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Executive Summary

It is widely acknowledged that people with learning disabilities experience poorer health
than the general population and too many people with a learning disability die
prematurely. The deaths reviewed by the University of Bristol Norah Fry Centre for
Disability Studies (2017) show that compared with the general population, the median
age of death is 23 years younger for men and 29 years younger for women and is often
for avoidable reasons.
Government responses to the health, care and support needs of people with learning
disabilities and long-term conditions are currently being taken forward through the
Transforming Care Programme. Core principles include promoting progression and
independence using a strengths-based approach, enabling choice and control and
personalised care planning. The National Service Model includes a commitment to
overcome barriers and improve health outcomes for people with learning disabilities and
long-term conditions. In particular the model emphasises the role that local care and
support navigators can take to co-ordinate care as well as encouraging mainstream
health services to make reasonable adjustments and provide extra support to help
overcome the difficulties and risks that people with learning disabilities experience.
People with learning disabilities and long-term conditions are clear about the things
that help them to stay healthy and well. Our focus group participants identified the
following protective factors, which are fundamentally the same for all of us:
relationships; activities/social life; time out/relaxing; keeping well; sense of security;
sense of acceptance/understanding from others; sense of freedom, independence,
choice; making a contribution.
When it comes to barriers to achieving good health and wellbeing people spoke about:






Information about help not being readily available or easy to understand and poor
signposting;
Cut backs in support hours, eligibility thresholds which are too high and inflexible
benefit rules;
Difficulties with the way help is offered and provided, including poor communication,
unhelpful processes, inflexible responses;
Shortcomings in staffing including high turnover, lack of training, not enough time;
System fatigue, barriers feeling unsurmountable, people giving up

Conversely enablers were identified as:






Professionals and services listening and communicating effectively
Staff being respectful and working alongside the person and their carers
Staff having the right training and qualifications
People having the right attitudes
Support from professionals and others eg advocates, key workers, community

Care coordination is one of the core principles that underpins the transformation of
care and support services in this country. One of the main recommendations in the

ipc@brookes.ac.uk

3

Best Practice on Care Coordination for People with a Learning Disability and Long-Term Conditions

March 2019

LeDeR report is to improve the coordination of care within and across health and care
services.
Currently there are three main approaches to care coordination:




Co-ordinated care via joined up pathways and packages of care
Co-ordinator/care and support via a navigator/key worker/liaison role
Co-ordinated care through whole systems, strategic commissioning

We found examples of good practice in all three areas. Key characteristics of
successful support include:







A single point of access to a range of services, so that the person only needs to
tell their story once;
Integrated assessment and planning, with all relevant professionals feeding in
and listening to the aspirations of the person as the starting point;
A flexible approach which means pathways and services are coordinated around
the needs and wishes of the person
Key workers/navigators to help coordinate individual care packages as well as
influence mainstream services to improve accessibility
Learning and development initiatives that define key competences to enable
people who have roles that include care coordination to perform better
Whole system approaches that enable joined up responses across health, social
care, housing, employment and beyond through shared strategies, plans and
budgets that tackle some of the wider determinants of poor health including poverty,
poor housing conditions, unemployment

However, over and above these types of care coordination, the most important way to
improve the wellbeing of people with learning disabilities and close the health gap is
through empowerment, and we see this as person centred care coordination, in other
words the person with learning disabilities controls and co-ordinates their care.
The key actions for commissioners and providers to make this model work include:





Supporting all forms of advocacy
Adopting a strengths-based approach
Shifting staff attitudes and behaviours to change culture
Embracing new ways of doing things for example using digital tools and flexible
financing systems (such as individual service funds) for care planning
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Introduction

This report has been written for the Department of Health and Social Care to highlight
examples of best practice, as well as the challenges and barriers to providing effective
care coordination for people with learning disabilities and long-term conditions, to
improve their health and wellbeing. The Learning Disabilities Mortality Review (LeDeR)
programme which monitors learning disability mortality has highlighted the profound and
persistent health inequalities that people with learning disabilities experience. In the
most recent review (2017), a number of recommendations were made including the
need to improve the coordination of care within and across health and care services.
The purpose of this report is to provide a body of evidence and ideas on care
coordination to support future guidance on good practice. Our research has included a
review of the literature; engagement with commissioners and providers across the UK to
identify live examples of innovative practice; and most importantly a listening exercise to
ensure the views of people with learning disabilities and long-term conditions and their
families and carers are at the centre of policy and practice moving forward.

3

Context

3.1

Definition of learning disabilities

Learning disability is a term that can be complicated to define and has been much
debated over the years. At its simplest, it has been expressed by the British Institute of
Learning Disabilities (2011) as a general term that refers to individuals who find it hard
to learn, understand and communicate.
Internationally, three criteria are regarded as being required to be met before a learning
disability can be identified or diagnosed. These are:




Intellectual impairment (IQ)
Social or adaptive dysfunction combined with IQ
Early onset

In other words, a learning disability includes the presence of:




A significantly reduced ability to understand new or complex information, to learn
new skills (impaired intelligence), with;
A reduced ability to cope independently (impaired social functioning);
Which started before adulthood, with a lasting effect on development

The causes of learning disability include genetic factors, infections before birth, brain
injury or damage at birth, brain infections or brain damage after birth. For many who
are diagnosed with having a general learning disability, the cause remains unknown,
(British Institute of Learning Disabilities 2011).
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Prevalence of people with a learning disability

There is no definitive record of the number of people with learning disabilities in
England. However, it is possible to estimate figures using a variety of different sources.
Improved neonatal care means that more babies are surviving with profound and
multiple disabilities. Whilst there are health inequalities which are shortening lives,
more people with learning disabilities are also living into older age and experience the
challenges of ageing.
According to Public Health England 2016, p4 and p14
“By combining information collected by government departments on the presence of
learning disabilities among people using services, overall population predictions for
England and the results of epidemiological research, we estimate that in England in
2015 there were 1,087,100 people with learning disabilities, including 930,400 adults
equivalent to 2.16% of the English adult population”.
In terms of children:
“In 2014/15, 70,065 children in England had a statement of Special Educational
Needs (SEN) or an Education Health and Care plan (EHC plan) and were identified
as having a primary SEN associated with learning disabilities” (op cit p10).
This does not include information on children with SEN who do not have a
statement/EHC plan. Using sources that are no longer in use like the ‘school action
plus’ category that captured those children too, it is estimated that 2.5% of children in
the population has a learning disability (op cit).
3.3

Links between learning disability and long-term conditions

People with a learning disability are at increased risk of having a long-term condition.
This can be defined as something that cannot, at present, be cured but it can be
controlled by medication and other therapies. It is an illness lasting longer than a year
that will often worsen with time. Examples include diabetes and heart disease (Skills for
Care 2018). Other significant underlying long-term conditions with physical
manifestations that are associated with people with learning disabilities include cerebral
palsy, epilepsy, diabetes, visual and hearing impairments.
Additionally people with learning disabilities have substantially higher rates of major
mental health conditions and dementia than other people and also higher rates of
common mental disorders such as anxiety and depression (Public Health England
2016). Fifty percent of people with autistic spectrum disorders also have learning
disabilities.
3.4

