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Introduction
This project was commissioned by Health Education England to:
•
•
•

Support understanding about the current Learning Disability liaison nurse workforce.
Inform the national strategy work around recruitment and retention.
Identify what is needed to strengthen the acute liaison nurse’s contribution to reducing
unnecessary deaths and improving treatment for people with learning disabilities’ in NHS
services.
There is considerable evidence to support concerns that people who have learning disabilities
are more likely than their peers to die prematurely, live less healthy lives, have untreated health
conditions or experience delays to treatment. LeDeR (2018).
A short review of the literature was conducted to explore best practice in relation to the key
areas identified as likely to increase risks of premature death e.g. Aspirational pneumonia and
other respiratory illness, constipation, sepsis, epilepsy and inappropriate DNACPR decisions. In
addition, legislation e.g. Mental Capacity Act, Mental Health Act, Human Rights Act; Best
practice guidance e.g. Nice Guidelines, Quality Standards, Reasonable Adjustments,
Accessible Information; and effective team working were also reviewed. A list of the literature is
included in the reference and useful reading section but not described in the text of this report.
The project included an online survey of liaison nurses’ experiences; A review of job
descriptions and person specifications; Focus groups with self-advocates, families and nurses
and semi-structured interviews with individual nurses.
Nurses working in a range of liaison roles were invited to participate and responses were
received from nurses working in acute liaison, primary care facilitation, mental health liaison
and autism liaison roles. No responses were received from nurses working in forensic liaison
roles. The majority of nurses who took part were nurses with a learning disability qualification.
Some additional information was also collected on benchmarking and standards developed by
Surrey and Borders Partnership NHS Foundation Trust, see appendix 2 and the outcomes of a
mapping exercise of acute and primary care liaison nursing completed by the North East &
Cumbria Learning Disability Network.

Key issues
Localised differences and strategy
The review highlighted a range of localised differences in strategy.
In some areas there are no liaison nurses working in primary or acute care. In others, one nurse
is working across several sites often part time. When nurses leave, the posts may remain
unfilled for quite long periods of time, or in some cases have been cut completely. In these
situations, families and self-advocates told us about lots of difficulties in accessing help and
support.
Nurses told us some Trusts are very welcoming and keen to have liaison nurses and others
aren’t. One person had no dedicated office space so worked remotely from the hospital.
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A small number of liaison nurses working in different settings e.g. mental health, intensive
support engaged with the project. The information collected is included, but as the number was
small, there may be a need to further explore these other roles.
Some organisations have clear strategies designed to improve the health outcomes of people
with learning disabilities with good reasonable adjustments in place, but several people told us
about barriers to access, limited reasonable adjustments and poor attitudes in some Trusts.
Families told us about the difficulties they often face in being listened to and engaged with when
no learning disability nurse is available to help.
Training others
Liaison nurses working in a range of settings cited the provision of training to others as a key
role. Despite this, most nurses had received no additional professional development or
education on providing effective training.
Legal Frameworks
A lot of nurses reflected the importance of understanding legal frameworks and national
guidelines, standards, and benchmarks. They described the significance of their role acting as
an advocate for people in relation to these e.g. Mental Capacity Act, Mental Health Act, Human
Rights Act, Deprivation of Liberty Standards (DOLS), Nice Guidelines, Communication
standards, NHS Standards, Safeguarding etc.

Survey results
Summary of findings
An online survey of nurses working in learning disability liaison roles in the UK ran from 25 th
February to 25th March 2020.
In total 126 nurses responded to the survey, although not all of them answered all the survey
questions.
The full survey report is attached in Appendix 1. Below is an excerpt showing some of the key
findings.

Organisational strategy
The majority of liaison nurses were positive about most aspects of organisational strategy.
Almost two-thirds of liaison nurses agreed their organisation takes a person-centred approach,
over half agreed their organisation gathers feedback from people and families using their
services, and over half agreed their organisation is signed up to Mencap’s ‘Getting It Right’
principles. However, a majority of nurses disagreed that their organisation publicly displays
these principles. Although leaning towards the positive, less than half of liaison nurses agreed
their organisation has a strategy for ensuring the best health outcomes for the people nurses
are supporting.
A small number of nurses provided additional comments, such as: there was room for
improvement and further improvements were planned; there were big inconsistencies in service
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quality across different parts of the organisation; good organisational practice still required
constant liaison nurse input rather than happening routinely; a lack of recruitment of liaison
nurses resulted in poorer practice; and standard organisational feedback processes, without
reasonable adjustments, were not helpful in providing actionable feedback.

Staff training
Liaison nurses had mixed views on staff training. For example, while one fifth of liaison nurses
strongly agreed that all staff in their organisation have regular learning disability awareness
training, even more nurses strongly disagreed. The pattern is similar for all staff having regular
autism awareness training, for all staff having training on reasonable adjustments and for all
staff having training in human rights and the Human Rights Act. The only staff training that a
majority of liaison nurses agreed was happening was that all staff were having training on
mental capacity and consent.
Several nurses added comments to this section. Nurses most commonly mentioned that they
offered training to staff across the organisation, but that this training was not mandatory, and it
could be a struggle to get substantial numbers of the staff to attend. Smaller numbers of nurses
mentioned they did induction training for new staff across the organisation, that training was
mandatory, or that training was regularly repeated. E-learning packages were mentioned by a
small number of nurses.

Hospital passports
The vast majority of liaison nurses agreed the people they supported were offered a
hospital/healthcare passport, and two-thirds agreed staff in their organisation knew about and
actively used them in their practice. The picture was more mixed on whether hospital passports
were kept up to date, with scores more evenly distributed across the range.
Several nurses added comments to this section, most commonly mentioning that the
responsibility for producing and updating hospital passports was with the person and those
supporting them, although nurses could offer support with this. Small numbers of nurses
mentioned practical problems such as paper copies of hospital passports getting lost and
people not having hospital passports before hospital admission, despite outreach work. One
nurse mentioned that all hospital passports get uploaded to the organisation’s electronic record
system.

Reasonable adjustments
Just over half of liaison nurses agreed all staff provide appropriate reasonable adjustments, and
accessible versions of assessments, care plans and advice/guidance are provided as
appropriate. Fewer than half of liaison nurses agreed that all staff know what reasonable
adjustments are, and that all staff are aware of the law in relation to reasonable adjustments.
A small number of nurses made additional comments on this section, mentioning that learning
disability specialist staff understood what reasonable adjustments were, but knowledge and
understanding of reasonable adjustments was lower amongst staff in the wider organisation,
and these staff needed reminding about reasonable adjustments.
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Mental capacity
Three-quarters of liaison nurses agreed the needs and wishes of the people they support are
considered when care and support decisions are taken. Just over half of liaison nurses agreed
that independent advocates are sought to help in decision-making when appropriate, that all
staff are aware of the law in relation to mental capacity, and that all staff apply the principles of
the mental capacity law to the treatment they provide.
A small number of nurses made additional comments on this section, most typically mentioning
that that were gaps in general staff awareness of the Mental Capacity Act, and that it could be a
struggle to find funding for sufficient independent advocates.

Families and carers
Just over half of liaison nurses agreed practical support and information is provided to families
and carers, and that all staff listen to, respect and involve families, carers and advocates.
Small numbers of nurses made additional comments on this section, about the difficulties
families face and about local initiatives to support families and carers.

Contact
A majority of liaison nurses agreed hospital and community health staff know who they are and
how to contact them, that people needing their help are identified and appropriately referred to
them for support, and individuals and families know who they are and how to contact them.
A small number of nurses made additional comments in this section. These included nurses
mentioning that referral to them from other professionals in the organisation was patchy and
staff turnover was high, although a stable learning disability liaison team over many years was
helpful in this respect. A small number of nurses also mentioned electronic patient information
systems being set up to automatically prompt other staff to contact the learning disability liaison
service.

The liaison nurse role
Liaison nurses were asked several questions about how others respond to them in their role as
a liaison nurse. For all of these questions, a majority of liaison nurses agreed with the question,
with larger majorities for some questions than others.
Three-quarters of liaison nurses agreed that families and carers understand the liaison nurse
role as helping them access the right healthcare for the best health outcomes and two-thirds of
liaison nurses agreed the people they support understand the liaison nurse role. A smaller
majority of nurses agreed that staff in the organisation where they work understand their role,
although a bigger majority of those liaison nurses employed by a different organisation said that
other employees understand the purpose of their role.
Fewer nurses agreed their role and qualifications are respected, and they feel respected,
listened to and supported, by colleagues compared to senior managers. Two-thirds of liaison
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nurses agreed they feel valued as a member of a team addressing people’s health needs, with
similar numbers of nurses agreeing that they have the authority to make decisions.
Three-quarters of liaison nurses agreed they feel confident in all aspects of their role, and twothirds agreed they feel fully trained and educated to undertake their role, with slightly fewer
agreeing that they have access to appropriate professional development, learning, advice and
support.
A small number of nurses made additional comments in this section. These included comments
about the importance of support for nurses in a liaison role, such as national support in relation
to roles, expectations, and skills, with a lack of support being a reason for nurses to leave their
posts. Nurses mentioned that, while most health services valued their role, social services did
not work with them or respect their role, and some people with learning disabilities did not
understand their role.

