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In the UK, a learning disability is defined as:

-
y 2

a significantly reduced ability to understand new
or complex information, learn new skills

(impaired intelligence), and cope independently
(impaired social functioning).

‘ It is a lifelong condition that starts before
adulthood and affects development.
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Why is the acute
learning
disability liaison
nhurse important
for me?

voutube.com/shorts/V9fatsOLMJO
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What does the
Acute learning
disability liaison
hurse do?

voutube.com/shorts/uQPzFEXE4-0
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youtube.com/shorts/ogHawQbX928

What can you
do?
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Death by indifference
looked at the deaths of six people

Found there needed to be improvements in support
for people with a learning disability

Death by indifférence
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What is an Acute Learning Disability A.?A

Access to Acute
Liaison Nurse

An acute learning disability liaison nurse (LDLN) is a bridge
between patients with a learning disability and hospital staff.
They ensure patients receive equal, safe, and person-centred
healthcare - from planned admissions and outpatient
appointments to emergency visits.

Hospital Trusts with LDLN services are better at avoiding
preventable harm and deaths.

« Advocating for the patient's rights

* Making services more accessible

 Reduce the health inequalities

Collaborating to improve cancer care
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Access to Acute
North East and Cumbria

A Network of all the acute liaison nurses across North East and
2 A North Cumbria

Access to Acute * Work together to do it once

North East and Cumbria
 Peer support and opportunity to discuss challenges

Challenge the system together

Regional sharing and learning

Collaborating to improve cancer care
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Barriers to Getting Care Right?

Difficult conversations:
« communication barriers °ethical concerns regarding capacity
» emotional distress e lack of training

For example, serious health diagnoses or the death of a loved one to
someone who may have difficulty grasping abstract concepts or long-term
consequences.

Families often struggle during difficult conversations between professionals
and people with learning disabilities due to a complex mix of emotional,
systemic, and communication-related factor.

Collaborating to improve cancer care
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« Assume a person has capacity to make a decision, unless proved
otherwise

* Wherever possible, help people to make their own decisions

* Do not treat a person as lacking the capacity to make a decision just
because they make an unwise decision

* |If you make a decision for someone who does not have capacity, it must be
in their best interests

* Treatment and care provided to someone who lacks capacity should be the
least restrictive of their basic rights and freedoms

 The MCA also allows people to express their preferences for care and
treatment, and appoint a trusted person to make a decision on their behalf
should they lack capacity in the future.

Collaborating to improve cancer care
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* The Patient's Right to Choose: If the person has capacity (able to
understand, weigh, and communicate decisions), they have the legal
right to decide on their own medical treatment, including refusing life-
prolonging care.

« Capacity is Assumed: In many jurisdictions, such as England and
Wales, a person is legally presumed to have mental capacity unless a
formal assessment proves otherwise.

* Duty of Professionals: Medical staff have a duty to respect the
patient's privacy and confidentiality. They should not withhold
information from the patient just because the family asks them to - a
practice sometimes called "collusion”

Collaborating to improve cancer care
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Getting it Right

* What does the patient want?

« Support for the family and recognising anxieties over
diagnosis

* Support for professionals

 Learning Disability Nurse (Acute and Community)
* Multi Disciplinary Team

« Communication and collaboration

« Mental Capacity Act (2005)

« Safeguarding Team, Court of Protection

* Documentation

Collaborating to improve cancer care
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|dentification of pain mostly relies on self-reported symptoms.

Patients with limited communication, advanced dementia or learning disability
may struggle.

This results in pain being under-recognised and under-treated.

Consequences are serious including; physical and psychological distress, longer
stay in hospital and worse outcomes for patient.

e Abbey Pain Scale
e Disdat
e FLACC
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https://www.bgs.org.uk/improving-pain-management-in-non-verbal-patients
https://www.bgs.org.uk/improving-pain-management-in-non-verbal-patients
https://www.stoswaldsuk.org/how-we-help/we-educate/education/resources/distress-and-discomfort-assessment-tool-disdat/
https://www.stoswaldsuk.org/how-we-help/we-educate/education/resources/distress-and-discomfort-assessment-tool-disdat/
https://www.jpain.org/article/S1526-5900(18)30104-4/fulltext
https://www.jpain.org/article/S1526-5900(18)30104-4/fulltext
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Resources
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disability liaison nurse
Acute Learning Disability Service

North Cumbria North Cumbria Integrated Care NHS FT
Melanie.Dickinson@ncic.nhs.uk

07866 225 477
Northumberland Northumbria NHS FT Sarah Barnard & Sam Walker

North Tyneside learning.disabilities@northumbria-healthcare.nhs.uk
0191 607 2067

Newcastle Hospitals NHS FT —
Nuth.LearningDisability.Liaisonservice@nhs.net

0191 2820347
Gateshead Gateshead NHS FT - Helen Burn and Jayne Rumis

Amy Cole (maternity leave)
ghnt.learning.disabilities@nhs.net
0191 4456391
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South Tyneside South Tyneside - Stsft.ldautismacute@nhs.net
0191 4041000 ext 4776

Sunderland Sunderland Royal — Hannah Walden Stsft.Idautismacute@nhs.net
0191 5656256 ext 47146

LT county Durham & Darlington NHS FT

Darlington

Emily Kilvington -
Learning Disability Clinical Nurse Specialist

Work mobile: 07920711723

Email: emily.kilvingtonl@nhs.net
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disability liaison nurse