Poor health of people with learning disabilities

The following facts and figures are from a study carried out by Emerson and Baines in
2011:
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Coronary heart disease is a leading cause of death among people with learning
disabilities (14–20%).
Almost half of all people with Down Syndrome are affected by congenital heart
defects.
Respiratory disease is possibly the leading cause of death for people with learning
disabilities (46–52%), with rates much higher than for the general population (15–
17%).
The prevalence of epilepsy among people with learning disabilities is at least 20 times
as high as for the general population.
Increased rates of diabetes among adults with learning disabilities have been
reported in a population-based study undertaken in the Netherlands.
Approximately 40% of people with learning disabilities are reported to have a hearing
impairment.
Studies from Australia and the USA indicate that people with learning disabilities may
have increased prevalence of osteoporosis and lower bone density than the general
population. Fractures can occur with only minor injury and can be multiple.
Hypothyroidism is relatively common among people with Down Syndrome, prevalence
increasing with age.
One in three adults with learning disabilities and four in five adults with Down
Syndrome have unhealthy teeth and gums.
The prevalence of psychiatric disorders is 36% among children with learning
disabilities, compared to eight per cent among children without learning disabilities.
Challenging behaviours are shown by 10–15% of people with learning disabilities.
Prevalence rates for anxiety and depression among adults with learning disabilities
vary widely, but are generally reported to be at least as prevalent as in the general
population and higher among people with Down Syndrome.
There is some evidence that the prevalence rates for schizophrenia in people with
learning disabilities are approximately three times as great as for the general
population.
The prevalence of dementia is higher among older adults with learning disabilities
than in the general population (22% vs 6% aged 65+).
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Reasons for health inequalities

It is widely acknowledged that people with learning disabilities experience poorer health
than the general population and too many people with a learning disability die
prematurely. The deaths reviewed by the most recent Learning Disabilities Mortality
Review (2017) show that compared with the general population, the median age of
death is 23 years younger for men and 29 years younger for women and is often for
avoidable reasons.
Emerson and Baines (2011) suggest some of the reasons underlying the health gap
are:






Increased exposure to common social determinants of poorer health such as
poverty, poor housing conditions, and unemployment.
Increased risk arising from genetic and biological factors associated with the
learning disability.
Communication difficulties and reduced health literacy.
Personal health risks and behaviours for example, poor diet, low levels of physical
activity, leading to increased risk of obesity and diabetes.
Difficulties in accessing health care and health screening, including scarcity of
services, poor understanding of needs due to difficulties with communication, and
potentially diagnostic overshadowing where the physical symptoms are seen to be
issues arising from their learning disability.

3.6

Government responses to health and care needs of people with
learning disabilities

The approach to delivering health and social care in England has undergone significant
change over the last decade. The Putting People First Concordat, published by the
Department of Health in 2007, stated a shared vision and commitment to transform
adult social care through a programme of reforms. The key principles underlying the
Government’s vision for improved outcomes for people with health, care and support
needs can be summed up as:





Enabling choice and control
Tailoring support
Coordinating care
Building community capacity – early help and prevention

The Health and Social Care Act (2014), which has been described as the biggest reform
of care and support since 1948 reinforces the commitment to ‘improving lives’ rather
than ‘services’. The principles above are now enshrined in law, placing a duty on health
and social care authorities to work with communities to enhance people’s
independence, wellbeing and citizenship; to enable choice and control through use of
personalised care planning and personal budgets and to take an integrated approach to
commissioning and delivering health, care and support services.
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The changes described above apply to the whole of adult social care. In addition, a
number of policy and guidance documents have been published that relate specifically
to people with learning disabilities, outlining best practice.
The overall approach has been to move away from providing care for people with
learning disabilities and long-term conditions in long stay hospital and residential homes
towards an approach that promotes independent living in the community, and the right
to an ‘ordinary life. People with learning disabilities at all levels of complexity should be
able to access the spectrum of services from universal through to long-term specialist
interventions, as and when needed throughout their lifetime.
A significant policy driver that emerged at about the same time as ‘Putting People First’
was the government programme Valuing People Now (2007) which focused on
improving lives for people with learning disabilities in three core areas - health, housing
and employment.
In terms of improving healthcare, an emphasis was placed on the following priorities:







greater leadership in the NHS and local councils
annual health checks
involvement of people with learning disabilities and their families in checking and
planning services
increased use of acute liaison nurses and health facilitators
making reasonable adjustments
use of tools such as patient passports and communication books

By 2010 some progress had been made, as evidenced in the Department of Health’s
summary report (2010) which showed:





an increase in key posts such as strategic health facilitators
matrons in the hospital with individual case management responsibility, acute
liaison nurses, primary and secondary healthcare facilitators
significant progress in improving people’s access to mainstream health services
an increase in the number of annual health checks for people with learning
disabilities

However, the report acknowledged that there was still a long way to go, for example,
although health checks had increased, over half of people eligible had not had one and
concerns were raised about the lack of understanding of people who work in the health
service about the needs of people with learning disabilities, how to communicate
effectively and how to make “reasonable adjustments.
The pace of change accelerated again in 2015, with the launch of NHS England’s
Transforming Care programme. This national programme embodies the same core
principles of independence, prevention and early intervention, choice and
control/personalisation, co-ordinated care, living in the community/close to home, better
health and wellbeing.
The vision is that:
ipc@brookes.ac.uk
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“Children, young people and adults with a learning disability and/or autism have the
right to the same opportunities as anyone else to live satisfying and valued lives, and
to be treated with dignity and respect. They should have a home within their
community, be able to develop and maintain relationships, and get the support they
need to live healthy, safe and rewarding lives”. Association of Directors of Adult
Social Services, Local Government Association and NHS England (2015) p4
Forty-nine transforming care partnerships across the country are leading the
implementation of a national service model, which includes a range of new community
services, to be in place by March 2019.
The best practice service model states that:
“Everyone should be offered a named local care and support navigator or keyworker
to coordinate and ensure timely delivery of a wide range of services set out in the
person centred care and support plan, working closely with the person and their
families/carers where appropriate and ensuring a consistent point of contact”.
Op. Cit p14
It also emphasises the importance of ‘good care and support from mainstream health
services’, highlighting annual health checks, health action plans and hospital passports,
liaison workers, quality checkers and reasonable adjustments (Principle 6) as methods
that can help overcome barriers and improve health outcomes for people with learning
disabilities.
The Equality Act 2010 states that all public sector organisations must be accessible to
disabled people as well as everybody else. Public Health England (2016) has published
guidance for health care teams to ensure that they are alert to the particular needs of
people with learning disabilities for example:




clear, simple and possibly repeated explanations of what’s happening and of
treatments
help with appointments
help with managing issues of consent in line with the Mental Capacity Act

The Green Light Toolkit, is a set of free to access resources, produced by the National
Development Team for Improvement (2015) that includes an audit framework and a
database of best practice examples of reasonable adjustments made by services to
enable people with learning disabilities to access mainstream support.

4

Methodology

IPC followed a number of key lines of enquiry, to investigate good practice, beginning
with a literature review of published material and then seeking out materials that were
available but not published that DHSC and national agencies were able to provide, as
well as through our own contacts in local areas.
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We used the literature review, as well as suggestions from DHSC and other leading
learning disability organisations and our own contacts to identify local case study areas
that were demonstrating good practice and innovation. We interviewed key individuals
involved in care coordination from local authorities and their partners (see appendix
one) to tease out barriers, enablers, challenges and how they can be overcome to
improve support and access, for example through key working models.
A key aim of the project was that it should be informed by people with learning
disabilities and their families and carers. We worked with Learning Disability England
(LDE) to run four focus groups around the country during February 2019. Three of the
groups were facilitated by self advocacy organisations in Sunderland, Lewisham and
Northallerton with support from LDE, a fourth group was run by LDE in Halifax. In total,
thirty two people attended; these included people with learning disabilities and a range
of long-term conditions and autism, family members and carers, with a mix of ages,
gender and ethnic backgrounds.
The final part of the project was to draw all the information together into this report
which aims to provide a body of good practice evidence and ideas on care coordination,
identifying key characteristics of successful support and recommendations on how it
can be implemented.
The sections below explore and critique the following areas:
Section 5:



What do people with learning disabilities and long-term conditions see as “good
health and wellbeing”?
What are the barriers and enablers to achieving good health and wellbeing?

