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Rewrite the Future
A report on progress in improving specialist care for people with
neurological conditions in Scotland
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Photos on the front cover are taken from the ‘Don’t Write Me Oﬀ’
photography exhibition about people living with neurological conditions.
The exhibition sought to challenge stereotypes about living with a
neurological condition and to draw out the unique personalities of the
participating individuals. Photographer: Rosie Duca.
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Introduction
In Scotland, people with neurological conditions – such as multiple
sclerosis, motor neurone disease, Parkinson’s disease, Huntington’s
disease and acquired brain injury – are, in the main, being sold short.
Not only are they dealing with a devastating condition that will ultimately
aﬀect every area of their lives, they are also being left to navigate a health
and care system that is in many ways failing to support them.
Last year Sue Ryder undertook a comprehensive analysis of health and
social care provision in Scotland for people with neurological conditions,
outlined in the ﬁrst Rewrite the Future report. This second report
considers what progress has been made, if any, to better support people
with neurological conditions, particularly as services should now be
better integrated via the Health and Social Care Partnerships, formally
established in 2016. The research was carried out via a Freedom of
Information (FOI) request to Scotland’s 14 territorial health boards and
32 local authorities.
The ﬁndings of this research are set out together with recommendations
to policy makers on how to improve care and support for people with
neurological conditions. There are also a number of contributions from
individuals with an interest in care for people with neurological conditions.
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Integrated care
Progress since the ﬁrst Rewrite the Future campaign
Last year, after the Rewrite the Future report was published, First Minister Nicola Sturgeon
committed to a review of the National Clinical Standards for Neurological Health Services
to ensure ‘they remain up to date’. She went on to say that investment in social care is
important to ‘enable people, wherever possible, to stay and be cared for in their own
homes.’1 Subsequently Healthcare Improvement Scotland (HIS) started the review
process for the standards in 2017 and aims to produce a set of standards for all
neurological health and care services to be published in summer 2018.
The Rewrite the Future report also made the case for collecting reliable data on people
with neurological conditions so that health boards, local authorities and health and social
care partnerships can more meaningfully plan services designed to meet the needs of
people with neurological conditions. At the time, the First Minister said that improving data
‘is part of how we ensure that services are improved in the way that they need to be’.2
The Scottish Government's National Advisory Committee on Neurological Conditions
(NACNC), formed in mid 2016, has begun work with Information Services Division (ISD)
Scotland to scope work to collect data that will reliably indicate prevalence of neurological
conditions, where people with neurological conditions live, including care homes, waiting
times, and delayed discharge from hospital. At the time of writing, the Scottish
Government intends to publish this ﬁrst set of data at the end of 2017 or early 2018.

1. First Minister’s Questions, Thursday 3 March 2016.
2. First Minister’s Questions, Thursday 3 March 2016.
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Integrated care for people with neurological conditions
The case for integrated health and social care has been well made and is widely seen
as the most eﬀective and person-centred way to provide care. However, there
continues to be a risk that people with neurological conditions will be left behind by
moves to create a seamless system of health and social care. Partly this is because
there is no compulsion on health and social care partnerships to integrate neurological
services, unlike other services. Therefore – as our Freedom of Information request has
found – there is limited ambition by partnerships to speciﬁcally address the needs of
people with these complex conditions. Secondly this is because of an historic
emphasis on the provision of health care, in particular, acute care for people with
neurological conditions. Again, our Freedom of Information request found that this is
still reﬂected in specialist neurological service provision in many areas of Scotland, with
community rehabilitation services found to be fairly limited.
Based on data provided to Sue Ryder by ISD Scotland3, it is estimated that people with
the progressive conditions of Parkinson’s disease, multiple sclerosis, motor neurone
disease and Huntington’s disease spend around a week in hospital every time they
have an unplanned admission. Every time this happens, it costs the NHS around
£4000. If services in the community were improved, the cost of unplanned admissions
– both personal and ﬁnancial – could be brought down.

