of interest to me. 

Sensory I might need the feeling that certain behaviours give me.

Pain 
I might be in pain. The cause of my pain might not be visible to others. Establish and treat the cause of pain.

When you understand why, 
you can think of other ways 
to meet my needs.

Scan for feedback 

Scan for information 

All behaviour 
happens 

for a reason 
Instead of trying to stop it, try to understand 

why. Here are some suggestions to help 

you think about the reason(s). 

Attention
I might need to 

connect with you or 

someone else.

Escape or
avoidance 

I might need to 

get away from or

 avoid things.

Tangible or to 

get something
I might need to keep 

or get something that 

is important or of

 interest to me. 

Sensory 
I might need the 

feeling that certain 

behaviours 
give me.

Pain 
I might be in pain. 

The cause of my pain 

might not be visible to 

others. Establish and 

treat the cause 
of pain.

When you understand why, 

you can think of other ways 

to meet my needs.

Scan for 
feedback Scan for 

information 

All behaviour happens for a reason Instead of trying to stop it, try to understand 
why. Here are some suggestions to help 

you think about the reason(s). 

Attention
I might need to connect with you or someone else.

Escape oravoidance I might need to get away from or avoid things.

Tangible or to get somethingI might need to keep or get something that is important or of interest to me. 

Sensory I might need the feeling that certain behaviours give me.

Pain 
I might be in pain. The cause of my pain might not be visible to others. Establish and treat the cause of pain.

When you understand why, 
you can think of other ways 
to meet my needs.

Scan for feedback 

Scan for information 

All behaviour 
happens 
for a reason 
Instead of trying to stop it, try 
to understand why. Here are 
some suggestions to help you 
think about the reason(s). 

Attention
I might need to 

connect with you or 
someone else.

 

Escape or
avoidance 

I might need to 
get away from or

 avoid things.

Tangible or to 
get something

I might need to keep 
or get something that 

is important or of
 interest to me. 

Pain 
I might be in pain. 

The cause of my pain 
might not be visible to 
others. Establish and 

treat the cause 
of pain.

When you understand why, you can 
think of other ways to meet my needs.
 

Sensory 
I might need the 

feeling that certain 
behaviours 

give me.

Scan
me �
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Section 3 - The blue part 
What we learned, what we did, what happened? 

Communication 
tips for people with 
a profound and 
multiple learning 
disability
Working in partnership with the Involving 
Everyone Group (family carers of people 
with profound and multiple learning 
disability), this has led the creation of 
'Communication Tips for Healthcare 
Professionals' now rolled out across NENC 
as part of the Reasonable Adjustment 
campaign. 

These important tools provide health 
professionals who do not often meet people 
with profound and multiple learning disability 
with education to ensure their contact is 
positive, respectful and meaningful.

The resources can be found HERE. 

scan 
me
 �

Make eye contact with me and call me by my name.

Follow the lead of my family or carer, listen to how they speak to me.

Use a statement for goodbye. 
“Thank you for coming.”

Then speak to my family or carer. Try to use their name, not mum, dad, brother or sister.

Be aware of your tone of voice and pace, speak to me in the same tone as anyone my age.

Use a statement not a question to greet me. 
“Lovely to see you.”

If you need to touch me, please let me know first.“Sarah I am going to hold your hand.”

North East and North Cumbria

Improving care for people with profound and multiple learning disabilities

Remember, all my communication and behaviour has meaning, please ask my family or carer to interpret.

Improving care for people 
with profound and multiple 
learning disabilities

scan me

Make eye 
contact with 
me and call me 
by my name.

Follow the lead of 
my family or carer, 
listen to how they 
speak to me.

Use a 
statement 
for goodbye. 
“Thank you for coming.”

Then speak to my 
family or carer. Try 
to use their name, 
not mum, dad, 
brother or sister.

Be aware of your 
tone of voice and 
pace, speak to me 
in the same tone as 
anyone my age.

Use a statement 
not a question 
to greet me. 
“Lovely to see you.”

If you need to 
touch me, please 
let me know first.
“Sarah I am going to 
hold your hand.”

Remember, all my 
communication 
and behaviour has 
meaning, please ask 
my family or carer to 
interpret.

Improving care for 
people with profound 
and multiple learning 
disabilities

Make eye contact 
with me and call 
me by my name.