Section 6:



What do we mean by “care co-ordination”?
How can care co-ordination be used, and what does “good” care co-ordination look
like?

Section 7:


Additional considerations – an IPC perspective

ipc@brookes.ac.uk
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Good health and wellbeing from the perspective of people
with learning disabilities and long-term conditions

It is important to start by outlining what people with learning disabilities themselves see
as the key factors that make them healthy and well. The feedback we got from the
focus groups for people and their carers is summarised below:
Relationships

“having friends and relationships”
“being in a good loving relationship”
“being around good people”

Activities/social life

“having hobbies, activities”
“going to the gym”
“seeing friends, going to clubs, socialising, going for a
walk, going to the park, nature”
“time to do everyday ordinary things”
“going to pubs and restaurants, disco, golf, bowling, dance
class being involved in performing arts”

Time out/relaxing

“respite breaks and holidays”
“listening to music”
“learning how to relax and not be anxious”
“time for yourself to do what you want when you want”
“break in routine”
“chill out time (man cave)”

Keeping well

“holistic balance (nutrition, mental health, physical health,
medication, medical support”
“physical and mental health to do what you want to do”
“mindfulness to help good mental health”
“eating healthy, exercise”
“good information/instructions around medication”
“attending medical appointments, having a health check,
eye and ear tests, dentist, going to doctors/hospital”

Sense of security

“having a job and earning money”
“having your own place”
“security for the future (longer term needs)”

Sense of acceptance /
understanding from
others:

“being accepted by people – being yourself and not having
to ‘fit in’
“mixing in with mainstream society”
“feel welcomed, accepted, wanted”
“being listened to and being understood”

Sense of freedom,
independence, choice:

“having choices in life – what I do, where I go is my choice”
“encouragement/good support to try new things”
“being able to do the things that make me happy”

ipc@brookes.ac.uk
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“speaking up and being involved in self advocacy”
“delivering training and quality checking services”
“being part of and giving back to my community and
helping others”

From this starting point, we can consider what role care coordination and other
approaches can play in enabling people to achieve good health and wellbeing.
5.1

Barriers to achieving good health and wellbeing

We know that people with a learning disability often face barriers in accessing health
and care services and in living healthily. These include:





Not recognising signs and symptoms that need investigating, resulting in delayed
diagnosis and poorer prognosis.
Difficulty with navigating the NHS – eg making and attending appointments
including for routine screening programmes, dental care, and other services that
support healthy lifestyles eg weight loss, smoking cessation, sexual health.
Those with long-term conditions may struggle to manage medication, treatment
regimes and outpatient appointments.

The people who participated in our focus groups were very clear about ‘what gets in the
way’ of getting the right kind of support for their health and wellbeing. The key themes
that emerged are summarised below
Finance
Cut backs in support hours, eligibility thresholds and inflexible benefit rules were all
mentioned as barriers:
“only being able to work for 16 hours or I lose benefits”
“Universal credit – making people go into debt”
“lack of realistic finance”
Lack of information
Information about help is not readily available or easy to understand and signposting
can be poor:
“not sure where places are”
“not knowing where to go or who to ask for help”
“endless loop of being sent to different services that are not suitable”
Difficulties with the way help is offered and provided
This includes poor communication, unhelpful processes, inflexible responses (not
having choice or control):
“not being listened to”
“being treated like a child”
“decisions being made without me”
“not being trusted to make the right choices”
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“not allowing risks”
“lack of flexibility in care options, especially if circumstances change”
Staffing
Shortcomings in staffing was mentioned frequently:
“lack of knowledge from so called professionals”
“untrained staff”
“turnover of staff – often don’t get the same one and this stops them from knowing you
and you from knowing them”
“sometimes staff don’t have a lot of time to see you so have to rush off, or they can’t
make it to the appointment”
System fatigue
Sometimes the barriers feel insurmountable and carers feel they can’t go on:
“having to fight for everything is too much to cope with”
“sometimes people have to jump through hoops and end up giving up”
“just being too worn out to look for help and support”
5.2

Enablers of good health and wellbeing

Conversely, people were positive about the key characteristics of successful support
that can help them stay healthy and well:
Professionals and services listen and communicate effectively:
“listen to everyone, carers and other professionals involved in cases to improve
outcomes”
“people, services, staff who listen to me”
“having people, especially professionals explain things in a way I understand. Explain it
like a story to me”
Staff are respectful and work alongside the person and their carers:
“being respected. Recognising the things I am capable of”
“work in partnership, valuing the views of carers”
“staff knowing where the boundaries are – not overstepping them”
“my home feeling like my home – not the staff’s home”
“not ignoring you or telling you what to do or holding ignorant views”
Staff have the right training and qualifications:
“make sure the person has the right experience/qualifications to deal with the task in
hand”
“Give good training to staff, delivered by experts with experience”
People have the right attitudes:
“no bullying or taking the mick”
“good support, not bossy or controlling”
“helpful staff – I decide but they help me get what I want”
“knowing that people who support me have my best interests at heart and respect my
decisions”
“people being aware of my abilities, talents, skills”
ipc@brookes.ac.uk
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“being understanding, able to listen and offer advice, particularly when I’m upset”
Support can be from professionals and from others:
“having an advocate and being a self advocate”
“being able to stick up for self and others”
“having a good key worker”
“specialist help like speech therapist”
“good community support from family and friends”
“colleagues at work looking out for each other”
Support can include:
“someone to manage finances, staff, training of staff, takes the stress away”
“advice about healthy food. How to stay safe. Being in control. Somebody to help me
exercise”
Other things that are important:
“one place to go for help and advice”
“other parents with similar experiences who understand”
“knowing your way around the system”
“people listen to us and keep us informed at every stage”
“Don’t expect us to keep chasing professionals for answers, remember we are the
experts when it comes to our families!”

6

What is care coordination?

Care coordination is important because:




It can help to improve the quality of life and health and wellbeing of people with a
learning disability
It supports the objective of reducing the health gap between people with mental
health problems, learning disabilities and autism and the population as a whole
A personalised care and support approach often involves multiple providers, plans,
appointments, interventions as well as personal budgets and the responsibility for
paying for services. This level of complexity can be difficult to manage, coordination
is needed to make it work

Care coordination is one of the core principles that underpins the ongoing
transformation of care and support services in this country, both for adults generally and
for people with learning disabilities long-term conditions specifically. This is illustrated in
the Health Foundation’s (2014) circle of person-centred support:
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Currently there are three main approaches to care coordination:




Co-ordinated care via joined up pathways and packages of care
Co-ordinator/care and support via a navigator/key worker/liaison role
Co-ordinated care through whole systems, strategic commissioning

6.1

Co-ordinated care packages and pathways, that reduce fragmentation
between services

For the individual, a personalised care and support system means co-ordinated health
and social care that is planned and organised around their needs and preferences. It
means joined up and seamless services that:
“address an individual’s full range of needs, taking into account health, personal,
family, social, economic, mental health, ethnic and cultural background and
circumstances. It recognises that there are other issues in addition to medical needs
that can impact on a person’s total health and wellbeing”
(Department of Health, 2009)
According to the Institute for Public Policy Research North (2014 p18)
“The purpose of whole person care is to coordinate services around an individual with
a stronger emphasis on care provided outside of acute settings”.
This type of approach is characterised by having a single point of contact for accessing
services and only having to tell your story once. It avoids ‘system clash’ and promotes
ipc@brookes.ac.uk
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early intervention. A study of NHS examples of co-ordinated care for people with longterm conditions backs this up, demonstrating positive outcomes, including
empowerment of patients and carers, improved quality of life, and high staff satisfaction
(Goodwin et al 2013).
6.1.1