Knowledge of others
The vast majority of liaison nurses agreed they help to improve the knowledge, understanding
and skills of healthcare professionals to make reasonable adjustments, and that other
healthcare professionals come to them for advice and support in meeting the needs of people
supported by liaison nurses.

The nurses were asked what they felt worked well.
Issues mentioned by three or more acute liaison nurses were:
• Everyone with learning disabilities having and using hospital passports
• Flagging and email alert systems
• Learning disability champions
• Admissions planning/procedures/information
• Being part of the Acute Trust
• Individual case work
• An increasing amount of learning disability and autism training for staff
• Patient care across different hospital departments and service
• Respect and interest from other hospital staff
Issues mentioned by two or more community/primary care nurses were:
•
•
•
•

Supporting/working with primary care professionals
Working with social care
Being part of a learning disability team
Outcomes for people with learning disabilities with nurse input

Nurses were asked what was not working well.
Issues mentioned by three or more acute liaison nurses were:
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•

Not enough learning disability nurses to manage effectively with
increasing awareness and demand
• Unhelpful organisational culture/awareness/systems
• Lack of (medical) staff awareness of the Mental Capacity Act
• Issues with specific services/departments in the organisation
• Access to effective line management or supervision
Issues mentioned by two or more community/primary care nurses were:
•
•
•
•
•
•
•

GPs and other health professionals not understanding their role
Not enough community learning disability nurses
Gaps in social care services and inconsistent eligibility criteria
Inconsistent eligibility/referral criteria across health and social care
Need to be based in CCG to gain independence/respect
Community learning disability nurses not integrated with social care
Lack of learning disability liaison nurse posts in local acute trusts
create pressure on community learning disability nurses

The nurses were asked what their biggest challenges were.
Issues mentioned by three or more acute liaison nurses were:
• Hospital cultures and staff attitudes/knowledge
• Funding/resources (including needing more learning disability nurses)
• Time
• Attitudes and knowledge of medical professionals
• Getting reasonable adjustments to standard pathways/procedures
• Lack of social services/paid carer support when the person is in hospital
• IT systems for patient information
• Lack of collaboration/communication between professionals
Issues mentioned by two or more community/primary care nurses were:
•
•
•
•
•

Attitudes and knowledge of other community/primary care professionals
Community/primary care staff understanding and applying the MCA
Lack of local resources
Lack of holistic knowledge of the health of people with learning disabilities
Not enough specialist learning disability roles

The nurses were asked for suggestions to make their roles more effective.
Suggestions made by three or more acute liaison nurses were:
•
•

More learning disability nurses, to allow a 7-day, 24-hour service and to allow a greater
degree of specialism within the learning disability nurse team
Mandatory training for all staff
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• Engagement and strategy from senior Trust managers
• Become more embedded/established within Trust structures
• IT systems across organisations that work together without red tape
Suggestions made by two or more community/primary care nurses were:
•
•
•
•
•

More learning disability nurses, or extended hours of existing nurses
Better promotion of the learning disability nurse role
Having a greater and more active presence in GP surgeries
More time and resources for proactive/preventive public health work
More time/resources to improve quantity/quality of annual health checks

Nurses were asked what they thought are the top skills and competencies needed for the
role. Comments by three or more acute liaison nurses were:
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Communication skills (with people with learning disabilities and families, support staff,
healthcare staff, and managers)
Not being afraid to challenge/good advocacy skills
Diplomacy and negotiation skills
Experience and skill
Flexible and adaptable
Thinking outside the box
Compassion and empathy
Knowledge of legal frameworks (e.g. MCA, Equalities Act)
Resourceful and creative/problem-solving
Good teaching/training skills
Person-centred and respectful of people with learning disabilities
Ability to evaluate and implement up-to-date evidence
Passion for inclusion and equality/values
Experience and knowledge of people with complex health needs
Enthusiasm
Patience
Good networking skills
Good care co-ordination skills

Comments by two or more community/primary care nurses were:
•
•
•
•
•
•
•
•

Communication skills (with people with learning disabilities and families, support staff,
healthcare staff, and managers)
Not being afraid to challenge/good advocacy skills
Diplomacy and negotiation skills
Experience and skill
Flexible and adaptable
Compassion and empathy
Person-centred and respectful of people with learning disabilities
Broad knowledge base about people with learning disabilities and health
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•
•
•
•
•
•
•
•
•

Understanding primary care services
Tenacity/determination
Good listener
Passion for inclusion and equality/values
Good networking skills
Ability to turn theory into practice/action
Resilience
Confidence
Promoting reasonable adjustments in mainstream services

Job Descriptions
In response to a request for job descriptions the following were received:
1 x Band 8B Consultant Nurse
1x Band 8A Lead nurse
1x Band 8a Mental Health liaison
4 x Band unspecified (1 Matron, 3 liaison)
4 X Band 7
6 X Band 6
1 x Band 4
The posts are varied in terms of location, employer, banding and responsibilities.

Description of posts
Most posts are acute liaison and primary care liaison/health facilitation. Some posts incorporate
a dual role e.g. Liaison nurse/senior lecturer, Primary care/acute liaison, community nurse/acute
liaison.
All the job descriptions received for posts incorporating primary care liaison were joint roles.
This review includes a small number of job descriptions for other liaison roles with a mental
health and autism focus.
The posts reviewed include roles specifically working with children and young people and
maternity, but the majority are adult liaison roles.
Whilst a small number of job descriptions mention increased risk of higher morbidity and
premature mortality (LedeR, Mencap, NHSE), none include any key role requirements explicitly
designed to address the impact of these.
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Employers
Employers vary and include Mental Health and Learning Disability Trusts, Acute Health Care
Trusts and CCGs.
The location of posts also varies, some based in acute hospitals, some in community teams,
one in a mental health hospital and some in primary care. Of those based in acute care, some
are attached to the safeguarding team, some are in specialist learning disability teams and
some are lone professionals with no specified team membership.

Key words
Whilst the job descriptions differ in content and focus most had similarity in the key words used.
All the job descriptions include key responsibilities linked to support, most include care, carers
and or families and training or education. Research, audit and evaluation also feature in most
roles.
Some senior roles have a more strategic focus with greater emphasis on leadership, strategy
and policy development, others are more focused on the specialist role and expertise. Advice
features in most band 6 and band 4 roles but not in more senior posts.
Some key words were expected to be seen in most job descriptions but only featured in a few
e.g. communication, easy read, access, facilitation, liaison, reasonable adjustments.
A review of key words found the following cited 3 or more times in the job description:

(As the posts reviewed varied, these are represented in several word clouds below.
These show the similarities and differences in the key words used.)

Acute Liaison

Band 8 Key words
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Acute Liaison and Primary Care Facilitation

Band 7 Key words
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Band 6 key words

Band 4 key words
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Other posts
Liaison Mental Health key words (Band 8)

Learning Disability, Autism and Complex Needs Liaison

Focus groups and Semi structured
interviews
As a result of the impact of Covid 19, the focus groups and semi-structured interviews were
conducted virtually by online video conferencing, or over the phone. These were recorded then
transcribed to enable accurate recall of the comments made by participants. Recordings were
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then deleted as agreed in advance with participants. All participants completed consent forms
for taking part in the process.

Self-Advocates
The focus group with self-advocates highlighted a mix of experiences. Some people had
difficulty in connecting with an acute liaison nurse at the hospital. This gave rise to confusion,
worry and fears. Others talked about the need for help and support when they were at the
hospital with their sick relatives.

Offered
support but
no-one
came

Very
stressful for
me because
I was the
main
advocate for
the family

I was
panicking
because of all
the stuff that I
didn’t
understand.

Not many people
with Learning
Disability know
about Liaison
nurses
I’ve never
met one in
the hospital

I didn’t know
what was
happening and
I was worried

I was told
the nurse
was too
busy in
other
hospitals

There
aren’t
enough of
them

Several of the self-advocates were worried about DNAR. They were concerned if they were
admitted to hospital they would not be resuscitated. One person wanted it added to the hospital
passport so it would be clear that they want to be resuscitated if the need arises.
Several people had a hospital passport, but felt they are too big and staff at the hospital don’t
always take notice of them.
Some of the self-advocates reported good experiences with a liaison nurse.

We had one
came to our
group last
year to talk
about what
they do
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The self-advocates agreed there are not enough liaison nurses, saying more learning disability
liaison nurses should be trained. One person suggested liaison nurses need help from a liaison
health care assistant who knows about learning disability.

Just be
there

In an ideal world
there would be a
liaison nurse on
every ward

Access,
knowing the
job exists

Important thing is
having someone there
who really knows
about disabilities and
being available

We need more
liaison nurses –
there is too much
for them to do

Liaison nurses in
complicated situations
would make a difference
helping the hospital staff
understand the important
things about the person

Explaining
things is one
of the main
things we
want

The self-advocates want liaison nurses to help health staff do things differently.
Listen to
people and
their carers

Doctors need to
get to know
people with
Learning
Disabilities and
autism better

Do more for
people with
learning
disabilities

Give respect that
would be given to
a person who has
not got a disability

Be
patient
take time

Not to treat us as
a conveyor belt
and not care about
who you are.
Make sure there is
enough time.