Number of hospital bed days
Bed
Days

Parkinson’s
disease

Multiple
sclerosis

Motor neurone disease

Huntington’s
disease

0–64

139

2371

324

124

65+

1687

204

467

13

All ages

1826

2575

791

137

Cost of total bed
days in year

£991,518

£1,398,225

£429,513

£74,391

Average length
of stay (days)

7.2

8.4

6.6

8.6

Cost per average
length of stay4

£3,919

£4,554

£3,609

£4,649

3. Information Services Division of NHS Scotland provided commissioned data on emergency
admissions and bed days for people with a health record code for a neurological condition.
4. Based on average cost of 7 days in hospital of £3,800. in 2013-14, Scottish Parliament general
question time, 3 September 2015.
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Integration of health and social care: how far have we come for people with
neurological conditions?
Health and social care integration has two key principles: shifting care from hospital towards
community-based services, including preventative services; and utilising person-centred and
responsive approaches in the design of care and support. Yet the reality of delivering care that is
developed in partnership with people living with a neurological condition, in response to their
individual and constantly changing needs, can be challenging.
The underlying principles of the ‘person-centred’ approach are that care is personalised,
co-ordinated and enabling, while ensuring the person is treated with dignity, compassion and
respect (The Health Foundation, 2014). In practice, this should mean that health and social care
professionals develop models of care in collaboration with people living with neurological
conditions, which focus not on the neurological disease, but on the experience of living with a
neurological condition from a whole person perspective. To date, it has been challenging for
some professionals to move from models of care based more on the journey to an accurate
diagnosis, to a model that is about restoring or improving the client’s quality of life. In personcentred practice, the person living with a neurological condition takes an active role in deﬁning
the goals and the desired outcomes of a particular intervention, with the health and social care
professional acting as a facilitator, providing the means to achieve these goals. When care
pathways do not reﬂect the holistic needs of the client, this can lead to disjointed, poorly
coordinated service delivery, with the person often getting lost within and between health and
social care systems.
Further work is undoubtedly required to support the cultural change which is required to
support person centred models of care. The process of power sharing with the client at times
can still threaten the more traditional view of the health and social care professional as ‘expert’.
Organisational barriers such as the dominance of the medical model may also inhibit progress
within some services. Demands on scarce resources continue to be presented as
a barrier to person-centred care as there remains a perception that it takes more time.
While considerable progress has been made at both an individual and organisational level in
response to health and social care integration, there is still much work to be done before we can
truly say that we are delivering collaborative models of care within every situation and within
every setting. Both national and local leadership is required to make care more collaborative for
people with neurological conditions.
Dr Jenny Preston MBE
Consultant Occupational Therapist and Clinical Lead – Neurological
Services for NHS Ayrshire & Arran, and Chair of the Royal College of
Occupational Therapists Specialist Section – Neurological Practice

“When care pathways do not
reﬂect the holistic needs of the
client, this can lead to disjointed,
poorly co-ordinated service
delivery, with the person often
getting lost within and between
health and social care systems.”
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The latest evidence on the ground

9/14

Service planning
The National Clinical Standards for Neurological Health Services require
health boards to have a three-year neurological service plan. Although these
standards are now being reviewed, it is still the responsibility of health boards
to plan services for all of the people in their areas.

Scottish
health boards
have no plan

Health boards with a three year plan which expires this year and is under review

4

Health boards with a draft plan (not published)

1

Health boards that have no plan

9

Total

14

Reﬂecting the national and local policy direction to integrate health and social care services, health boards were also
asked if they planned to develop a neurological services plan jointly with local authorities or integration authorities in
their area.