Education Health and Care (EHC) Plans for children and young people

EHC plans were introduced as part of the Children and Families Act 2014 as a statutory
duty for local authorities and CCGs. Their purpose is to combine information about a
range of needs that children and young people up to the age of 25 may be experiencing
and outline an integrated, multi-agency response. The Council for Disabled Children
(2017) has produced good practice examples of plans which contain the following
elements:











aspirations of the child/young person and their parents/carers
special educational needs (SEN)
health needs
social care needs related to their SEN or disability
outcomes sought for the child or young person, linked to aspirations
special educational provision required
health provision reasonably required by the learning difficulties or disabilities which
result in the child or young person having SEN
Social care provision which must be made for a child or young person under 18
resulting from section 2 of the Chronically Sick and Disabled Persons Act 1970
(CSDPA)
Any other social care provision reasonably required by the learning difficulties or
disabilities which result in the child or young person having SEN (including any adult
provision)

The plan includes the name and role of the professionals that have contributed and will
be responsible for ensuring that the interventions are delivered. The underlying
principles echo those of the Health and Social Care Act 2014, i.e. encouraging
independence and progression, enabling choice and control through use of
personalised care planning, the option to have a personal budget and a co-ordinated
approach to delivering health, education, care and support services.
6.1.2

Care Programme Approach (CPA)

The Care Programme Approach was introduced in the early 1990s in response to a lack
of effective care coordination for people with mental health problems.
The CPA meant that anyone experiencing severe mental health problems and who met
one or more criteria, should have their care co-ordinated under the Care Programme
Approach which covers assessment, planning and reviewing mental health care needs.
One of the criteria set out in the original guidance which should lead to getting care
coordinated in this way was if the person had a learning disability. Although CPA has
been in place for nearly thirty years, recent research suggests that the implementation
of the CPA for this group has been fragmented and services are not working together in
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partnership (Kelly 2017). A key finding was that the CPA is being effectively
implemented for people who are deemed to present with a risk to themselves or others.
However, if a service user does not present with a high risk, they are not provided care
through the CPA. Kelly recommends that alternative service user led care planning
frameworks should be used instead.
6.1.3

Examples

Integrating care from an early age in Conwy, North Wales
The Conwy Early Years Child Development Centre provides co-ordinated care for
children aged 0-5 with complex disabilities. The centre, based on the same site as
the special school for 3-19 year olds - Ysgol y Gogarth and the Children’s Disability
Service, enables families to access support from a range of disciplines. A multi
agency panel including a community paediatrician, clinical psychologist, speech and
language therapist, physiotherapist, specialist teacher, educational psychologist, and
social worker meet regularly to consider referrals, carry out holistic assessments and
decide on interventions. Person centred planning is key and parents and carers are
fully involved with every aspect of care delivery, which promotes confidence and
independence in supporting their child.
Having an integrated team on the same site as the school with staff employed by the
Health Board and the Local Authority based together and delivering co-ordinated care
is successfully setting in motion a vision of developing potential and enabling
progression from the very beginning of a child’s life, however complex their needs.
Avoiding the cliff edge between children and adults healthcare in Devon
The Royal Devon and Exeter NHS Foundation Trust, are easing transition between
children’s care and adults’ by taking an ‘umbrella of care’ approach. Up to age 18, the
paediatrician has been the lead professional in the young person’s care, being the
first port of call for medical advice and able to refer to other specialisms in a timely
and seamless way. The usual process has been to discharge a young person to the
care of their GP when they turn 18, leaving them without a trusted specialist to refer to
and breaking the continuity of care they had experienced previously.
The Trust has recently piloted a new pathway whereby the young person is
transferred from the care of a paediatrician directly to an adult physician, experienced
in looking after adults with a range of complex needs and managing sensitive issues
like palliative care and shared decision making with families. Feedback from the pilot
has been positive from young people and their families.
Integrated Service for Children with Additional Needs (ISCAN), in Gwent, Wales
A new Care Coordination Service, delivered by three sector teams each made up of a
Care Co-ordinator and Family Support Worker, has been established in Gwent. This
service, which is available to children who have multi-agency complex needs,
provides the family with a single point of contact, co-ordinates services involved with
the child and facilitates integrated assessment and planning (IAP) in the most
complex cases.
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The development of the new service has been led by parents. A parent and
professional care coordination forum was established and parents were able to
express their frustrations with being given the ‘run around’ as they saw it, when they
tried to get help for their children. Agencies recognised that they had been working in
silos, resulting in duplication of services, long waiting lists and poor outcomes for
children. Together parents and professionals came up with a charter of key principles
that became the blueprint for a new approach to service delivery. The Gwent
Children and Families Partnership Board approved the use of Integrated Care Fund
(ICF) money to fund the care coordination model.

Key aims for the service are:
 Fewer children waiting on multiple statutory agency waiting lists
 More children receiving an integrated assessment and planning service
 Earlier intervention on a multi-agency basis
 Improved relationships with families who are in receipt of a co-ordinated and
integrated assessment process
 More effective use of scarce agency resources as planning is not done in silos but
on a shared and agreed basis
 More empowered families resulting in greater resilience
It is still early days to be able to measure benefits and impact of the developments,
but one of the things they will be measuring is the cost of professionals’ time saved
through not having to invest in care coordination activities over and above their core
roles; as well as the impact on the health and wellbeing of children with additional
needs and their families.
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These three examples, taken from children’s services illustrate a number of key
principles that underpin successful care coordination, such as:





A single point of access to a range of services, so that the child/young person and
their parents/carers only need to tell their story once
Integrated assessment and planning, with all relevant professionals feeding in and
listening to the aspirations of the child/young person and their parents/carers as the
starting point
A flexible approach which means pathways and services are coordinated around
the needs and wishes of the child/young person and their parents/carers especially
at times of transition

6.2

Co-ordinator/care and support navigator/key worker/liaison role

A professional role that can include all or some of the following functions: leading the
care planning process; facilitating joined up working between different professionals and
agencies, especially between health and social care; provide links to mainstream health
services (eg to investigate symptoms, access preventative initiatives eg screening
programmes, health advice, appointments or medication, support management of longterm conditions, support with healthy lifestyles, eg diet, physical activity); provide
ipc@brookes.ac.uk
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advocacy and help with navigating services; work with universal services to help them
make reasonable adjustments so they are more accessible to people with a learning
disability. The following diagram from Health Education England (2016) illustrates the
multi-faceted nature of the role.

Having a key worker who can help an individual with learning disabilities and their
family/carers to navigate and co-ordinate services is recommended by the National
Institute for Clinical Excellence in Standard 142 (2017).
“A key worker (also known as a care or case coordinator, (or a Care Programme
Approach care coordinator) is the central point of contact for the person with learning
disabilities, their family members and carers, and the services involved in their care.
They are responsible for helping the person and their family members and carers to
access services and for coordinating the involvement of different services. They
ensure clear communication between all people and services and have an overall
view of the person's needs and the requirements of their care plan. They ensure that
services communicate regularly with the person and their family members and carers,
in a suitable format.”
Care coordination is a core function in the role description for a ‘lead practitioner in adult
care’, described in Health Education England (HEE)’s guidance on care roles (no date).
ipc@brookes.ac.uk
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Tasks relating to health and wellbeing needs are also considered essential such as
supporting people to make and attend medical appointments and implement the advice
that medical professionals give.
HEE has recently supported the testing and development of a care coordination model
in the West Midlands (no date), to explore the key competences needed for the multiple
roles that include co-ordinated care (see diagram below). The model is not intended for
any single occupational group; its aim is to capture the principles that cross all
professions and staff levels and that consequently provide a ‘common model’ for all staff
groups. The model was tested across four test sites and the findings used to support
approaches to supporting integrated care transformation across the West Midlands.
HEE’s Care Navigation Competency Framework (2016) is another useful tool for
determining the education and training that might be needed to support people in these
roles.