Wards to know
about them and
bring them
when we need
them
17

Speak in a way
that we
understand but do
not talk down to

Remember the person
with Learning Disability
may be the family
member.
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Families
In general, the families who had experienced support from a liaison nurse were positive about
their role. However, their main concern was the low number of liaison nurses, the inconsistency
in liaison nursing with some areas well served and other areas with no nurses at all. Some
families expressed concerns that there is a variation in the quality and expertise of liaison
nurses with some doing an outstanding job and others less so.
The families were concerned that a lot of people don’t know there are liaison nurses or anything
about what they do. Some families had experienced this when visiting the hospital, ward staff
seemed unaware there was a liaison nurse, or that they could contact them for help and advice.
There was little information in the wards and departments. One family had offered to fund raise
to help provide better information in the wards, but this hadn’t been followed up.
Families also reported difficulty in contacting liaison nurses and gave several examples of the
impact of the small number of nurses in post.

Asked staff to
contact liaison
nurse, they
contacted her
several times, but
she didn’t respond

Although things
were set up, when
someone higher
priority came in
that caused
problems

Need to
constantly
promote the
role

No input from LD
liaison nurse as she
was away when he
came into hospital
They all do quite
different jobs
some very valued
and some not

LD liaison nurse
could promote
reasonable
adjustments more

Switchboard didn’t
know who we were
talking about when
we tried to call the
liaison nurse
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There was strong support from families for the importance and value of the role and how when
available and working well it makes a significant difference.

Being able to have
that conversation with
the liaison nurse
made a huge
difference to the
family.

Asked the questions
you’d forget and a
fantastic support to
family and carers.

Made a massive
difference to us, the
whole team all looked at
him as he was and
made reasonable
adjustments.

I got in touch with the
liaison nurses, they
were incredible from
moment of first contact
Whole series of
investigations over months in
a range of departments, the
nurse set up every
appointment for us and mad
sure all reasonable
adjustments made

Amazing seeing
him supporting
and advising
hospital
colleagues

Found liaison
nurse at local
hospital and they
were incredible

The LD liaison
nurse liaised with
the GP to get the
correct medication
amount written up

Able to raise
awareness and
spot on info
provided as a result
of his work

Liaison nurses are often torn with needing to be in more than one place at a time. Families
suggested the creation of health care assistant and expert by experience posts working with the
liaison nurses might help ease the pressures and problems with resource limitations. This would
enable longer time spent on wards or in departments supporting and reassuring people.
Another idea was the development of training and mentoring by liaison nurses for families to be
able to identify changes in health status and respond quickly and effectively.
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There was also a suggestion that the development of a pathway around reasonable
adjustments should be commissioned.

Promote the
role within
hospitals and to
other health
carers, like GPs

Maybe liaison
nurse could help
with lack of
understanding by
health colleagues,
issues, and in

The importance of
research to inform
practice moving forward.
Next stages after wards.
Role of nurses in
recovery, in rehab, in
dementia etc.

The skill of the nurse is so
important – should be
considered as ‘real nurses’
there’s a lot that others
could learn from LD nurses.

Liaison nurses
Four focus groups and four semi-structured interviews were held with acute liaison and primary
care liaison nurses from the north, midlands, and south east England.
The nurses reflected the findings from the survey in their responses. The overwhelming
message related to the small number of nurses and their limited capacity to do everything
needed. Some nurses expressed difficulties in being recognised within the organisation, whilst
others felt they were valued by colleagues and able to act with autonomy.
Building working relationships and developing good links with individuals and departments was
seen as an essential component of the role enabling and encouraging reasonable adjustments.
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Time has told me that for
us Learning Disability is
everything, but for others
we need to build their
knowledge and passion
so they see the issues
too.

If you don’t work in an
acute Trust its hard to
understand what the
pressures are and what
really are reasonable
adjustments

Important part of the
role is building
relationships and
links
Important that
acute liaison
services are
open and flexible

If process is slick, time
efficient, rigid, it
doesn’t give available
time to enable
meetings or
adjustments.

I empower acute
care staff to have
more confidence
to work with
people with LD

Most important thing is to get
reasonable adjustments
embedded in an organisation
as common practice without
needing guidance - likely to
lead to better outcomes.

Hospital works
on criteria,
need to be
dispassionate

A conflicting issue for some was the impact of safeguarding. For some, being placed within the
safeguarding team was a positive experience presenting opportunities for support. For others,
the opposite was true with them being pulled away from their specialist role to focus on wider
safeguarding issues deputising for the Trust safeguarding lead. There were similar conflicts
identified by nurses employed by one Trust and hosted by another. For some, the pressures of
expectation from each organisation made effective working difficult. Several nurses held joint
roles e.g. working in both primary and acute care.
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Role is often diluted by
safeguarding which seemed to
take priority and pressure on
nurse to do that instead (seen
as more important by hospital)

Sitting with safeguarding
enables me to escalate
ideas and issues and
encourage colleagues to
run with things because I
can’t do everything.

The team sit in
corporate nursing,
so the team has
visibility and support
Not sure ward staff will ever
see us with parity, however
most of our referrals come
from doctors often consultants
and nurses and people do
seem to recognise the value of
what we can do to help

Feel people see the
team as valuable
resource

A lot of nurses work as the only learning disability nurse in an organisation. This raised
concerns about visibility, isolation, support, supervision, and professional development. Some
nurses expressed a feeling of not really belonging to any team.
Most nurses were employed at band 6. Within their roles they felt a responsibility to work both
strategically and at grass roots. This put huge demands on their time and capacity to be
effective, with the need for constant prioritisation and at times resulting in them not being able to
see people with learning disabilities during an admission

At a higher level I have been able
to influence a senior layer of the
Trust and important strategically
to change the way the
organisation thinks.

Despite having three
nurses, still lack
capacity and time to
address all the
needs. Intensity of
work varies

Some Trusts have a lot of
Clinical Nurse Specialists, so it
dilutes how people see your
value. Learning Disability wise it
can have a negative impact
because I’m a lone voice.

If not able to
visit, give
initial advice
on the
phone

22
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of number of referrals

Liaison Nursing Report

A lot of time is spent on administrative duties e.g. reporting, populating alerts, updating flags
etc. nurses suggested administrative support could free them up to
enable more time to be spent with people with learning disabilities and their families.

People need you on the
ground and it’s really
important to be there able to
support people and that’s not
a strategic role

There’s a lot of
dependence on the
liaison nurse doing it all.
Not many trusts are
meeting the
Communication
standards.

All liaison nurses spend a proportion of time on staff training, raising awareness about learning
disability and autism, capacity, consent, reasonable adjustments, and accessible
communication. At times they also act as role models, demonstrating effective approaches to
enable therapeutic interventions and challenging diagnostic overshadowing and negative or
discriminatory attitudes.
Training delivery is a huge
part of what we do.
Training to students –
often the first time they
have ever had any
learning disability training

If you’ve got a Learning
Disability you simply
need more time, should
be nationally
recognised and
acknowledged.

So many students
who have had no
training

We are the
central resource
for prompting and
supporting best
interest and
capacity

Being able to use
experience and
enable colleagues to
look at the whole
picture and basing
guidance on all the
information
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People still don’t
necessarily know who to
invite to a best interest
meeting or what questions
they should be asking
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Liaison nurses work closely with families and carers, this represents a large part of the role.

I welcome
feedback, we invite
families and carers
in to hear about
their experiences.

Some people
don’t know we
are there,
families are
sometimes
surprised when
we make contact

Should be
standard and
important to think
about how families
and carers are
involved

Absolutely central to most of
the work the Liaison nurse
does. Trust has started to
understand and recognise
the importance of families
and carers. This has
permeated the system.

Families seem to find It
reassuring to know there is
somebody in the hospital
who has insight into the
struggles they might be
facing, reassurance is the
main thing.

People don’t
always recognise
what we can offer

Building
relationships
and rapport with
families is
essential

Several nurses told us training for acute liaison nurses needs to include orientation in the acute
hospital and practical experience placements which include ward and department placements,
shadowing, and engagement with clinical staff. In particular the most relevant would be in
respiratory medicine, neurology, orthopaedics, A&E, out-patients, Pre-op assessment, post op
recovery, bed management and discharge liaison.
Extensive
experience
really helps
Hospitals are very
hierarchical
organisations and
its completely
different to
working anywhere
else.

Definitely need to know
about influencing,
negotiating and
challenging in a
professional and
constructive manner

Self confidence
in message and
own knowledge
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The nurses suggested there is a need to raise the profile of the role to fulfil a fundamental basic
need for people with learning disabilities and people with autism. Liaison nurse roles look like
more traditional nurse roles. Developing the role and an associated career pathway, might help
with recruitment into learning disability nursing and provide traction and movement around
profile of the role and the reduction of premature deaths.

So much variety and
learning something
new every day about
health treatments
and interventions and
experiences

This is a career
choice; it needs
national support
and a clear career
pathway.
Most exciting role
I’ve had in 20 yrs.
Feel part of
something positive
and can see
outcomes, can make
a difference

Recommendations

Recommendation 1: Develop a clear career pathway enabling
nurses to progress clinically and professionally within liaison
settings.
Recommendation 2: Develop a nationally recognised ‘liaison nurse’
competency framework, identifying competencies at different
stages of the role from band 3 -8.
Career Pathways and opportunities
Liaison nursing can be a very isolating role, however, where there are liaison teams, nurses
identified a sense of place and support. Many ‘liaison nurses’ are working as the only learning
disability nurse in a large organisation, often across more than one hospital site, or supporting
several GP Practices.