Place Based Area Acute Learning Disability Service

Stockton & Hartlepool North Tees NHS FT - Gemma Crooks gemma.crooks@nhs.net

nth-tr.learningdisability@nhs.net
01642 624477

Middlesbrough & Redcar South Tees NHS FT —
Liz Dixon & Amanda Gill

stees.learningdisability@nhs.net
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mailto:nth-tr.learningdisability@nhs.net
mailto:nth-tr.learningdisability@nhs.net
mailto:nth-tr.learningdisability@nhs.net
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Set of core values and principles

‘ Patient pathways for planned, emergency and discharge
| Leamino DisebiltyAly B  Training and education
i Diamond L

Standard Acute

Care Pathway

* To improve communication for people with learning disability
across settings

* To improve experiences of health care for people with
learning disability

* Improve quality of life for people with learning disability
* Promote seamless care and disparity of service
* To reduce premature mortality

https://necldnetwork.co.uk/work-programmes/secondary-care/learning-
disability-acute-diamond-pathways/
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https://necldnetwork.co.uk/work-programmes/secondary-care/learning-disability-acute-diamond-pathways/
https://necldnetwork.co.uk/work-programmes/secondary-care/learning-disability-acute-diamond-pathways/
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How well do I know and

understand speech...
AgA My details ’

Access o ﬁcu.rg. 3 )

Communication 4 @

Sight and hearing 5

Where do I live? 6 A B
Health and (o)

Who supports me? 7 @' &
Care Passport ER @@

Living support 8
Name:

su Ortin m or disuess 13 ommunication aids or tools I use
Date completed: R e © tion aids or tools Tuse..

Supporting me in hospital 15 !

Resources page 18 -

i
Learning Dlsablllty Team 20 The best way to give me information is:

e.g. easy read, with carer ete.
2 8
fond
(CARE |

Health & Care Passports and Flagging « Learning Disability Network
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https://necldnetwork.co.uk/wp-content/uploads/2025/12/Hospital_passport_sep_25.pdf
https://necldnetwork.co.uk/work-programmes/secondary-care/hospital-passports/
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What to do when
you are coming
to hospital?
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Contents Page 2
Pre Admission 3
Getting Ready for Hospital 4
Transport 6
Admission for Inpatients 7
In Hospital 9
Staying Safe 11
Uniforms 12
Discharge 13
What to do when coming in to hospital 14
Local Information 16

=
Hospital

Getting Ready for Hospital Paged

If you are attending
hospital for an appointment
or treatment for a day you
are called an outpatient.

If you are staying in
hospital overnight you
are called an inpatient.

If you are going to be an
inpatient. You will need to
pack a bag. Please Pack:

+ A night dress or pyjamas

+ Dressing gown

+ Slippers

+ Soap & flannel,

+ Toothbrush & Toothpaste

+ Shampoo & conditioner

+ Razor

+ Deodorant

* Hairbrush

+ Mobile phone and charger

* Specialist cup / cutlery if you use
them.

You will also need:

* Glasses

« False teeth (and the container)
+ Hearing aid.

Health & Care Passports and Flagging « Learning Disability Network
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https://necldnetwork.co.uk/work-programmes/secondary-care/hospital-passports/
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Bag

Health & Care Passport
Reasonable adjustment business card
Reasonable adjustment A5 card
Colouring book

Colouring pencils

Stress ball

Fidget toy / sensory toy
Chewable bands

Noise cancelling headphones
Eye mask

Collaborating to improve cancer care
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Prevention of Adult Not Brought Learning Disability and or Autistic people
Flowchart

Usual practice “did not Consider if adult was not
attend” (DMA) process brought to appointment

Consider why and Code ‘adult not brought to
actions needed to appointment,’ also include
suppert rebocking ‘DNA" code and “vulnerable
(see strategy) adult’ code

l !

Adult does not Consider notification to out of

ttttt d again hours providers and referrals

‘Consider rex ble adjustments to make appointment from the outset
Invol h mm / secondary care learning disability team

IVHS|
rth East and

Strategy and resources to support

e Raise awareness of the adult not brought code & increase
use

* Raise awareness of reasonable adjustments

e Support services to identify those at risk of not being
brought to appointments and mitigating risks

* Improving whole workforce education in relation to
reasonable adjustments

Prevention of Adult Not Brought Strategy « Learning Disability Network
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https://necldnetwork.co.uk/work-programmes/reasonableadjustments/panb/
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Pain
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Attention

Escape or
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Behaviour Happens for a Reason « Learning Disability Network

Tangible or to
get something
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https://necldnetwork.co.uk/work-programmes/reasonableadjustments/all-behaviour-happens-for-a-reason/
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Macmillan easy read documents

Deciding about
treatment

Easy read cancer information | Macmillan Cancer
Support

Cinical Networks

NENC-Post-Workbook-FINAL.pdf

Supporting Resources
for Health and Care
Working Across

the North East and
North Cumbria
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https://www.macmillan.org.uk/cancer-information-and-support/get-help/translations-and-other-formats/easy-read-cancer-information
https://www.macmillan.org.uk/cancer-information-and-support/get-help/translations-and-other-formats/easy-read-cancer-information
https://necldnetwork.co.uk/wp-content/uploads/2024/08/NENC-Post-Workbook-FINAL.pdf
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and share our messages quarterly newsletter

.'.' @NorthernCancerAlliance
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