6.2.1

Examples

Acute Liaison Nurse role
R works as an Acute Liaison Nurse covering hospitals in Wakefield, Dewsbury and
Pontefract. The role was created to improve the experience of people with learning
disabilities when they go into hospital and includes training nurses and consultants on
the needs of people with learning disabilities and the kinds of reasonable adjustments
and support that may be required; offering guidance on best interest decisions; and
training community support staff on particular procedures that may be needed on an
ongoing basis post discharge.
Over the years, R has helped to implement a range of initiatives that are contributing
to better healthcare for people with learning disabilities in hospital. For example, the
VIP card which is carried by people with learning disabilities gives a quick picture of
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the person including any long-term conditions and medication. If they are admitted to
hospital they can be flagged up straight away for a visit from the Acute Liaison Nurse
to assess what extra support they may need. Each unit now has a ‘learning disability
champion’ who offers advice to clinical staff on treatment and care. A patient
experience group has been established and regularly feeds back on ways to improve
care for people with LD. The group has also produced easy read leaflets on topics
such as blood collection and how to make a complaint.
Beyond the acute sector, the role is also instrumental in making links with other parts
of the health and social care sector. In terms of prevention and early intervention, R
has worked closely with the strategic health facilitator to get local GPs proactively
offering annual health checks.
The manager of the local supported living service speaks highly of the role: “it helps
everyone get together and communicate.”

Named Social Worker Pilot: Camden Learning Disability Service
The Department of Health and Social Care (DHSC) initiated the Named Social Worker
(NSW) pilot to build an understanding of how a named social worker can help to
improve outcomes for individuals with learning disabilities, autism and mental health
conditions. Phase 1 ran from October 2016 to March 2017 and Phase ran 2 from
October 2017 to March 2018. An evaluation of phase two found that there was a
positive impact across three levels: on the individuals engaged in the pilot, on the
named social workers themselves and on the wider system in terms of better crossservice coordination (Social Care Institute for Excellence, 2018).
Camden Learning Disability Service was part of phase one and has continued to
embed the approach. All people with learning disabilities who are supported by the
service who live in supported living or residential care now have an ‘always allocated’
named social worker with the aim of delivering practice based on long-term
relationships. In addition, each supported living project has a link with a health
professional who gets to know the people living in the project and is able to offer
advice to the named social worker or staff team on health matters.
One of the benefits of the new ways of working has been to establish better
knowledge of and links to community resources, including those that can support
people with learning disabilities to live healthily. For example, a social worker was
able to link a client to a mix of learning disability specific and mainstream
opportunities that support healthy lifestyles and enhance wellbeing:






Somerstown community centre exercise classes
Ability Bikes at Regents Park, free service for people with learning disabilities and
physical disabilities, 8 adapted bikes available for hire
Fleetwell swimming club for people with learning disabilities
Mind ‘healthy minds’ projects – exercise sessions, gardening and walking tours
Kentish Town City Farm – volunteering opportunities, riding therapy
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Another consequence of the named social worker approach has been an increase in
skills and knowledge, resulting in social workers having greater confidence to
advocate for the people they work with and bring their voices to the fore (SCIE, 2018).
This has positive benefits for care coordination. For example, in Camden, a named
social worker was able to step in quickly and prevent an ‘unsafe’ hospital discharge
which would have resulted in the care home ending the placement. By liaising with
the local learning disability health team, a package of care was put in place enabling
the person to return safely to the care home.
These two examples demonstrate the advantages of a key worker approach both within
a hospital setting and in the community. Having a dedicated role helps to raise
awareness of what extra support or reasonable adjustments might be needed to
improve the health and wellbeing of people with learning disabilities. This includes
making sure they get the best out of mainstream healthcare as well as helping them to
access opportunities that will positively impact on their health and wellbeing, such as
exercising and volunteering.
The work of Health Education England is also useful in identifying key competences
related to care coordination that can be embedded into wider care and support roles as
an alternative to having a single worker approach.
6.3

Coordinated care through whole systems, strategic commissioning

Commissioning services for people with learning disabilities is complex as many people
have a wide range of needs that can be the responsibility of a number of services
including primary care, acute care, specialist learning disability services and general
health and wellbeing services, commissioned by clinical commissioning groups and
local authorities.
Best practice guidance from the Royal College of General Practitioners and Royal
College of Psychiatrists (2013) p1 on how to reduce the health inequalities of people
with learning disabilities is clear that:
“CCGs need to work closely with Local Authorities, who have lead responsibility for
commissioning social care services for people with learning disabilities and family
carers and Public Health Services. Social factors such as poverty, discrimination,
unemployment, housing and social isolation adversely affect the health of people with
learning disabilities. It is important for health and social care commissioners to
develop joined up, person centred services which meet people’s needs and are cost
effective”
Care coordination via joint commissioning is about thinking holistically at a systems
level across health and social care and potentially broader eg linking in employment,
housing and the voluntary sector, aligning resources or pooling budgets to enable multidisciplinary approaches that address needs holistically and embed personalisation, coproduction and community based support in the design and delivery of local services.
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Local Area Coordination

Local Area Coordination is a long-term, integrated, evidence-based approach to
supporting people with disabilities, mental health needs, older people and their
families/carers, within a specific locality. It works alongside people to:





Build and pursue their personal vision for a good life,
Stay strong, safe and connected as contributing citizens,
Find practical, non-service solutions to problems wherever possible, and
Build more welcoming, inclusive and supportive communities.

Instead of focusing on deficits, the local area coordinator helps people focus on their
own vision for a good life, building on their assets and relationships. Coordinators act
as an accessible, single point of contact supporting children and adults within their
community. Originating in Australia, the approach is currently being implemented in 11
areas in England and Wales in collaboration with the Local Coordination Network
Community Interest Company. For more information on the core characteristics see
Local Area Coordination Network website.
According to the Local Area Coordination website, there is a growing body of evidence
on the outcomes for individuals, community and the service system. These are coming
from evaluations on the active programmes in England and Wales.
The wider outcomes include:









Reductions in referrals/visits to GP, A&E, adult care, mental health and
safeguarding services; avoided housing evictions
Reduced dependence on day services and better health outcomes
Relationship developments across neighbourhoods leading to increased community
capacity
Independent Social Return on Investment (SROI) evaluations in Leicestershire
(2017) Derby City (2016) and Thurrock (2015) Councils have shown at least £4
return for every £1 invested
Swansea University (2016) Significant cost benefit of between 2:1 – 3:1 (plus
cautious cost saving estimate of £1.2 million in 1st year of operation with 3
Coordinators)
Contribution to system reform and culture change through cross system
partnerships

People themselves report:






Feeling less isolated through valued, informal, support relationships
Increasing capacity of families to continue in caring role
Improved access to information
Improved access to specialist services, communities
Support into volunteering, training and employment
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Examples