25

Liaison Nursing Report
Knowledge and Skills
It is clear from information received, there are areas where ‘liaison nurses’ need to be able to
demonstrate specific skills and effectiveness.
Based on the information collected, the following are suggestions for the knowledge and skills
nurses need to practice effectively in a liaison role. Competencies could then be developed
dependent on the expectations of the specific role and its banding:
1. Knowledge of physical/mental health issues and common illnesses known to affect
people with learning disabilities, especially those highlighted through the LeDeR reviews
including:
a. Neurological e.g. epilepsy
b. Gastro-intestinal e.g. constipation, dysphagia, helicobacter pylori
c. Respiratory e.g. aspirational pneumonia
d. Sepsis
e. Infection control
2. The interface between learning disabilities and illness and the likely impact on accessing
health care
a. Syndromes, genetic and familial conditions
b. Autistic spectrum conditions
c. Early onset dementia
d. Mental ill health
e. Medication
f. Physical disabilities
g. Mobility
h. Socio-economic influences
i. Health inequalities
j. Human rights and values
k. Holistic approaches
l. Premature mortality and increased morbidity risk factors
3. Effective Communication
a. Diplomacy, Influencing and negotiation
b. Asking the right questions
c. Raising constructive challenges
d. Liaising and coordination
e. Building effective relationships
f. Developing strategy and policy
g. Change management
h. Dealing with complaints
i. Problem solving
j. Conflict resolution
k. Developing information
4. Person centred approaches
a. Clinical assessment and observation
b. Clinical prioritisation
c. Developing/Using hospital passports, health action plans,
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d. Developing easy read and accessible information e.g. social stories, objects of
reference
e. Using personalised communication tools e.g. communication books, Makaton
f. Reasonable adjustments
g. Treatment planning
h. End of life planning
i. Enabling effective care
j. Safeguarding
k. Culture and diversity
5. Working with families and carers
a. Shared decision making
b. Reassurance & Support
c. Sharing information
d. Sharing bad news
e. Facilitating feedback
f. Enabling and empowerment
g. Co-production
6. Multi-disciplinary/multi-agency working
a. Familiarisation of environments
b. Organisational Systems, Hierarchies and Cultures
c. Partnership working
d. Mental capacity, consent and best interest
e. Other legal issues including DNAR DOLS, Data protection
f. Report writing
g. Leadership
h. Overcoming barriers
i. Audit and research
j. Using IT e.g. flagging, reporting, analysis of information
k. Discharge planning
l. Networking
7. Education and teaching
a. Induction
b. Learning disability awareness
c. Bespoke training
d. Developing, delivering and evaluating training programmes
e. Role modelling
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Recommendation 3: Review the title ‘liaison nurse’ to change the
emphasis to the actual role of the nurse and fit in with titles used
and recognised in the healthcare setting where the nurses work.
Titles
Nurses identified issues with recognition of their roles within some healthcare settings. In some
areas, nurses have titles that are inconsistent with those normally used in that setting or
organisation. This issue was particularly identified where the nurse was employed by a learning
disability specialist organisation and hosted in another organisation or service.
Some nurses felt that consistent job titles can assist in recognition and the expectations of
colleagues e.g. nurse specialist (learning disability), nurse practitioner (learning disability),
matron (learning disability) etc.
Use of consistent titles could also help support career pathways and access to appropriate
professional education and development.

Recommendation 4: Explore the creation of a commissioning
strategy to enable further development of Acute Liaison teams and
Primary Care health facilitation teams. These teams should have a
clear remit to support the reduction of premature deaths, support
access to effective treatment, and improve the health and wellbeing
of people who have learning disabilities across the lifespan.
Team working
Teams seem able to achieve more in the organisation in terms of reducing barriers, influencing
strategy and policy, improving access, training, clinical pathways, best practice etc.
Multi-skilled teams
Self-advocates and families told us there is a need for more skilled liaison nurses to enable
positive healthcare experiences and good health outcomes. In particular, they wanted the
nurses to see them when they are accessing hospital and health care to support
understanding, explain things, reassure, and act as a go between. This view was reflected in
the nurses’ accounts of working in busy settings, but with limitations to their roles caused by
lack of capacity to do everything needed. Most of the nurses were unable to contact every
person or their family/carer, because of lack of time available. Solo nurses generally work
Monday to Friday office hours, this means those admitted outside these hours could not access
support if they need it.
Liaison teams are more visible and able to help, so more valued by other clinical staff. Liaison
nurses told us an important part of their role is helping others to understand capacity and
consent, reasonable adjustments, and adaptive communication. Nurses need a level of
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autonomy to act but need support from senior nurses in the Trust to ensure they are valued and
recognised by others.
Different roles within a specialist team enable a strategic and grass roots approach with
everything in between, including liaison and communication with health providers in the
community as well as in the hospital.
The other major benefit is the potential for good supervision, student mentorship and a clear
career pathway for nurses who opt to work in liaison roles, helping with retention of experienced
and skilled nurses.
Whilst the makeup of a liaison team should depend on the diversity of the local population,
location of posts and the likely level of need, good practice would suggest teams might be
developed along the following lines with some, or all the posts suggested:
Consultant/Lead nurse with responsibility for leadership, expert practice, strategic and service
development, policy, and education. Working with the senior management team,
Multidisciplinary and multi-agency team, Director of nursing and the Board. Joint working with
family and self-advocacy groups. National/international role in developing knowledge and
expertise related to the role and clinical needs. Research, evaluation, and audit. Supervision
and mentorship.
Clinical Specialist/Advanced practitioner leadership/management/clinical specialist/matron
working closely with others including families and carers, advocates and people who have
learning disabilities and clinical leadership ensuring best practice, staff education. Clinical audit
and evaluation. Clinical follow up and review. MDT working. Data collection and analysis,
reporting. Supervision and mentorship
Nurse practitioner Clinical advice and support, education and training, collaboration,
facilitation, and liaison. Clinical audit and review. Data collection supporting analysis and review.
Supervision and mentorship. MDT working. Training and education.
Nurse Professional development post working to develop band 6 level knowledge, skills, and
expertise.
Nurses Associate/Healthcare Assistant Under supervision - direct clinical support on wards
and in departments, reasonable adjustments, developing accessible information, training.
Expert by Experience, Person with a learning disability and/or family member able to offer
advice, consultation, training, and education.
Dependent on need, other professions might also be included in the team e.g. speech and
language therapists, occupational therapists, play therapists. Administrative support was also
identified as being of particular help with the high level of administrative tasks.

29

Liaison Nursing Report
Learning
Disability Liaison
Team

Nurse
practitioner

Clinical
Specialist
Advocates,
Friends

Family,
Carers
Nurse
Associate

Expert by
Experience
Ward/
Department
Hospital

Nurs
e

Health and social care
professionals

Lead
Nurse

GP

Community Learning Disability
Team
Universit
y

Social
Care

Partnership working
Working in partnership, engaging with self-advocates, families, and carers, and working across
organisational barriers is essential to help reduce the risks of premature death and ensure good
health outcomes for people who have learning disabilities. Some nurses described the
difficulties they have in ensuring access to support post discharge when people don’t meet tight
referral criteria in place in the community.
Many areas do not have learning disability nurses working in primary care liaison or health
facilitation roles, or the remit of these roles does not include working with people post hospital
discharge. Nurses working in primary care liaison roles described a lot of their work focused on
supporting and enabling annual health checks and maintaining learning disability registers, with
insufficient time for proactive or preventative working.
In some areas, one of the positive outcomes of the pandemic has been the relaxation of referral
criteria for people being discharged from hospital. This has resulted in people who might not
normally meet the criteria being able to access good health support from their local community
services. As the LeDer reports (2018) demonstrate a high risk of premature death for people
who have mild learning disabilities, these adjustments are important and could if continued
enable a reduction in that risk.
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Appendices
Appendix 1

Survey of Learning Disability Liaison Nurses
Developed by Gaynor Cockayne
Report by Chris Hatton

Findings
An online survey of nurses working in learning disability liaison roles in the UK ran from 25th
February to 25th March 2020.
In total 126 nurses responded to the survey, although not all of them answered all the survey
questions.
Job title and job role
Nurses responding to this question reported a range of job titles. Most nurses picked a job title
from the drop-down survey menu:
• Nurse
55 nurses (44%)
• Clinical nurse specialist
20 nurses (16%)
• Nurse manager
9 nurses (7%)
• Nurse practitioner
7 nurses (6%)
• Matron
3 nurses (2%)
• Consultant nurse
1 nurse (1%)
An additional 19 nurses wrote in their specific job titles. These included:
•
•
•
•
•
•