Then speak to my 
family or carer. Try 
to use their name, 
not mum, dad, 
brother or sister.

Use a statement 
not a question to 
greet me. 
“Lovely to see you.”

Follow the lead of 
my family or carer, 
listen to how they 
speak to me.

Improving care for 
people with profound 
and multiple learning 
disabilities

Make eye contact 
with me and call 
me by my name.

Then speak to my 
family or carer. Try 
to use their name, 
not mum, dad, 
brother or sister.

Use a statement 
not a question to 
greet me. 
“Lovely to see you.”

Follow the lead of 
my family or carer, 
listen to how they 
speak to me.
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Section 3 - The blue part 
What we learned, what we did, what happened? 

Population Health Management
To commission improvement, work effectively, we use detailed 
population health management profiles to understand the needs of 
people with learning disability and autistic people across North East 
and North Cumbria. The Learning Disability and Autism Network is 
supported by the ICB Insights team with this.

Our dashboards provide up-to-date information that supports evidence-
based commissioning and service improvement. 

By identifying where needs are greatest, we can help local services plan and 
deliver the right care, reducing health inequalities and improving lives. This 
approach is central to our ongoing work with health and social care partners 
across the region
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Workforce Transformation
GP Training Programme 

During last year, the North East and North Cumbria Learning Disability & 
Autism Network Team alongside GP learning disability clinical leads, was 
invited to deliver training to GP Speciality Registrars across NENC as part of 
their mandated training programme. Working closely with the Programme 
Directors, we designed a training programme specifically designed to 
meet the needs of the doctors including LeDeR, importance of flagging 
'learning disability status in primary care', reasonable adjustments, long term 
condition groups most common in people with learning disability.

Section 3 - The blue part 
What we learned, what we did, what happened? 

Mandatory Learning 
Disability and Autism 
Awareness Training 

In July 2022 it became law for 
all CQC registered health and 
care services to make sure their 
workforce has mandatory learning 
disability and autism awareness 
training appropriate to their role. 

 

Oliver McGowan Training 

Working alongside the Good Life 
Collaborative as our delivery partners. 
We have made available the Oliver 
McGowan Training across NENC. 
Much further implementation work 
will continue to ensure the entire 
health and care workforce have access 
to the training. 

Copyright © NHS England 2023  

The Oliver McGowan Mandatory 
Training on Learning Disability and 
Autism – Tier 2 learning disability 
session 
 
 
 
 

Date 
Facilitating trainer name and number 
Co-trainer name and number 

 

#OliversCampaign 

Version 1.2 – February 2024 
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Learning Disability and 
Autism Ambulance 
Diamond Workforce 
Education 

We have worked with the North 
East Ambulance Service and 
experts with lived experience to 
co-develop an education package 
for the ambulance sector. This 
has been delivered to 90% of 
their North East Ambulance 
Service workforce and a model for 
sustainability is in place.

Section 3 - The blue part 
What we learned, what we did, what happened? 

Positive Behavioural 
Support

Positive Behavioural Support 
(PBS) is the NENC system vehicle 
of delivering all quality and safe 
care and support for people with 
learning disability across NHS 
and care. Learning from all the 
'abuse' scandals requires cultural 
change; the NENC PBS programme 
safeguards people with learning 
disability and drives cultural 
change to prevent abuse. The 
NENC PBS programme is leading 
the way in eliminating abusive, 
aversive, and restrictive practice. 
The NENC PBS programme, as 
recommended by NICE, DoHSC, 
CQC & Building the Right Support 
recommends PBS as best practice.

Learning Disability
& Autism Awareness 
Training
Ambulance
Diamond Standards 

All behaviour 
happens 
for a reason 
Instead of trying to stop it, try 
to understand why. Here are 
some suggestions to help you 
think about the reason(s). 

Attention
I might need to 

connect with you or 
someone else.

 

Escape or
avoidance 

I might need to 
get away from or

 avoid things.

Tangible or to 
get something

I might need to keep 
or get something that 

is important or of
 interest to me. 

Pain 
I might be in pain. 

The cause of my pain 
might not be visible to 
others. Establish and 

treat the cause 
of pain.

When you understand why, you can 
think of other ways to meet my needs.
 

Sensory 
I might need the 

feeling that certain 
behaviours 

give me.