Salford’s whole system approach
Salford local authority and clinical commissioning group’s joint approach is often
identified as good practice. The National Audit Office (2015) found that it was one of
the few areas that had managed to make progress in transforming care services for
people with learning disabilities, in response to the Department of Health (2012)
Winterbourne View Concordat.
Salford has developed a holistic community-based model of care, drawing upon the
principles in the Department of Health (1993 and revised 2007) guidance, the
outcome of a project group chaired by Professor JL Mansell. This seminal work
outlines the core principles that remain true today including the need for a joined-up
approach that incorporates commissioning, care management and specialist support
so that packages of care are integrated and that responsibility is held not only by
health and social care, but more broadly to include other agencies such as housing
and education.
A key finding from the Audit Report has been that developing robust local services for
people with a learning disability and challenging behaviour takes time. Salford local
authority and clinical commissioning group (previously the primary care trust) have
worked together for over a decade to develop a single service. They have:







developed a shared culture, with the service user at the centre of their delivery
model, based upon mutual support and a commitment to giving people
meaningful lives, rather than just getting them out of hospital;
implemented a joined-up health and social care management and commissioning
structure with a pooled budget;
co-located health and social care commissioners and a multidisciplinary specialist
learning disability community team of social workers, occupational therapists,
speech therapists, nurses, psychologists, psychiatrists, physiotherapists and
trained carers (community teams work with providers at short notice to maintain
placements, when a service user’s behaviour might otherwise lead to hospital
admission or readmission);
ensured that people with learning disabilities are supported to communicate their
views and reduce challenging behaviour, through accessing mainstream leisure,
health and social services, but supported by the multidisciplinary team.

A joint approach to health, social care and housing in Moray, North East
Scotland
Only 15.2% of people with learning disabilities in Scotland rate their health as very
good, compared with 52.5% of the general population. People with learning
disabilities have as many health conditions at age 20 and over, as the rest of the
population aged 50 and over. (Scottish Learning Disability Observatory, 2011).
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In the light of these statistics, local leaders within health, social care and housing
recognised that whole system change was needed. Working with Alder, they
embarked on a programme of transformation, underpinned by the ‘progression model’
with the aim of enabling people with learning disabilities to progress to the maximum
degree of independence possible at each stage of their lives. Key changes that have
been introduced include:










Joining up health and social care funding: ‘one population, one budget’
Culture change across the wider system of care and support that emphasises
outcomes
Multi-disciplinary assessment combining health and social needs
Social workers re-connecting with social work, moving away from care
management
Investment early on, working towards independence longer term
A new market shaping strategy to ensure providers are delivering care in line with
self-directed support principles
Contract monitoring includes overseeing individual support plans and health
objectives, eg checking that support workers are working alongside people with
learning disabilities to implement the physiotherapy exercises they have been
given by health professionals
Moving away from traditional residential homes to new arrangements that
promote independence, eg building new, bespoke housing for people with autism
and challenging behaviour where they are managing their own tenancies with a
support team around them has led to fewer assaults on staff, better staff retention
and reductions in medication. The housing project is seen as a centre of
excellence

The Integrated Services Manager acknowledges that there is more work to be done to
see people with learning disabilities as ‘citizens that need extra support’ rather than a
marginalised group who require separate services. All too often they are still not
having a positive experience when they access mainstream healthcare and can find
themselves excluded from community activities.
Adopting a whole system approach is perhaps the most ambitious response to
improving the lives of people with learning disabilities but one that has the potential to
make the biggest difference at a population level. Both Salford and Moray have found
that it requires sustained commitment over many years by health and social care as well
as other agencies to transform their models of care.
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Further Considerations – An IPC Perspective: Care
coordination and empowering people with learning
disabilities and long-term conditions

Improving the health and wellbeing of people with learning disabilities and reducing
health inequalities and premature mortality is not something that can easily be fixed.
The key principles for transforming care and support for people with learning disabilities
such as personalisation, care coordination, enabling choice and control, are well
established principles that have been around for some time. The good practice
examples demonstrate that there are some interesting and innovative approaches being
developed, both operationally and strategically. However, as our focus group
participants pointed out, the challenges are real and can feel like little progress has
been made.
At it’s most basic care coordination is the gathering of and sharing of information and
decision making with the person, their family and/or paid carers, and other professionals
and/or services. At the heart of care coordination must be the person and their most
trusted advocate who could be a family member, paid carer or other professional. A key
function of care coordination is to ensure that all the information is gathered and made
accessible to the person with learning disabilities and shared among all those involved
and that decision making always involves the person with learning disabilities and
enabling this to happen often necessitates involving their most trusted advocate. It is
often the trusted advocate who ‘translates’ the information into ways that the person
with learning disabilities can understand. It is also the trusted advocate who is often
best placed to support the person with learning disabilities to communicate their views.
What enables person centred care coordination?
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Advocacy

Advocacy has been described as:
“Taking action to help people say what they want, secure their rights, represent their
interests and obtain services they need. Advocates and advocacy schemes work in
partnership with the people they support and take their side. Advocacy promotes
social inclusion, equality and social justice”
National Development Team for Inclusion website
There are different types of advocacy, including:






Self-advocacy – people advocating for themselves
Peer advocacy – people advocating for those defined in a similar way
Professional advocacy – people who are paid as skilled representatives to speak on
behalf of a person, such as Independent Mental Capacity Advocates (IMCAs)
Representational advocacy – people who represent the interests of another on a
voluntary basis (such as citizen advocacy)
Family advocacy – families
their family member
person explicitly advocating foradvocate

Principles and standards for delivering advocacy can be found in NDTI’s Advocacy
Charter (2018) and the Advocacy Quality Performance Mark (2018) both on their
website.
Advocacy plays an important role in enabling people with learning disabilities to have
choice and control about how they live their lives so that care can be co-ordinated in line
with their aspirations. Professionals and services need to ensure that when there is a
‘trusted advocate’ involved, that they always include this person as part of the
communication pathway outlined in the support plan.
7.1.1

Examples

Oxfordshire Family Support Network – family advocacy
Oxfordshire Family Support Network (OxFSN) provides independent information,
advice and support by families for families of people with learning disabilities. Set up
by family carers who wanted to use their experience to help others in the same
situation they strive to improve the lives of people with learning disabilities and their
families.
“We have a small team of Family Advocates who are all family carers of children or
adults with learning disabilities. Each advocate has skills in different areas – and,
while none of us claim to ‘know it all’ if we don’t know the answer to your query then
we will know someone who probably will and can signpost you in the right direction”.
OxFSN has also produced the “Getting a Life” series of guides to help young people
and their families to plan for the future, by using person centred thinking techniques.
The guides contain useful tips and advice on subjects that include: education, money
ipc@brookes.ac.uk
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matters, social care, finding the right support, becoming an adult, health and wellbeing, finding work/volunteering and somewhere to live.