Acute liaison learning disability nurse (4 nurses)
GP/primary care learning disability liaison nurse (3 nurses)
Nurse specialist – learning disability (3 nurses)
Learning disability and autism safeguarding practitioner (2 nurses)
Lead nurse learning disability (2 nurse)
1 nurse each reported the following job titles: lead strategic facilitator adults with learning
disabilities; mental health liaison nurse learning disability and autism; health facilitation lead;
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lead nurse learning disability transformation; lead nurse learning disability and transition;
learning disability nurse – children and young people; positive behaviour support nurse;
senior learning disability nurse; inclusion and vulnerability officer; learning disability and
autism specialist nurse; community support worker.
Nurses were also asked about their job roles, with the vast majority of nurses using the dropdown menu options:
•
•
•
•
•
•
•

Acute learning disability liaison nurse 59 nurses (48%)
Primary care liaison nurse
20 nurses (16%)
Community nurse
20 nurses (16%)
Health facilitator
5 nurses (4%)
Mental health liaison nurse
5 nurses (4%)
Safeguarding nurse
2 nurses (2%)
Primary care facilitator
2 nurses (2%)

Nurses were asked to give a brief description of their roles. This data will be fully reviewed
alongside a sample of job descriptions. However, a few headlines of role content described
include:
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Health equalities and addressing inequalities
Implementing and supporting reasonable adjustments by others
Working closely with people and their families to provide support and ensure access to
treatment
Identifying issues and potential barriers in accessing treatment
Easy read information and other accessible approaches
Health promotion
Staff awareness, education, training, and advice.
Improving communication and preventing diagnostic overshadowing
Safeguarding
Raising awareness of legal requirements including mental capacity, consent and best
interest, mental health, human rights, and equality.
Audit
MDT and multi-agency coordination and liaison
Mentorship and supervision of students and others
Policy development, raising the profile of people with learning disabilities and their
families
Resolution of issues and complaints
Developing care plans and pathways
Flagging
Undertaking learning specialist assessment, preparation, implementation, and evaluation
the nursing care for LD patients
Setting, monitoring and evaluating standards of care and the provision of assessment,
preparation, planning and co-ordination at points of attendance, admission and discharge
of people who have a learning disability

34

Liaison Nursing Report
•
•
•

Caseload management
Supporting annual health checks, health action planning and hospital passports
Working with the Trust management team

Pay band
Nurses reported their pay bands as follows:
•
•
•
•
•
•
•

Band 3
Band 4
Band 5
Band 6
Band 7
Band 8a
Band 8b

1 nurse (1%)
1 nurse (1%)
13 nurses (11%)
49 nurses (40%)
49 nurses (40%)
5 nurses (4%)
1 nurse (1%)

Length of time in current post
Nurses had generally been in their current post for a relatively short time, although there were
also many highly experienced nurses who had been in their current post for several years:
•
•
•
•
•
•
•
•

Less than 1 year in post
13 nurses (11%)
1 year in post
27 nurses (22%)
2 years in post
17 nurses (14%)
3 years in post
19 nurses (15%)
4 years in post
5 nurses (4%)
5 years in post
14 nurses (11%)
6-9 years in post
17 nurses (14%)
10+ years in post
11 nurses (9%)

Just over half of nurses responding to this question (67 nurses; 54%) said that the post had
existed before they started in the job; almost half (57 nurses; 46%) said that the post had not
existed before them taking up the job.
In total, 34 nurses responded to the question about how long the post had existed; 15 nurses
said the post was created in 2015-2019, 9 nurses said the post was created in 2010-2014, 9
nurses said the post was created in 2005-2009, and 1 nurse said the post was created in 20002004.
Qualifications, training and professional development
Pre-registration qualifications. For the vast majority of nurses responding to this question,
this was the RN Learning Disability – it is important to note that people could record multiple
pre-registration qualifications:
•
•
•
•

RN Learning Disability
RN Adult
RN Mental Handicap
Social work

111 nurses (88%)
7 nurses (6%)
3 nurses (2%)
3 nurses (2%)
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• RN Mental Health
2 nurses (2%
• RN Child
1 nurse (1%)
• Integrated Practice learning disability and social work
1 nurse (1%)
• MSc social innovation
1 nurse (1%)
• BA Education
1 nurse (1%)
Post-registration qualifications. Responses to this question were more varied – it is important
to note that people could record multiple post-registration qualifications:
•
•
•
•
•
•
•
•
•
•
•

Certificate
Diploma
RNMH
RGN
BSc
BA
BN
MSc
MA
PhD
Best Interest Assessor

11 nurses (9%)
41 nurses (33%)
1 nurse (1%)
1 nurse (1%)
63 nurses (50%)
3 nurses (2%)
1 nurse (1%)
11 nurses (9%)
4 nurses (3%)
1 nurse (1%)
1 nurse (1%)

One-third (39 nurses; 33%) of nurses reported that they had completed some specific
additional training related to their current role. These were very diverse in both topic and
duration/level, and some nurses mentioned more than one additional training programme. In
terms of topics, specific topics mentioned by more than one nurse included:
•
•
•
•
•
•
•
•
•
•

LeDeR programme reviewer
Specific psychological intervention for mental health
Epilepsy
ABA/PBS
Leadership/mentorship
Safeguarding
Community/GP practice nursing
Best Interest Assessor/MCA/DoLS
Autism
Nurse prescribing

4 nurses
4 nurses
4 nurses
4 nurses
4 nurses
3 nurses
3 nurses
3 nurses
2 nurses
2 nurses

In terms of the level of additional training, 2 nurses specifically mentioned a diploma, 2 nurses
mentioned a degree, and 3 nurses mentioned an MSc.
Professional development. The vast majority of nurses (115 nurses; 92%) reported that they
had engaged in some form of professional development to support their role in the last 12
months, in a range of ways (nurses could report multiple types of professional development):
•
•
•
•

Attendance at conferences
E-learning
Courses
Workshops

100 nurses (79%)
81 nurses (64%)
77 nurses (61%)
71 nurses (56%)
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•
•
•
•
•
•
•

Structured peer supervision
Mentoring
Shadowing
Participating in facilitated twitter chats
Educational visits
Community of practice
Coaching

52 nurses (41%)
46 nurses (37%)
27 nurses (21%)
24 nurses (19%)
20 nurses (16%)
14 nurses (11%)
12 nurses (10%)

Regional networks. Two-thirds of nurses responding to this question (82 nurses; 66%) said
that they were part of a regional network for learning disability liaison nurses, and one third said
they were not (43 nurses; 34%). The most common network mentioned by nurses was the A2A
network (38 nurses: 76% of those responding to the question), with nurses also mentioning a
wide range of other local, regional and national networks.
Employer
The vast majority of nurses responding to this question reported that they were employed by the
NHS:
•
•
•
•
•
•
•
•
•
•
•
•
•

Acute Trust
Mental health and/or learning disability Trust
Community Trust
Children’s Trust
Clinical Commissioning Group
Local authority
Health Board
Virgin Care
Foundation NHS Trust
Community Interest Company
Primary Care Trust
GP surgery
Disability service

47 nurses (44%)
38 nurses (36%)
4 nurses (4%)
3 nurses (3%)
2 nurses (2%)
2 nurses (2%)
2 nurses (2%)
2 nurses (2%)
2 nurses (2%)
1 nurse (1%)
1 nurse (1%)
1 nurse (1%)
1 nurse (1%)

Directorate
The 47 nurses employed by an Acute Trust reported working in the following directorates:
•
•
•
•
•
•
•
•

Corporate
Safeguarding
Patient services/experience
Learning disabilities
Mental health and learning disabilities
Community team
Nursing
Primary care liaison team

11 nurses
11 nurses
6 nurses
5 nurses
3 nurses
3 nurses
2 nurses
2 nurses
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One nurse each mentioned working in the following directorates: care quality; complex health
hub; education; specialist; women and children’s directorate.
The 38 nurses employed by a Mental Health and/or Learning Disability Trust reported working
in the following directorates:
•
•
•
•
•

Learning disability
Community learning disability
Learning disability team – specialist services
Mental health and learning disability
Learning disability strategic health facilitation

7 nurses
6 nurses
5 nurses
3 nurses
2 nurses

One nurse each mentioned working in the following directorates: CAMHS learning disability;
community; community mental health team – learning disability; IPP; learning disability District
General Hospital; learning disability liaison team; mental health trust liaison team; mental
health; mental health liaison for learning disability and autism team; secure – community
forensic; primary care liaison team – specialist directorate.
A further 41 nurses either didn’t mention an employer or were employed by a different
organisation than the two described above. The following directorates were mentioned by this
very diverse group of nurses:
•
•
•
•
•
•

Mental health and learning disability
Community adults learning disability
Learning disability services
Adult safeguarding
Social care/services
Complex health needs service

7 nurses
4 nurses
3 nurses
2 nurses
2 nurses
2 nurses

One nurse each mentioned the following directorates: adult disability team; corporate; mental
health team; nursing; nursing and patient experience; community; learning disability CNS team;
learning disability health facilitation team; health liaison team; adult learning disabilities team;
specialist services; GP practice; adult community team.
Work location
Almost half the nurses responding to this question (55 nurses; 43%) stated they work in general
settings across acute hospitals. It is important to note that people could record multiple places
of work to capture those who have split roles:
•
•
•
•
•
•
•
•