Health boards that have started the process of developing a joint plan with local authorities/integration authorities

1

Health boards that are planning to develop a joint plan with local authorities/integration authorities

4

Health boards that are not going to develop a joint plan

6

Health boards that are doing some work with other agencies that relate to neurological care

3

Total

14

Conclusion
All the services a health board provides should be properly planned. This is
particularly true when budgets are tight, as it is important to know that services
are cost-eﬀective. This is as true for people with neurological conditions as it is
for anyone else: the clinical standards review is no reason not to plan services
that meet the needs of people with neurological conditions.

Only one health
board has started the
process of developing
a joint plan

With the integration of health and social care, although the new integration
authorities are not required to integrate neurological services, they should be given
support to do so in order that people with neurological conditions have their needs
met. One way to do this would be to provide integration authorities with strategic
commissioning guidance speciﬁcally relating to neurological care so that they can
work in partnership with third sector and independent providers to meet local need.

Sue Ryder – Rewrite the Future
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The new Huntington’s disease care framework
The Salem witch trials of the late seventeenth century are notorious, but their connection
with a devastating neurological condition is less well known. There is good evidence that
some of the unfortunate victims of the trials may have suﬀered from Huntington’s disease.
The condition - properly understood by Long Island GP, Dr George Huntington a full two
centuries after the witch trials – causes severe motor changes (loss of speech and
swallowing), impaired cognition caused by a type of early onset dementia and mental illness.
All diﬃcult enough, but the family impact is deepened because it is a genetic condition.
Like many rare diseases, little is known about it and health and social care services are
frequently confounded by its complex and sometimes challenging nature. Conversely
it is diﬃcult to imagine a group of people more in need of a well-coordinated approach
to support.
Yet, why should it not be possible to set up a framework of all the care that a person with
Huntington’s disease may need, that has at its core the principle of person-centeredness?
And could this be headlined by a lead professional approach, focussed on specialist support
and assisting people to navigate the health and social care maze? Services from genetic
testing through to advice on telling children about the condition or getting good symptom
management?
With support from Scottish Government, that is what Scottish Huntington’s Association is
aiming to make a reality. Developed by an expert group and drawing on the lived experience
of families, the launch of the Framework earlier this year was the ﬁrst step on this journey. Our
goal is to have local versions of the framework for each of the fourteen regional health
boards. This will mean families and professionals will have a readily available, web-based
resource, that will guide them to both national and local support.
The framework will reduce variation and set a standard of care throughout Scotland. It will
enable families and professionals to ask for more appropriate support and in some areas,
challenge deﬁcits in support. By 2018 we hope to be in the position of having made
signiﬁcant progress in care for people with Huntington’s disease; and if successful, it is our
hope this approach can beneﬁt others living with neurological conditions.
John Eden
Chief Executive, Scottish Huntington’s Association

“It is diﬃcult to imagine
a group of people more
in need of a
well-coordinated
approach to support.”
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Community care and support
One of the NACNC’s workstreams is to establish what provision of specialist
community rehabilitation for people with neurological conditions is available, and what
should be made available. This support includes specialist neurological occupational
therapy, physiotherapy, speech and language therapy and self management and other
services, provided in the community. The aim of community rehabilitation is to
support people, prevent loss of function (such as mobility, communication), reduce the
rate of loss or compensate for loss of function. To support this NACNC workstream,
health boards and local authorities were asked if they had a specialist neurological
rehabilitation community team.
Support in the community
Health boards

Health boards that have a specialist neurological
 rehabilitation community team

5

5

Health boards that provide some kind of
community support/believe it is provided
by the local authority/integration authority

Health boards that have no specialist
neurological rehabilitation community team

4

Total 14
Local authorities

Local authorities that have a specialist neurological

4

5

rehabilitation community team

Local authorities that provide some kind of
community support/believe it is provided by
the health board/integration authority

Local authorities that have no specialist neurological
rehabilitation community team

23

Total 32

11
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Given the prevalence of people with neurological conditions placed in non-specialist older people’s care homes, health
boards and local authorities that provide specialist neurological community rehabilitation were asked if this included
support to care homes.
Support for care homes
Health boards