Sunderland People First – professional advocacy
Sunderland People First is a community interest company based in the North East of
England. Established for over twenty years, their aim is to improve people’s lives and
champion the rights of people with learning disabilities.
As well as running self-awareness and self-advocacy courses, people with learning
disabilities can get involved in a range of activities including quality checking NHS
services to assess how well they are meeting the needs of people with learning
disabilities; sitting on care and treatment panels as experts by experience to
contribute to care and treatment reviews; delivering training sessions on disability
awareness, hate and mate crime and personal assistant training.
7.2

Strengths based approach

The Care Act 2014 requires local authorities to “consider the person’s own strengths
and capabilities, and what support might be available from their wider support network
or within the community to help in considering ‘what else other than the provision of
care and support might assist the person in meeting the outcomes they want to
achieve”.
Care planning and coordination therefore needs to be done collaboratively – involving
professionals, providers and the person’s own network including friends, family,
advocates to gain a holistic picture of the individual’s life and co-produce a way to
maximise quality of life and good health and wellbeing.
Recently published guidance on strengths based social work (Department of Health and
Social Care, 2019) emphasises that
“A strengths based approach explores, in a collaborative way the entire individual’s
abilities and their circumstances rather than making the deficit the focus of the
intervention….It shifts the focus to the positive attributes of individual lives and of
neighbourhoods, recognising the capacity, skills, knowledge and potential that
individuals and communities possess.” (p24) and see diagram below.
As a participant in one of our focus groups put it: “People being aware of my abilities,
talents and skills.”
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Example

Preparing for adulthood assessment: Richard’s story
“Richard is a 23 year old man with Down’s syndrome. He had been referred to our
Preparing for Adulthood Team for an initial assessment. Prior to our first meeting I
thought about the best environment to meet. I was aware that if he came to our office
he may find the buzz slightly intimidating. Instead I decided to meet him at home. I
remember the first thing we spoke about was our mutual love of Arsenal football club.
It is easy to become too focused on filing in a form and forgetting who the form/life
belongs to. Without the barriers of paperwork Richard spoke quite candidly about
many of his aspirations, including his desire to one day become a chef. Within the first
couple of meetings we had bonded quite well.
Richard told me of his mixed experience at college and the lack of support when it
came to working out what to do next. Working with the college’s SEN team, we
explored a suitable employment pathway. Initially Richard appeared quite shy and
reserved, we managed gradually to break the ice and as his self-assurance grew he
started to express additional outcomes he hoped to achieve such as going out by
himself and having a girlfriend. Signing up for a catering internship at a local hospital
had a profound effect as he became so much more vocal and his body language
changed, he now holds his head high and can maintain eye contact for longer”.
Why is this intervention strengths based?


The professional focuses the interview on Richard, his life and priorities
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The intervention goes beyond filling out a form, being inquisitive about Richard and
his personal outcomes, not only ticking boxes on his needs
The intervention promotes Richard’s wellbeing, in a holistic way. Not limiting the
intervention to the presenting need but establishing a meaningful and trustworthy
relationship and enquiring and listening to what is important for him

Adapted from Strengths-based approach: Practice Framework and Practice Handbook,
DHSC, 2019
7.3

Attitudes, behaviours and culture

Few would argue against ways of working with people with learning disabilities that
promote choice and control, inclusivity and empowerment. However, putting it into
practice may require a shift in attitudes and behaviours. People with learning disabilities
and their carers in our focus groups were very vocal about the sort of attitudes and
behaviours that were not supportive, for example:
“not being listened to”
“being treated like a child”
“decisions being made without me”
“not being trusted to make the right choices”
“not allowing risks”
“lack of flexibility in care options, especially if circumstances change”
“endless loop of being sent to different services that are not suitable”
Conversely, they highlighted the key characteristics of more helpful interactions and
relationships:
“being respected. Recognising the things I am capable of”
“work in partnership, valuing the views of carers”
“staff knowing where the boundaries are – not overstepping them”
“my home feeling like my home – not the staff’s home”
“not ignoring you or telling you what to do or holding ignorant views”
“people, services, staff who listen to me”
“having people, especially professionals explain things in a way I understand. Explain it
like a story to me”
Whether care is co-ordinated by a key worker or by multi-disciplinary teams working
closely together, it is unlikely to deliver effective outcomes unless there is positive
rapport and trusting relationships between all parties. Continuity of staff, having
adequate time together as well as skills in motivational interviewing and facilitating
strength-based conversations, enhance the experience and are more likely to result in
positive health and wellbeing outcomes.
The following example highlights how two providers have changed attitudes, behaviour
and hence culture from silo working to close collaboration and the positive impact this
has had on the health of the people they support.
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Changing the culture - co-ordinated working between health and social care in
North Yorkshire
A small residential care home for young adults with learning disabilities and complex
health needs in North Yorkshire run by United Response, exemplifies the importance
of close interaction and collaboration to establish trust and mutual respect which is the
basis for providing co-ordinated care. Over the years social care staff have
established a close working relationship with health professionals from the Harrogate
Learning Disabilities team (Tees, Esk and Wear Valleys NHS Foundation Trust). This
enables them to deliver a seamless and co-ordinated service that responds to an
individual’s full range of needs and contributes to the overall health and wellbeing as
well as the longevity of residents.
“We are a social care provider – we aren’t nursing or health care assistants – the staff
are support workers. However with the support and the way we work together with
the team of learning disability health professionals around us – it works really well in
terms of maintaining a very high standard of supporting people with their health
needs.” Service Manager
Key elements of this approach include:











Early identification of potential problems by support staff on the look out for signs
and symptoms
Health staff manage ‘episodes of care’, responding quickly to any concerns
highlighted by care home staff
They intervene early to prevent problems from escalating, bringing in specialists
from their multi-disciplinary team including occupational therapists,
physiotherapists, speech and language therapists, dieticians
They always communicate with the individual to establish what is important for
them, offering choice and control eg not imposing specialist equipment, especially
if quality of life may be better without it
They provide clear and detailed discharge reports to support staff so they know
what to look out for and when to re-refer. This helps the staff to feel valued and
enables them to report back accurately
If equipment is to be provided such as wheelchairs, moulds, sleep systems and
slings, support staff are trained in how to use it
Health professionals deliver in house training and coaching to staff to help
develop their knowledge and skills, for example providing clear visual guidance
designed like a place mat on what to do if someone is choking

Health staff believe that care coordination works well between them because there is
strong leadership by the care home manager and the workforce is stable and know
the residents well.
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Flexible service provision

The following two examples illustrate how providers have adopted a flexible and
creative approach to enable care to be coordinated in accordance with the individual’s
wishes.
Working in partnership with people with learning disabilities to provide flexible
support by using Individual Service Funds (ISFs)
Individual Service Fund (ISF) provide flexible support because the service provider
holds the personal budget as a ‘managed account’ and works with the person to
design, develop and manage the best possible support, altering it with minimal fuss
when changes are needed.
New Key provides support to people living in supported living accommodation in
Bristol, Torquay, Totnes and Kingskerswell. People who use the service include
people with physical disabilities, autism or learning difficulties. New Keys helps
people to live independently and assists them to live the lives they want. They
support people to achieve outcomes in managing their own money, making
friendships, finding work, managing their home, finding and attending local groups,
exercising and cooking skills.
The following case example illustrates their flexible approach to care and support
using an ISF to improve health and wellbeing outcomes:
“A person with high anxiety that we support requires support throughout the day to
mitigate falls risks, provide reassurance and ensure his safety. He regularly has Reiki
sessions from the same practitioner, who he trusts and relates well to, he has had this
treatment regularly for two years and it has a hugely calming effect for him. Instead of
paying £15 per hour for the support worker to be there when this happens, the ISF is
used to fund a DBS for the Reiki therapist, and potentially any training (e.g. first aid)
and she fulfils the support function whilst giving him Reiki, she charges £10 per hour
and usually does two hours a session. We are able to use the ISF to fund two or three
sessions a week saving £10 support costs per session. (Based on 2 sessions a week
over 52 weeks this would deliver a saving of approximately £1040 per annum)”