Scan
me �
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PBS family carer workshops 
(children)

Delivered 22 workshops in 
collaboration with Skills for People – 
19 face-to-face and 3 online. Delivered 
to 128 family carers attended as part 
of the Keyworker and Together for 
Children projects. 

We have further increased family 
carer facilitators so will be able to 
expand the offer for families to access 
the training.

A refresh and review of the training 
materials and delivery has happened 
based on feedback from families.

2 films have been made to highlight 
the benefits of the training and 
workshops from a family carer 
perspective.

These can be found HERE and HERE. 

Section 3 - The blue part 
What we learned, what we did, what happened? 
Section 3 - The blue part 
What we learned, what we did, what happened? 

PBS family carer 
workshops (adults)

We have worked with our partners 
Durham Care Academy, Durham 
County Carers and TEWV to co-
deliver workshops to family carers 
across Durham.

Post Graduate Level 
6/7 Leading PBS in 
organisations 

With Northumbria University 
we successfully recruited over 
30 students for the level 6/7 
programme which started Sept 
24. A new cohort has started in 
September 2025. 

Information for interested students 
and providers is found HERE.

Level 4 Diploma in 
facilitating PBS in teams

In collaboration with Sunderland 
College, we successfully recruited 
35 students for the level 4 Diploma 
in facilitating PBS in teams in 
September 2024. A new cohort has 
started in September 25.
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Section 4 - The orange part 
Key Learning into Action Initiatives

Key Learning into Action Initiatives
Respiratory and Learning Disability Community of Practice: 
Established to share best practice and improve respiratory health 
outcomes.

Learning Disability Dysphagia Diamond Standards: Co-produced 
standards and resources to upskill staff and carers, aiming to reduce 
deaths from aspiration pneumonia.

Skills for Living with Type 2 Diabetes: Redesigned to include people 
with pre-diabetes, focusing on prevention and better management of 
diabetes and hypertension.

Be Epilepsy Aware: Developed accessible epilepsy education for 
people with learning disabilities, their families, and carers, with 
positive feedback and high uptake.

Acute Diamond Standards: Refreshed care pathways for people with 
learning disabilities and autistic people in acute settings, adopted by 
all local trusts.

Reasonable Adjustment Campaign: Co-produced resources to raise 
awareness of legal rights and obligations, supporting both people and 
services.

Population Health Management Dashboards: Developed and 
maintained detailed profiles to inform evidence-based commissioning 
and service improvement.

Workforce Transformation: Delivered targeted training for GPs, 
ambulance staff, and commissioners, and expanded Positive 
Behavioural Support (PBS) training for families and professionals.
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Section 4 - The orange part 
Key Learning into Action Initiatives

Next Steps for Further 
Improvement
1.	 Expand Co-Production: Involve more people with lived experience in 

designing and evaluating services.
2.	 Strengthen Data Use: Continue to update and use population health 

management dashboards to identify gaps and monitor progress.
3.	 Targeted Interventions: Focus on areas with the greatest health 

inequalities, using local data to tailor interventions.
4.	 Sustain and Scale Training: Ensure all staff receive mandatory learning 

disability and autism training and expand PBS training to more sectors.
5.	 Monitor and Share Impact: Regularly review outcomes of initiatives, 

share learning across the system, and adapt approaches based on what 
works.

6.	 Enhance Partnership Working: Deepen collaboration with social care, 
voluntary sector, and community groups to address wider determinants 
of health.

7.	 Promote Reasonable Adjustments: Ensure all services consistently make 
reasonable adjustments and raise awareness among staff and the public.

By building on these initiatives and focusing on these 
next steps, the ICB can continue to reduce health 
inequalities and improve the lives of people with learning 
disabilities and autistic people across North East and 
North Cumbria
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North East and North Cumbria Integrated Care Board 
northeastnorthcumbria.nhs.uk 
X-TWITTER @NENC_NHS

North East and Cumbria Learning Disability Network  
necldnetwork.co.uk

LINKEDIN-IN  @north-east-cumbria-learning-disability-network 
YOUTUBE @necldnetwork  
X-TWITTER @necldnetwork 
✉ nencicb.learningdisabilitynetwork@nhs.net

NHS LeDeR - About LeDeR 
Report a death to LeDeR Report the death of someone with a 
learning disability  
leder.nhs.uk
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