Health boards that have a specialist

4

4

neurological rehabilitation community
team that provides support to care homes

Health boards that provide some kind
of support to care homes

Health boards that provide no support
to care homes

6

Total 14
Local authorities

Local authorities that have a specialist

4

neurological rehabilitation community
team that provides support to care homes

Local authorities that provide some
kind of support to care homes (zero)

Local authorities that provide no support
to care homes

28

Total 32
Conclusion
Given that no integration authority has at this point referred to the provision of a specialist
neurological community rehabilitation team in its publicly available plans, it is assumed they are not
providing this service. On this basis there are signiﬁcant gaps in this kind of service across Scotland,
provided by any authority. If strategic commissioning guidance was provided to integration
authorities, and measures were taken to ensure this was acted upon, this could be addressed. It is
important that specialist community rehabilitation services are augmented by homecare packages
provided by trained staﬀ who are skilled in providing care for people with neurological conditions.
Given the under-provision of specialist neurological care homes across Scotland, it is vital for
those people with neurological conditions that are living in older people’s care homes that those
homes are given the necessary specialist support. Otherwise people living in them with
neurological conditions will not have the care and support they need. So community
rehabilitation teams should include care homes within their remit.

12
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Care homes
In the 2016 Rewrite the Future report it was revealed that people with neurological
conditions are being placed in older people’s care homes as well as in care homes that
are designed to some degree to care for people with neurological conditions. This time
local authorities were asked for the number of people with neurological conditions
placed in older people’s care homes and in care homes with a Care Inspectorate
registration for people with physical and sensory impairment. This registration includes
neurological conditions but also other conditions and disabilities. Eleven local
authorities were able to answer the question. Some ﬁgures are estimates and at least
three local authorities reported that the data they provided is not complete and they
believe that there are more people not captured in their records.
Local authorities were asked, "How many people with neurological
conditions in your area are living in a care home?"

Could answer partially or fully

11

Could not answer

21

Sue Ryder – Rewrite the Future
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Thomas and Dee McGreevy’s story
Some days I struggle to believe that my wife’s life has been reduced to mere existence.
Dee, who is now aged 58, ﬁrst became ill in March 2012 and since then I have battled
with the system to get her the care she needs. Before getting ill, Dee worked as a
brilliant and caring nurse, but for the past two years Dee has lived in an older people’s
care home.
Dee ﬁrst became ill after suﬀering from headaches for a year and ended up having two
brain tumours removed. Eventually she ended up with an undiagnosed neurological
condition. She was paralysed, doubly incontinent, unable to communicate in any
meaningful way, and totally dependent on others for everything.
Despite intensive rehabilitation, it sometimes feels as if she’s been written oﬀ by the
system, and it’s down to me to ﬁght her corner. However, as a layperson, working out
how to get the support we so desperately need from the health and care system has
been incredibly stressful and frustrating. And this is on top of trying to hold down a fulltime job, running a house, looking after our two sons, and going through the courts to
obtain guardianship for Dee.
While I can’t fault the care she receives in the care home, she is basically languishing in
her room 24 hours a day, staring at the four walls. I want her to get some enjoyment
out of life – perhaps she would beneﬁt from physiotherapy or recreational therapy –
but there’s nothing available.
I can’t help feeling that the system my wife devoted her life to has sadly let her down
when she needs it most. The NHS is absolutely wonderful, but every now and then
people fall through the cracks and simply don’t get the right care in the right place.
That’s why I think the Scottish Government should take action to make life better for all
people with neurological conditions by putting in place readily-available, specialist care
that is so desperately needed.