Acute hospital general
Acute hospital specific e.g. A&E
Children's hospital
GP Practice
Primary Care team
Children's team - community
Mental Health hospital
Mental Health team

55 (43%)
1 (1%)
8 (6%)
5 (4%)
10 (8%)
2 (2%)
2 (2%)
2 (2%)
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Just over a quarter of the nurses (34 nurses; 26%) said they worked in other areas including:
•
•
•
•
•
•
•

Learning Disability Specialist Health Service,
Learning disability community teams,
Adult community,
Adult social care,
Community forensic services,
Intensive health outreach team
Community liaison team

Two-thirds of nurses (86 nurses, 67%) work within their employing organisation. The remainder
were either seconded, working within a commissioned service provided by a local authority, or
within the learning disability team. Over 20% of respondents (28 nurses) didn’t answer this
question.
Over half the nurses (68 nurses, 53%) are part of a liaison team.
Hours worked
Most nurses who responded to this question (73 nurses; 70%) nurses are employed full time
with 32 (30%) part time. Part time hours ranged from 15-33 hours per week.
Almost a quarter of nurses responding to this question (23 nurses; 22%) nurses stated not all
their hours related to their role as a liaison nurse. They described the breakdown as anything
from 4 hours a week to 80% of their hours.
Two respondents said they are not liaison nurses, with one nurse covering the role as there isn’t
a liaison nurse in post. One nurse said the liaison role was part of their role as a community
learning disability nurse. Two others had split roles, one with half the role as a safeguarding
practitioner and the other with a shared role between health facilitation and acute liaison.
Job title of manager and clinical supervisor (if different)
These were analysed according to which employer nurses had, broken down into Acute Trusts
(47 nurses), Mental Health and/or Learning Disability Trusts (38 nurses), or another employer
(21 nurses)/ no employer
The 47 nurses employed by an Acute Trust reported the following job titles of their managers:
•
•
•
•
•
•
•

Adult safeguarding lead/manager
Named nurse – adult safeguarding
Acute learning disability liaison nurse lead/manager
Associate/Deputy Director of Nursing
Director of Nursing/Nursing & Quality
Lead Nurse
Lead Nurse Learning Disability & Autism

15 nurses
9 nurses
5 nurses
2 nurses
2 nurses
2 nurses
2 nurses

One nurse each mentioned the following job titles of their managers: clinical lead; consultant
learning disability nurse; dementia and learning disability lead; education and practice
development lead; head of complex care; operational/clinical lead learning disability; paediatric
matron; primary health care liaison nurse; team manager.
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Of the 47 nurses employed by an Acute Trust, 13 did not receive clinical supervision from their
manager, and 3 of these 13 did not receive clinical supervision. Clinical supervision was
received from a learning disability nurse specialist (4 nurses), a senior community learning
disability nurse (2 nurses), an associate lead nurse (1 nurse), a consultant nurse (1 nurse), a
safeguarding chief nurse (1 nurse), and a team leader liaison and diversion services (1 nurse).
The 38 nurses employed by a Mental Health and /or Learning Disabilities Trust reported the
following job titles of their managers:
•
•
•
•

Lead nurse community learning disability team
Team leader/manager
Primary care liaison service manager/nurse lead
Acute care liaison team manager

5 nurses
5 nurses
5 nurses
4 nurses

One nurse each mentioned the following job title of their managers: CAMHS team leader;
clinical manager – learning disability; clinical nurse manager; clinical team manager; community
nurse behaviour specialist; neurodevelopmental team leader; head of nursing; health team
manager; managing partner; network manager; nurse team lead; primary care strategic lead;
senior operations manager; senior primary care liaison nurse practitioner; service director;
service manager – learning disability; specialist commissioner; strategic health advisor; strategic
health facilitator clinical lead.
Of the 38 nurses employed by a Mental Health and/or Learning Disability Trust, 15 did not
receive clinical supervision from their manager. Clinical supervision was received from a senior
community learning disability nurse (2 nurses), a general/service manager (2 nurses), an acute
adult learning disability epilepsy nurse (1 nurse), an associate nurse consultant (1 nurse), a
clinical director (1 nurse), a clinical nurse manager (1 nurse), a clinical psychologist (1 nurse), a
clinical quality manager (1 nurse), a consultant learning disability nurse (1 nurse), a lead clinical
nurse Band 7 (1 nurse), a matron (1 nurse), a nurse consultant (1 nurse), and a senior nurse
practitioner (1 nurse).
A further 41 nurses either didn’t mention an employer or were employed by a different
organisation than the two described above. Very few job titles of managers were mentioned by
more than one nurse in this very diverse group – these were:
•
•
•
•
•

Consultant learning disability nurse
Service/team manager
Community nurse manager
Health service/team manager
Lead nurse

3 nurses
3 nurses
2 nurses
2 nurses
2 nurses

Eight of these 41 nurses described receiving clinical supervision from someone other than their
manager – all the job titles of clinical supervisors were different.
Referral criteria
Over a third of nurses responding to this question (41 nurses; 39%) said there were no specific
referral criteria to their liaison service.
Most of the 63 nurses (61%) who identified a defined referral criterion, described this as the
person having a diagnosed learning disability. Some nurses used different descriptors including:
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•
•
•
•
•
•
•
•
•
•

Outcome of recognised screening tools for IQ or LD
ICD 10 or DSM 5 definitions
Levels of disability
Autism
Complex health needs
Identified specialist health need
Other vulnerabilities
On the GP register
Open to the Learning Disability team
There were age restrictions in some of the criteria used.

How others respond to you in your role as a liaison nurse
Nurses with a liaison role were asked to respond to a series of questions about their
experiences in the past year, on a 10-point rating scale, from 1=totally disagree to 10-totally
agree. Responses to these questions are summarised in a series of graphs below. Generally,
scores of 1-3 are interpreted to mean firm disagreement and scores of 8-10 are interpreted to
mean firm agreement. Where substantial numbers of nurses are scoring at both extreme ends
of the scale (1 or 10) this is reported.
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Organisational strategy
As the graph below shows, the majority of liaison nurses were positive about most aspects of
organisational strategy. Almost two-thirds of liaison nurses agreed (scoring 8-10) that their
organisation takes a person-centred approach (65.2%), over half agreed (scoring 8-10) that
their organisation gathers feedback from people and families using their services (53.4%), and
over half agreed (scoring 8-10) that their organisation is signed up to Mencap’s ‘Getting It Right’
principles (54.2%). However, a majority of nurses disagreed (scoring 1-3) that their organisation
publicly displays these principles (54.8%). Although leaning towards the positive, less than half
of liaison nurses agreed (scoring 8-10) that their organisation has a strategy for ensuring the
best health outcomes for the people nurses are supporting (40.5%).
A small number of nurses provided additional comments, such as: there was room for
improvement and further improvements were planned; there were big inconsistencies in service
quality across different parts of the organisation; good organisational practice still required
constant liaison nurse input rather than happening routinely; a lack of recruitment of liaison
nurses resulted in poorer practice; and standard organisational feedback processes, without
reasonable adjustments, were not helpful in providing actionable feedback.

Organisational strategy
Organisation gathers feedback from people and
families who use the services they provide (n=88)
Organisation takes person-centred approach to
ensure people and families treated with dignity…
Organisation publicly displays Mencap 'Getting it
right' principles (n=84)
Organisation is signed up to Mencap 'Getting it
right' principles (n=85)
Organisation has strategy for ensuring best health
outcomes for people supported by your liaison…
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Percentage of nurses rating 1 (totally disagree - purple)
through to 10 (totally agree - green)
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Staff training
As the graph below shows, liaison nurses had mixed views on staff training. For example, while
one fifth of liaison nurses (21.1%) strongly agreed (score 10) that all staff in their organisation
have regular learning disability awareness training, even more nurses (23.3%) strongly
disagreed (score 1). The pattern is similar for all staff having regular autism awareness training
(15.9% of nurses strongly agree; 26.2% of nurses strongly disagree), for all staff having training
on reasonable adjustments (19.3% of nurses strongly agree; 20.5% of nurses strongly
disagree), and for all staff having training in human rights and the Human Rights Act (24.7% of
nurses strongly agree; 13.5% of nurses strongly disagree). The only staff training that a majority
of liaison nurses agreed (scoring 8-10) was happening was that all staff were having training on
mental capacity and consent (64.0% of nurses).
Several nurses added comments to this section. Nurses most commonly mentioned that they
offered training to staff across the organisation, but that this training was not mandatory and it
could be a struggle to get substantial numbers of the staff to attend. Smaller numbers of nurses
mentioned that they did induction training for new staff across the organisation, that training was
mandatory, or that training was regularly repeated. E-learning packages were mentioned by a
small number of nurses.