Flexible approach to end of life care
Providing end of life care to people with learning disabilities can be challenging and
hospitalisation may be seen as the easiest option, despite the fact that most people
would prefer to die at home. The manager of a large supported living provision in
Central Lancashire describes how they effectively co-ordinated care to enable a
resident with a profound learning disability to stay in her home and have the most
dignified death possible.
“Following a Continuing Healthcare Assessment, an agency was commissioned to
provide support. We challenged this as the agency staff did not understand JT and
they sent different staff each day. We ensured that the agency was removed and our
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own staff provided all her support up to and including the time of her death. The staff
understood JT and her needs as they changed.
Staff ensured that JTs health and social care needs were met properly by ensuring
multi-disciplinary team working was effective and referrals and communication to the
following people were made: GP, oncology, district nurses, 111 practitioners, priest.
A referral was made to the LD team for the other residents. We asked for help in
telling people that JT was dying and that they were supported to understand their
feelings.
JT was able to remain at home in the supported living provision surrounded by the
people who cared for her. Family were encouraged to be part of house. JT was given
appropriate pain relief and other medical procedures in her home instead of being in a
hospital where she would not have had the one to one support from people she knew.
Staff felt supported and were able to provide the best care for JT. Staff feel confident
in supporting people in end of life care. Family were thankful for the opportunity to
become a bigger part of her remaining life. The other tenants had the opportunity to
say goodbye to their friend JT. The fear of death and being taken away to die was
reduced for the other older tenants.
Family and JTs best friend felt that JT had received the best support possible”.
7.5

Digital solutions

Advances in technology mean that there are now a range of digital solutions including
personalised websites and apps that are accessible to people with learning disabilities
and their advocates for storing and sharing all relevant information. They are designed
to help the person co-ordinate their care and make informed decisions, with all relevant
information being fed in by professionals.
Digital Solution – RIX Wiki – Accessible and secure personal websites
The RIX Wiki is a uniquely accessible, web-based multimedia communication &
planning tool developed by RIX Research & Media at the University of East London.
RIX Wikis have been developed with and for people with learning disabilities, their
families, carers, and support professionals.
Wikis are simple, accessible, secure and easy to build personal websites. They can
be used to create multimedia person-centred plans that use pictures, words, video
and sound to capture the voice, skills, aspirations and needs of the individual.
Wikis give ownership of the planning process to individuals and families, facilitating
genuine collaboration between people with learning disabilities, trusted advocates and
professionals.
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Recommendations

From the evidence that we have compiled during this rapid review of best practice, it is
clear that well-coordinated care at all levels from strategic, whole system approaches to
key worker roles on the ground can play an important part in improving health outcomes
for people with learning disabilities and long- term conditions.
Some models have grown organically, shaped by local needs and circumstances and
innovative practitioners eg the ISCAN service in Gwent or New Key in the South West
of England. Others have been driven nationally such as education health and care
plans, named social worker pilots or imported from abroad eg local area coordination.
All are underpinned by the changes to care and support that have been evolving over
the last couple of decades such as personalisation, choice and control, progression and
independence.
Some of the key characteristics of successful approaches that we would recommend
include:







A single point of access to a range of services, so that the person only needs to tell
their story once;
Integrated assessment and planning, with all relevant professionals feeding in and
listening to the aspirations of the person as the starting point;
A flexible approach which means pathways and services are coordinated around
the needs and wishes of the person
Key workers/navigators to help coordinate individual care packages as well as
influence mainstream services to improve accessibility
Learning and development initiatives that define key competences to enable people
who have roles that include care coordination to perform better
Whole system approaches that enable joined up responses across health, social
care, housing, employment and beyond through shared strategies, plans and
budgets that tackle some of the wider determinants of poor health including poverty,
poor housing conditions, unemployment

However, over and above these structural methods, the most important way to improve
the wellbeing of people with learning disabilities and close the health gap is through
empowerment, and we see this as person centred care coordination, in other words the
person with learning disabilities controls and co-ordinates their care.
The key actions for commissioners and providers to make this model work include:
Supporting all forms of advocacy: sufficient financial investment to provide
sustainability to advocacy organisations as well as giving time and space for selfadvocacy or advocacy by a trusted individual eg family member or friend.
Adopting a strengths-based approach: this means shifting the focus to a person’s
positive attributes and abilities, focusing on what they can do and aspire to do rather
than what they can’t.
Shifting staff attitudes and behaviours to change culture: the negative points made
by people with learning disabilities and their carers suggest that there is poor practice in
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the way staff relate to service users. Basic values and behaviours like active listening,
being respectful, trusting, communicating clearly, working in partnership need to be
embedded through education and training.
Embracing new ways of doing things eg using digital tools and flexible financing
systems (eg individual service funds) for care planning.
Tom’s story
Tom has a learning disability, diabetes, acute kidney failure requiring dialysis and a
congenital heart disease.
Before
Tom shared a 2 bedroom house with an autistic man he did not choose to live with
and did not get on with. Therefore, apart from using the kitchen to cook, Tom spent
all his time in his bedroom when he was at home and reported feeling lonely, scared
and sad.
Tom had very little contact with his family and no friends he saw regularly. Tom was
supported by Francis. Francis was employed by a direct payment to support Tom 12
hours a week. Tom loved spending time with Francis who had supported him for over
10 years.
Tom’s diabetes had been deteriorating which affected his kidneys and Tom was told
he had to start dialysis. Tom was anxious about what this meant and so Francis
supported Tom on his first appointment. Tom was then left to attend dialysis on his
own because if Francis went with him there were not enough hours left to support
Tom at home with cooking and other daily living tasks. Tom became increasingly
anxious and started either not attending his dialysis appointments or being disruptive
once there.
At no point during this time was anyone tasked with co-ordinating Tom’s care.
Francis was Tom’s most trusted advocate but was seen simply as ‘the support worker’
and was not listened to by hospital staff (who said there was no one who could sit with
Tom during dialysis) or the social worker (who said the local authority could not
increase Francis’s hours as it was a health issue and health needed to arrange and
pay for the support). This lack of person centred co-ordinated care lead to a
continued deterioration in Tom’s physical and mental health which, coupled with
Tom’s heart disease, resulted in a stroke. Tom was admitted to hospital.
What could have prevented this outcome?
 Named keyworker/care co-ordinator
An acute hospital learning disability liaison nurse (LDLN) whose role is to coordinate the care, who has a high level of expertise and understanding of the
needs of people with learning disabilities and their carers, who has authority to
make decisions that change patient care pathways, as well as a good
understanding of, and access to, all clinical areas within the acute trust
structures. The issues around patients with learning disability and the
adjustments that may be needed are so complex that the support of a dedicated,
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highly skilled LDLN service is a key element of ensuring that preventable harm
and preventable deaths are avoided.


Attitudes, behaviours and culture
A learning disability liaison nurse and social worker who actively listen to the
person with learning disabilities and their most trusted advocate (even when that
advocate is a family or paid carer).



Strengths based approach
A process of collaborative care planning and review. In this case probably
instigated by the LDLN or Francis but with active participation by Tom and
including everyone involved in Tom’s care and support. Care planning and
review that focuses on what Tom can do and says he wants to do e.g. I can get
the bus to my dialysis appointment by myself, but I really want someone to sit
with me during the dialysis and chat to me because that’s when I get really
scared.



Flexible service provision and commissioning
An individual service fund that allows Tom to work with Francis as his trusted
advocate and a provider organisation to design his own service, live where he
wants, with whom he wants and organise his support in the way that works best
for him. Flexible commissioning is the foundation for flexible service provision
which in turn makes it easier to meet fluctuating need caused by Tom’s health
conditions.



Digital solution
Tom’s own Wiki, a simple, accessible, secure and easy to build personal website
used to create his multimedia person-centred plan that utilises pictures, words,
video and sound to capture his voice, skills, aspirations and needs. It puts Tom
(and his trusted advocate) in control of his person centred plan and gives
professionals an accessible platform from which to co-ordinate Tom’s care.



Trusted advocate
Professionals respecting that the person who knows Tom best is Tom and his
trusted advocate. Demonstrating this respect by ensuring that Tom’s trusted
advocate is always involved and listened to.
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