14
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People with a neurological condition in a care home

Care home for people with
physical & sensory impairment

Care home for older people
Under 65 years

65 years and
over

Total

Under 65 years

65 years and
over

Total

Overall Total

Aberdeenshire

23

66

89

–

–

0

89

City of Aberdeen

22

80

102

7

1

8

110

5

–

5

–

–

0

5

22

25

27

5

32

57

Clackmannanshire
Dundee*

3

East
Dunbartonshire

–

42

42

3

1

4

46

Edinburgh*

–

53

53

18

–

18

71

Falkirk

–

3

3

55

–

0

3

12

25

37

–

–

0

37

Moray

5

8

13

–

–

0

13

Shetland

–

5

5

–

–

0

5

Western Isles

4

2

6

–

–

0

6

74

306

380

55

7

62

442

Fife*

Total
*incomplete data/underestimate

Of the local authorities able to provide data, there were 380 people with a neurological
condition in a care home for older people, with 74 (19%) under the age of 65.
There were 62 people with a neurological condition in a care home for people with
physical and sensory impairment, some of which are speciﬁcally for people with
neurological conditions. Of these, 55 (89%) were under the age of 65.
Overall, of the 442 people with a neurological condition, only 62 (14%) were in a care
home for people with physical and sensory impairment.
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86%

of people with a
neurological condition in
Scotland live in an ordinary
care home for older people

Of these…

19%
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People with a neurological condition in a care home for older people by age group

Under 65 years

65 years and
over

Total

Aberdeenshire

23

66

89

262,190

33.9

City of Aberdeen

22

80

102

229,840

44.4

Clackmannanshire

5

–

5

51,350

9.7

Dundee

3

22

25

148,270

16.9

East
Dunbartonshire

–

42

42

107,540

39.1

Edinburgh

–

53

53

507,170

10.5

Falkirk

–

3

3

159,380

1.9

12

25

37

370,330

10.0

Moray

5

8

13

96,070

13.5

Shetland

–

5

5

23,200

21.6

Western Isles

4

2

6

26,900

22.3

Total

74

306

380

1,982,240

19.2

Scotland

202

834

1,036

5,404,700

Fife

Population**

Rate per 100,000 population

* Population 2016 estimates

If the data above is extrapolated for the Scotland population as a whole,
it results in an estimate of 1,036 people with a neurological condition
in a care home for older people, with 202 of these being aged under
65. However, these ﬁgures are at best a minimum given that at least
three of the local authorities that responded to the FOI request said
their data is not complete. It also ignores the fact that some people
may be in a specialist care home for people with physical and sensory
impairment, but these are not necessarily designed around the needs
of people with neurological conditions.
Conclusion
There is a signiﬁcant need for specialist care homes for people with
neurological conditions. While it is recognised that it is diﬃcult to
collate data on this issue as local authorities do not record this
information in a uniform manner, it is recommended, once again, that
the NACNC or Scottish Government undertake a study of the
provision of residential care for people with neurological conditions
and establish how widescale a problem it is that people are being
inappropriately placed in older people’s care homes.

1,036

202

of these being
aged under

65

Estimate of people with a
neurological condition in
a care home for older people
Aged under 65
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Support for care homes

The importance of place for wellbeing cannot be emphasised enough. We all know the
dislocation and dis-ease which we feel when we are ‘out of our comfort zone’ or not ‘in
our own place.’ It is therefore self-evidentially important that individuals living with
neurological conditions are able to have that critical part of their wellbeing and health
attended to. This is clearly not happening in Scotland today for too many citizens.
The research from Sue Ryder highlights that there are simply too many individuals who
are living where they do not want to be and where, frankly, they should not be. Let us
be clear this is not the fault of the care home sector which has over the years
developed person-centred care and support for thousands of individuals. But the care
home sector has become specialist in the rights based care of older individuals many
of whom are living with advanced dementia and a majority of whom are being
supported by palliative and end of life care. With some notable exceptions there are
few care homes which are geared up to the particular, specialist and challenging care
and support of many individuals with diverse neurological conditions.
The continued expectation that the care home sector is currently equipped and
resourced for specialist neurological care does a disservice not only to the individuals
and families involved but also critically to the staﬀ who work in care homes and other
residents who live there.
At its heart this is an issue of human rights, dignity and autonomy. If individuals are being
placed in communities, which despite their best eﬀorts, are not skilled and equipped to meet
their individual outcomes then the rights and dignity of those impacted are not being
respected, valued or upheld.
It is time for all stakeholders involved to resource and invest in the dignity of those living with
neurological conditions and that means by adequately skilling up, staﬃng and resourcing
specialist residential and nursing care homes and in part by recognising that currently the
system is not working for those who need to ﬁnd a place to be, who need a place for me.
Dr Donald Macaskill
Chief Executive, Scottish Care