Staff training
All staff have training in human rights/the HRA
(n=89)
All staff have training on reasonable adjustments
(n=88)
All staff have training on mental capacity and
consent (n=89)
All staff have regular autism awareness training
(n=88)
All staff have regular learning disability awareness
training (n=90)
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Percentage of nurses rating 1 (totally disagree - purple)
through to 10 (totally agree - green)
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Hospital passports
As the graph below shows, the vast majority of liaison nurses agreed (scoring 8-10) that the
people they supported were offered a hospital/healthcare passport (84.1% of nurses), and twothirds agreed (scoring 8-10) that staff in their organisation knew about and actively used them in
their practice (66.8% of nurses). The picture was more mixed on whether hospital passports
were kept up to date, with scores more evenly distributed across the range.
Several nurses added comments to this section, most commonly mentioning that the
responsibility for producing and updating hospital passports was with the person and those
supporting them, although nurses could offer support with this. Small numbers of nurses
mentioned practical problems such as paper copies of hospital passports getting lost and
people not having hospital passports before hospital admission, despite outreach work. One
nurse mentioned that all hospital passports get uploaded on to the organisation’s electronic
system.

Hospital passports
Hospital passports are kept up to date (n=88)

Staff in organisation know about hospital
passports, ask to see them, refer to them when
providing care and support (n=88)

People supported by your liaison role are offered
a hospital/healthcare passport (n=88)

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Percentage of nurses rating 1 (totally disagree - purple)
through to 10 (totally agree - green)
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Reasonable adjustments
As the graph below shows, just over half of liaison nurses agreed (scoring 8-10) that all staff
provide appropriate reasonable adjustments (54.5% of nurses), and that accessible versions of
assessments, care plans and advice/guidance are provided as appropriate (50.0%). Fewer than
half of liaison nurses agreed (scoring 8-10) that all staff know what reasonable adjustments are
(44.4% of nurses), and that all staff are aware of the law in relation to reasonable adjustments
(39.8%).
A small number of nurses made additional comments on this section, mentioning that learning
disability specialist staff understood what reasonable adjustments were, but knowledge and
understanding of reasonable adjustments was lower amongst staff in the wider organisation,
and these staff needed reminding about reasonable adjustments.

Reasonable adjustments
Copies of assessments, care plans and accessible
advice/guidance for the person and their family or
advocate are provided as appropriate (n=88)
All staff provide appropriate reasonable
adjustments in their treatment of people
supported by your liaison role (n=88)
All staff are aware of the law in relation to
reasonable adjustments (n=88)
All staff know what reasonable adjustments are
(n=90)
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Percentage of nurses rating 1 (totally disagree - purple)
through to 10 (totally agree - green)
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Mental capacity
As the graph below shows, three-quarters of liaison nurses agreed (scoring 8-10) that the needs
and wishes of the people they support are considered when care and support decisions are
taken (74.2% of nurses). Just over half of liaison nurses agreed (scoring 8-10) that independent
advocates are sought to help in decision-making when appropriate (55.7% of nurses), that all
staff are aware of the law in relation to mental capacity (55.6% of nurses), and that all staff
apply the principles of the mental capacity law to the treatment they provide (50.6% of nurses).
A small number of nurses made additional comments on this section, most typically mentioning
that that were gaps in general staff awareness of the Mental Capacity Act, and that it could be a
struggle to find funding for sufficient independent advocates.

Mental capacity
Independent advocates are sought to help in
decision making when appropriate (n=89)
The needs & wishes of people supported by your
liaison role are considered when decisions are
taken about theiir healthcare & support (n=89)
All staff apply the principles of the mental capacity
law to the treatment they provide (n=89)
All staff are aware of the law in relation to mental
capacity (n=90)
0% 10% 20% 30% 40% 50% 60% 70% 80% 90%100%
Percentage of nurses rating 1 (totally disagree - purple)
through to 10 (totally agree - green)
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Families and carers
As the graph below shows, just over half of liaison nurses agreed (scoring 8-10) that practical
support and information is provided to families and carers (56.2% of nurses), and that all staff
listen to, respect and involve families, carers and advocates (56.2% of nurses).
Small numbers of nurses made additional comments on this section, about the difficulties
families face and about local initiatives to support families and carers.

Families and carers
Practical support and information is provided to
families and carers (n=89)

All staff listen to, respect and involve families,
carers and advocates (n=89)
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Percentage of nurses rating 1 (totally disagree - purple)
through to 10 (totally agree - green)
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Contact
As the graph below shows, a majority of liaison nurses agreed (scoring 8-10) that hospital and
community health staff know who they are and how to contact them (59.0% of nurses), that
people needing their help are identified and appropriately referred to them for support (56.1% of
nurses), and that individuals and families know who they are and how to contact them (55.4% of
nurses).
A small number of nurses made additional comments in this section. These included nurses
mentioning that referral to them from other professionals in the organisation was patchy and
staff turnover was high, although a stable learning disability liaison team over many years was
helpful in this respect. A small number of nurses also mentioned electronic patient information
systems being set up to automatically prompt other staff to contact the learning disability liaison
service.

Contact
People needing your help are identified and
appropriately referred to liaison services for
support (n=82)
Individuals and families know who you are and
how to contact (n=83)

Hospital and community health staff know who
you are and how to contact you (n=83)
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Percentage of nurses rating 1 (totally disagree - purple)
through to 10 (totally agree - green)

The liaison nurse role
Liaison nurses were asked several questions about how others respond to them in their role as
a liaison nurse, summarised in the graph below. For all of these questions, a majority of liaison
nurses agreed (scoring 8-10) with the question, with larger majorities for some questions than
others.
Three-quarters of liaison nurses agreed (scoring 8-10) that families and carers understand the
liaison nurse role as helping them access the right healthcare for the best health outcomes
(75.3% of nurses) and two-thirds of liaison nurses agreed that the people they support
understand the liaison nurse role (67.9%). A smaller majority of nurses agreed that staff in the
organisation where they work understand their role (58.0%), although a bigger majority of those
liaison nurses employed by a different organisation said that other employees understand the
purpose of their role (70.0%).
Fewer nurses agreed (scoring 8-10) that their role and qualifications are respected, and they
feel respected, listened to and supported, by colleagues (58.7%) compared to senior managers
(64.6%). Two-thirds of liaison nurses agreed that they feel valued as a member of a team
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addressing people’s health needs (66.7%), with similar numbers of nurses agreeing that they
have the authority to make decisions (69.1%).
Three-quarters of liaison nurses agreed (scoring 8-10) that they feel confident in all aspects of
their role (73.7% of nurses), and two-thirds agreed that they feel fully trained and educated to
undertake their role (67.1% of nurses), with slightly fewer agreeing that they have access to
appropriate professional development, learning, advice and support (61.7% of nurses).
A small number of nurses made additional comments in this section. These included comments
about the importance of support for nurses in a liaison role, such as national support in relation
to roles, expectations and skills, with a lack of support being a reason for nurses to leave their
posts. Nurses mentioned that, while most health services valued their role, social services did
not work with them or respect their role, and some people with learning disabilities did not
understand their role.

Your role
You have access to appropriate professional
development, learning, advice and support (n=81)
You feel fully trained and educated to undertake
your role (n=82)
You feel confident in all aspects of your role
(n=80)
You have authority to make decisions (n=81)
You feel valued as a member of a team addressing
people's health needs (n=81)
Your role and qualifications are respected, and
you feel respected, listened to and supported by
senior managers (n=82)
Your role and qualifications are respected, and
you feel respected, listened to and supported by
your colleagues (n=80)
If employed by a different organisation, other
employees understand the purpose of your role
(n=40)
Staff in the organisation where you work
understand your role (n=81)
Families and carers understand your role (n=81)
People you support understand the purpose of
your role as helping them access the right
healthcare to ensure the best possible health…
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Percentage of nurses rating 1 (totally disagree - purple)
through to 10 (totally agree - green)
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Knowledge of others
As the graph below shows, the vast majority of liaison nurses agreed (scoring 8-10) that they
help to improve the knowledge, understanding and skills of healthcare professionals to make
reasonable adjustments (84.3% of nurses), and that other healthcare professionals come to
them for advice and support in meeting the needs of people supported by liaison nurses (78.3%
of nurses).
Too few nurses made additional comments in this section for their responses to be analysed.

Knowledge of others
Other healthcare professionals come to you for
advice and support in meeting the needs of
people supported by your liaison role (n=83)

You help improve the knowledge, understanding
and skills of healthcare professionals to make
reasonable adjustments (n=83)
0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Percentage of nurses rating 1 (totally disagree - purple)
through to 10 (totally agree - green)

Open-ended questions
Finally, nurses were asked a series of open-ended questions. These were analysed according
to two broadly defined job roles; acute liaison nurses (59 nurses) and community/GP practice
nurses/health facilitators (50 nurses). Because a single response could contain more than one
issue, and each issue was coded separately, the overall number of issues coded did not equate
to the number of nurses writing in a response to the question.
What do you feel works well?
Of the 59 acute liaison nurses, 36 wrote in a response to this question. Issues mentioned by
three or more acute liaison nurses were:
•
•
•
•
•
•
•
•
•

Everyone with learning disabilities having and using hospital passports 8 nurses
Flagging and email alert systems
6 nurses
Learning disability champions
5 nurses
Admissions planning/procedures/information
4 nurses
Being part of the Acute Trust
4 nurses
Individual case work
4 nurses
An increasing amount of learning disability and autism training for staff 4 nurses
Patient care across different hospital departments and service
3 nurses
Respect and interest from other hospital staff
3 nurses
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Of the 50 community/primary care nurses, 18 wrote in a response to this question. Issues
mentioned by two or more community/primary care nurses were:
•
•
•
•

Supporting/working with primary care professionals
Working with social care
Being part of a learning disability team
Outcomes for people with learning disabilities with nurse input

4 nurses
4 nurses
3 nurses
2 nurses

What do you feel isn’t working well?
Of the 59 acute liaison nurses, 33 wrote in a response to this question. Issues mentioned by
three or more acute liaison nurses were:
•
•
•
•
•

Not enough learning disability nurses to manage effectively with
increasing awareness and demand
Unhelpful organisational culture/awareness/systems
Lack of (medical) staff awareness of the Mental Capacity Act
Issues with specific services/departments in the organisation
Access to effective line management or supervision

10 nurses
5 nurses
4 nurses
4 nurses
3 nurses

Of the 50 community/primary care nurses, 20 wrote in a response to this question. Issues
mentioned by two or more community/primary care nurses were:
•
•
•
•
•
•
•

GPs and other health professionals not understanding their role
Not enough community learning disability nurses
Gaps in social care services and inconsistent eligibility criteria
Inconsistent eligibility/referral criteria across health and social care
Need to be based in CCG to gain independence/respect
Community learning disability nurses not integrated with social care
Lack of learning disability liaison nurse posts in local acute trusts
create pressure on community learning disability nurses

5 nurses
4 nurses
3 nurses
3 nurses
3 nurses
2 nurses
2 nurses

What is the biggest challenge you face when seeking to deliver equitable (fair and
reasonable) services to people with learning disabilities and their families?
Of the 59 acute liaison nurses, 35 wrote in a response to this question. Issues mentioned by
three or more acute liaison nurses were:
•
•
•
•
•
•
•
•

Hospital cultures and staff attitudes/knowledge
11 nurses
Funding/resources (including needing more learning disability nurses) 8 nurses
Time
6 nurses
Attitudes and knowledge of medical professionals
5 nurses
Getting reasonable adjustments to standard pathways/procedures
5 nurses
Lack of social services/paid carer support when the person is in hospital4 nurses
IT systems for patient information
3 nurses
Lack of collaboration/communication between professionals
3 nurses
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Of the 50 community/primary care nurses, 21 wrote in a response to this question. Issues
mentioned by two or more community/primary care nurses were:
•
•
•
•
•

Attitudes and knowledge of other community/primary care professionals
Community/primary care staff understanding and applying the MCA
Lack of local resources
Lack of holistic knowledge of the health of people with learning disabilities
Not enough specialist learning disability roles

8 nurses
3 nurses
3 nurses
3 nurses
2 nurses

What is your greatest success in this role and what difference has it made?
Of the 59 acute liaison nurses, 35 wrote in a response to this question. Issues mentioned by
three or more acute liaison nurses were:
•

•
•
•
•

Co-ordinating the admission to hospital of people with multiple health needs, often for
multiple co-ordinated investigations and procedures, where it was previously thought they
would not be able to tolerate going to hospital - 8 nurses
Increasing awareness of people with learning disabilities amongst hospital staff/changing the
culture of staff in the hospital - 7 nurses
Implementing reasonable adjustments into routine treatment pathways - 4 nurses
Doctors coming to the learning disability liaison service for support - 3 nurses
Co-ordinating better, more timely care and treatment for people with learning disabilities
coming into hospital - 3 nurses

Of the 50 community/primary care nurses, 20 wrote in a response to this question. Issues
mentioned by two or more community/primary care nurses were:
•
•
•
•
•

Helping to increase the number and quality of annual health checks
Supporting people to achieve better health outcomes, despite barriers
Helping to improve individuals’ quality of life
Increasing the uptake of cancer screening
Supporting small reasonable adjustments that can make a big difference

5 nurses
3 nurses
2 nurses
2 nurses
2 nurses

What suggestions would you make to make your role more effective?
Of the 59 acute liaison nurses, 32 wrote in a response to this question. Issues mentioned by
three or more acute liaison nurses were:
•
•
•
•
•

More learning disability nurses, to allow a 7-day, 24-hour service and to allow a greater
degree of specialism within the learning disability nurse team
17 nurses
Mandatory training for all staff
7 nurses
Engagement and strategy from senior Trust managers
3 nurses
Become more embedded/established within Trust structures
4 nurses
IT systems across organisations that work together without red tape
3 nurses

Of the 50 community/primary care nurses, 20 wrote in a response to this question. Issues
mentioned by two or more community/primary care nurses were:
•

More learning disability nurses, or extended hours of existing nurses
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•
•
•
•

Better promotion of the learning disability nurse role
Having a greater and more active presence in GP surgeries
More time and resources for proactive/preventive public health work
More time/resources to improve quantity/quality of annual health checks

5 nurses
5 nurses
4 nurses
3 nurses

What do you feel are the top 5 skills and competencies learning disability nurses need to
develop the best care?
Of the 59 acute liaison nurses, 35 wrote in a response to this question. Issues mentioned by
three or more acute liaison nurses were:
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Communication skills (with people with learning disabilities and families, support staff,
healthcare staff, and managers)
25 nurses
Not being afraid to challenge/good advocacy skills
15 nurses
Diplomacy and negotiation skills
11 nurses
Experience and skill
9 nurses
Flexible and adaptable
9 nurses
Thinking outside the box
9 nurses
Compassion and empathy
8 nurses
Knowledge of legal frameworks (e.g. MCA, Equalities Act)
8 nurses
Resourceful and creative/problem-solving
7 nurses
Good teaching/training skills
6 nurses
Person-centred and respectful of people with learning disabilities
5 nurses
Ability to evaluate and implement up-to-date evidence
4 nurses
Passion for inclusion and equality/values
4 nurses
Experience and knowledge of people with complex health needs
3 nurses
Enthusiasm
3 nurses
Patience
3 nurses
Good networking skills
3 nurses
Good care co-ordination skills
3 nurses

Of the 50 community/primary care nurses, 20 wrote in a response to this question. Issues
mentioned by two or more community/primary care nurses were:
•
•
•
•
•
•
•
•
•
•
•

Communication skills (with people with learning disabilities and families, support staff,
healthcare staff, and managers)
14 nurses
Not being afraid to challenge/good advocacy skills
9 nurses
Diplomacy and negotiation skills
6 nurses
Experience and skill
6 nurses
Flexible and adaptable
4 nurses
Compassion and empathy
4 nurses
Person-centred and respectful of people with learning disabilities
4 nurses
Broad knowledge base about people with learning disabilities and health
3 nurses
Understanding primary care services
3 nurses
Tenacity/determination
3 nurses
Good listener
3 nurses
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•
•
•
•
•
•

Passion for inclusion and equality/values
Good networking skills
Ability to turn theory into practice/action
Resilience
Confidence
Promoting reasonable adjustments in mainstream services

2 nurses
2 nurses
2 nurses
2 nurses
2 nurses
2 nurses

How can we better promote the role of the learning disability liaison nurse to those both
inside and outside of healthcare?
Of the 59 acute liaison nurses, 33 wrote in a response to this question. Issues mentioned by
three or more acute liaison nurses were:
•

Promotion on TV and radio, including adverts, documentaries, characters in drama and
soaps
7 nurses
• Concentrate on celebrating and sharing good practice and successes – both nationally and
locally
7 nurses
• Promoting learning disability nursing in local communities beyond healthcare (including
education, social services, amongst people with learning disabilities and families)
6 nurses
• Local promotion of learning disability nurses, including their roles and contact details (e.g.
leaflets, posters, Trust intranet, Trust social media)
5 nurses
• National support/development opportunities/benchmarks/role descriptions/career pathways
for learning disability nurses
5 nurses
• Continuous training of healthcare staff to include role of learning disability nurses
4 nurses
• National campaigns to promote learning disability nurse roles
4 nurses
• University open days/careers fairs
3 nurses
Of the 50 community/primary care nurses, 19 wrote in a response to this question. Issues
mentioned by two or more community/primary care nurses were:
•
•
•
•
•
•
•
•
•
•

Tell people what you do and demonstrate it
3 nurses
More learning disability liaison nurses in mainstream health and social care services
3 nurses
Promote careers in schools and colleges
3 nurses
TV advertising
2 nurses
Concentrate on celebrating and sharing good practice and successes 2 nurses
Local promotion of learning disability nurses, including their roles and contact details (e.g.
leaflets, posters, Trust intranet, Trust social media)
2 nurses
Continuous training of healthcare staff to include role of learning disability nurses
2 nurses
National campaigns to promote learning disability nurse roles
2 nurses
Educate people on the health inequalities people with learning disabilities face
2 nurses
Include training on the health of people with learning disabilities in all pre-qualification health
and social care professional training
2 nurses
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Appendix – Equalities Questions
In total, 65 nurses (50.4%) indicated that they were happy to answer equalities questions:
•
•
•
•
•
•

85.9% were female
66.2% were aged 35-54 years old
93.8% were not disabled
92.5% were White
49.2% were Christian, 15.9% had no religion, and 14.3% were atheist
87.5% were heterosexual
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Appendix 2a
Surrey and Borders Partnership: Benchmarks of Best Practice Acute Care Liaison
Service (2018)
Appendix 2b
Surrey and Borders Partnership: Benchmarks of Best Practice Primary Care Liaison
Service (2018)
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