I need to ﬁnd a place to be
A place that speaks to me
A place that grows in me
A place for me
I need to become me
somewhere
To know I am beautiful
To learn to love the me I am
I need to ﬁnd a place to be

18
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“With some notable
exceptions there are few care
homes which are geared up
to the particular, specialist
and challenging care and
support of many individuals
with diverse neurological
conditions.”
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Personal care
Local authorities were asked how many people with a neurological condition have
been assessed as requiring personal care, as deﬁned by the Community Care and
Health (Scotland) 2002 Act, and how many people are charged for that care. Eight
local authorities could answer this in full. Some of the data is based on estimates as
numbers were so low.

Personal care provided
at no charge

Personal care charged for

Personal care - all

Under 65
years

65 years
and over

Total

Under 65
years

65 years and
over

Total

Under
65 years

65 years
and over
90

Aberdeenshire

–

85

85

–

–

0

41

91

131*

City of Aberdeen

–

91

91

34

–

34

34

32

125

Clackmannanshire

3

32

35

5

–

5

8

115

40

East Dunbartonshire

30

90

120

1

10

11

33

164

148**

Edinburgh

13

164

177

38

–

38

51

25

215

Fife

12

25

37

7

–

7

19

5

44

Shetland

–

5

5

–

–

0

–

2

5

Western Isles

–

2

2

4

–

4

4

524

6

58

494

552

89

10

99

190

Total

Total

714

*local authority did not know if people under 65 were charged for personal care
**data provided by local authority does not sum

Sue Ryder – Rewrite the Future
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Of those local authorities who could provide data, 714 people with neurological conditions have
been assessed as requiring personal care, with 524 (73%) aged 65 and over and 190 (27%)
under 65 years.
Taking into account inconsistent data, a total of 182 people under 65 have been assessed as
requiring personal care, with 89 (49%) of people required to pay a charge for that care, and 93
(51%) were not charged.

49%

of people under
65 have to pay
for personal care

Conclusion
Anyone of any age may require personal care so they can live as independently as
possible. Charges for this care act as a barrier to accessing this care, meaning people
cannot live the lives they want. There is no logical reason to charge people younger
than 65 – in around half of cases in this FOI – for this care, and it is unjust and counter
to Scottish Government wider policy of enabling people to live independently and be
active citizens. It is the position of Sue Ryder that charging for personal care should be
ended for people of all ages and the Scottish Government is urged to take this into
consideration in its feasibility study into ending charging for personal care. This needs
to be set in a context of a wider debate on the quality of social care more generally and
how it should be funded.

20
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Personal care charging
In 2014, MND Scotland launched a Personal Care Charging Campaign. COSLA
guidance for local authorities on personal care charging stated that fees should be
waived for people who are terminally ill. However, our campaign highlighted that this
guidance was being applied diﬀerently across local authorities in Scotland. We called
on COSLA to clarify its guidance and for local authorities to follow it. We also called on
the Scottish Government to consider legislating to prevent local authorities being able
to charge terminally ill people.
The First Minister supported our campaign, stating “I want to make clear today my
expectation that no terminally ill person in the last six months of life should be charged for
care. I can also advise Parliament that if new local government guidance to this eﬀect is
not adhered to, my Government will not hesitate to legislate that this is the case.”
However, 3 years on, some people with MND are slipping through the net and being
charged for personal care. For example, one person with MND only found out he was
entitled to free personal care because he attends one of our local support groups. As
he is 64 years old, his local authority had billed him for £4000. Fortunately, with the
support of our staﬀ, he challenged this and had his care charges waived. Unfortunately,
many local authorities are not informing terminally ill people under 65 that they can
have care charges waived and they are only ﬁnding out from services like ours.
That is why we are responding to the current Scottish Government feasibility study on
care charging for under 65s and highlighting that now is the time to legislate so that
no terminally ill person is charged for care that should be free.
In addition, COSLA guidance on care charging is just that – guidance. Local authorities
are not obliged to follow it.
If the Scottish Government legislates, and includes a requirement for local authorities
to tell terminally ill people that they are eligible for free personal care, that should
ensure that no-one falls through the cracks and pays for care that should be free.
People with MND and other terminal illnesses would no longer be dependent on
hearing that they can have free personal care from charities like MND Scotland. Now is
the time to legislate and ensure they receive it.
Craig Stockton
Chief Executive of MND Scotland

“Now is the time to legislate
so that no terminally ill
person is charged for care
that should be free.”
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Overall conclusion
There is undoubtedly a real commitment to improve services for people with
neurological conditions in many areas, nationally and locally. However, before this can
be done on a meaningful and consistent basis, some fundamentals need to be
addressed.
1. There is a need for reliable data on prevalence of neurological conditions and where
people live, whether at home or in a care home. Work is being undertaken in this
regard by the NACNC and ISD, and this needs to be a priority in order for integration
authorities, the NHS and local authorities to be able to design services that meet
local need.
2. An audit of health and social care services for people with neurological conditions
across Scotland should be undertaken. The aim of this would be to identify what
arrangements work well, what should work better and where the gaps lie. When
coupled with data on prevalence, this is a real opportunity – if visible leadership is
provided – to provide people and their families with the care and support they need.
3. Strategic commissioning guidance on neurological services should be provided to
integration authorities and others to ensure that local services are person-centred
and meet need. This guidance should outline how to carry out a strategic needs
assessment on neurological care to ensure that future services meet demand. To be
person-centred, they should include families, as well as individuals with neurological
conditions, and should cover all services from practical care and support,
community rehabilitation, specialist care homes through to housing and befriending.
4. Specialist support and advice should be provided to more generalist care providers
– such as older people’s care homes, homecare and community rehabilitation
teams – who may be providing care to people with neurological conditions. In some
areas, due to geography or lack of availability of specialist care, this is the only way in
which people with neurological conditions will get the specialist input they need.
5. The new standards being developed for neurological conditions must include health
and social care services, reﬂecting the integrated nature of local services, and
performance against these standards must be supported by indicators that easily
demonstrate if local services are meeting need. This new system must be backed up
by an inspection regime that can readily identify where care falls short, where the
gaps are, and what improvements should be made to ensure people with
neurological conditions don’t fall through the cracks.
The Scottish Government is urged to develop a national strategy for care for people
with neurological conditions – in partnership with health and social care providers, the
third sector and people aﬀected by neurological conditions and their families – to take
forward the recommendations made in this report. This is required to make sure that
wherever someone with a neurological condition lives, they will get the much-needed
care and support they need to live their life as fully as possible.
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Sue Ryder provides incredible hospice and neurological care for people
facing a frightening, life-changing diagnosis. It’s not just expert medical care
we provide. It’s the emotional support and practical things we take care of
too. We do whatever we can to be a safety net for our patients and their
loved ones at the most diﬃcult time of their lives.
Not only do we treat more conditions than any other UK charity in our
hospices, neurological care centres and out in the community; we also
campaign to improve the lives of people living with them. We see the person,
not the condition, taking time to understand the small things that help that
person live the fullest life they can.

For more information about Sue Ryder
call: 0845 050 1953*
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/SueRyderNational
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